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Foreword
Across the European Union, hundreds of thousands of people with disabili!es, mental health
problems, older people or abandoned and vulnerable children live in large segrega!ng residen!al
ins!tu!ons.
Such ins!tu!ons were originally created to provide care, food and shelter, but by now evidence
has shown that they cannot ensure person-centred services and appropriate support needed to
bring about full inclusion. The physical separa!on from communi!es and families severely limits
the capacity and preparedness of those living in or growing up in ins!tu!ons to par!cipate fully in
their community and wider society.
The shared European values of human dignity, equality and the respect for human rights should
guide us as our socie!es develop structures of social care and support fit for the 21st century.
The European Commission takes an ac!ve role in helping the less advantaged. The Europe 2020
strategy has set ambi!ous targets for inclusive growth requiring ac!on to be taken to promote
integra!on and adequate livelihood of poor and excluded people.
The present Guidelines and Toolkit are the result of an ini!a!ve taken by our predecessor, Vladimír
Špidla, then EU Commissioner for Employment, Social Affairs and Equal Opportuni!es. He ini!ated
to set up a group of experts on the Transi!on from Ins!tu!onal to Community-based Care
and asked them to report on basic principles and priority recommenda!ons. Key among those
recommenda!ons was the need to develop detailed common European Guidelines and a Toolkit on
the Transi!on from Ins!tu!onal to Community-Based Care which now have become reality a$er a
year-long process of consulta!on and gathering of good prac!ce and exper!se from across Europe.
But with this important milestone achieved, the implementa!on of adequate reforms of care systems
needs to take place in Member States. The Commission will support those efforts by con!nuing
the monitoring of the recent trends in poverty and inequality while forecas!ng the implica!ons of
policy measures. This is done as part of the Europe 2020 strategy during the so-called European
Semester. This process helps assis!ng Member States in carrying out structural reforms that promote
inclusive growth. The Structural Funds make an important contribu!on to implement these reforms,
support social economy and more efficient policies. Furthermore, for the next financing period
the Commission has proposed minimum shares per category of regions resul!ng in at least 25% of
cohesion policy resources to human capital and social investment by the ESF, and at least 20% of this
amount to social inclusion. De-ins!tu!onalisa!on is one of the proposed priori!es.
We congratulate the authors on this very welcome publica!on which will serve as an extremely
useful input as regards the use of structural funds for de-ins!tu!onalisa!on both in the current and
also in the new 2014–2020 programming period.

László Andor
Commissioner for Employment, Social Affairs and Inclusion

Johannes Hahn
Commissioner for Regional Policy

l 5 l

Guidelines-new.indd 5

2013.01.16. 19:10:27

Guidelines-new.indd 6

2013.01.16. 19:10:28

Acknowledgements
The Guidelines were developed as part of a project of the European Expert Group on the Transi!on
from Ins!tu!onal to Community-based Care. They were wri&en by Ines Bulić, with research
and wri!ng assistance by Liliya Anguelova-Mladenova. The dra$ document was edited by Lina
Gyllensten and George&e Mulheir, while Miriam Rich undertook a final edit and proofread the text.
The project was managed by Lumos.
The European Expert Group and the authors would like to thank all those who provided valuable
comments and guidance on several dra$s of the Guidelines. In par!cular, we are thankful to the
following organisa!ons and individuals for taking part in the consulta!on and ensuring that the
Guidelines are relevant to all the user groups – children, people with disabili!es, people with
mental health problems and older persons.
Confedera!on of Family Organisa!ons in the European Union: Paola Panzeri and members of
COFACE-Disability Chantal Bruno and Fiamme&a Basuyau
Eurochild: Michela Costa, Jana Hainsworth, Kelig Puyet and members of Eurochild Thema!c
Working Group on Children in Alterna!ve Care, par!cularly Chris Gardiner, Gabrielle Jerome, Claire
Milligan, Rados!na Paneva, Irina Papancheva, Dainius Puras, Bri&a Scholin, Ivanka Shalapatova,
Mary Theodoropoulou and Caroline Van Der Hoeven
European Associa!on of Service Providers for Persons with Disabili!es: Luk Zelderloo, Kirsi Konola
and Phil Madden
European Disability Forum: Simona Giarratano and Carlo&a Besozzi
European Network on Independent Living – European Coali!on for Community Living: John
Evans, Kapka Panayotova, Tina Coldham, Camilla Parker, Gerard Quinn, Michael Stein, David Towell,
Sheila Hollins and Jane Hubert
European Social Network: Stephen Barne& and John Halloran
Inclusion Europe: Maureen Piggot, José Smits, Geert Freyhoff, Petra Letavayova and Camille La!mier
Lumos: George&e Mulheir, Kate Richardson, Nolan Quigley, Silvio Grieco and Lina Gyllensten
Mental Health Europe: Josee Van Remoortel, Bob Grove, Gabor Petri and Maria Nyman
UNICEF: Jean Claude Legrand

l 7 l

Guidelines-new.indd 7

2013.01.16. 19:10:28

In addi!on to members of the European Expert Group, we are thankful to Dirk Jarre (European
Federa!on of Older People) and Kai Leichsenring (European Centre for Social Welfare Policy and
Research) for providing the perspec!ve of older people, to Raluca Bunea (Open Society Mental
Health Ini!a!ve) and Maria Nadaždyova for providing case studies and to Jan Jařab (Regional
Representa!ve of the Office of High Commissioner for Human Rights for Europe) for his advice
and support. We are also grateful to the European Commission officials and Member State
representa!ves who a&ended the Open mee!ngs of the Expert Group for their valuable advice in
the process of dra$ing the Guidelines. Finally, the European Expert Group would like to extend a
hear*elt thank you to Carmen Epure (Lumos) for her support throughout the project.
The produc!on of the Guidelines, the accompanying publica!ons and ac!vi!es were generously
funded by Lumos.
These Guidelines are the shared property of the project partners. When used by one of the partners
or by third par!es, credits must be given to the European Expert Group on the Transi!on from
Ins!tu!onal to Community-based Care and to the authors.

l 8 l
COMMON EUROPEAN GUIDELINES ON THE TRANSITION FROM INSTITUTIONAL TO COMMUNITY"BASED CARE

Guidelines-new.indd 8

2013.01.16. 19:10:28

Executive Summary
I.

Purpose and scope of the Guidelines

The Common European Guidelines on the Transi!on from Ins!tu!onal to Community-based
Care (‘the Guidelines’) provide prac!cal advice about how to make a sustained transi!on from
ins!tu!onal care to family-based and community-based alterna!ves for individuals currently living
in ins!tu!ons and those living in the community, o$en without adequate support.
The Guidelines are based on European and interna!onal best prac!ce and have been developed
in consulta!on with key European networks represen!ng children, people with disabili!es, mental
health organisa!ons, families, older people and public and non-profit service providers. Senior
public servants from several countries, as well as a number of European Commission officials,
have also been consulted in order to ensure that the Guidelines respond to needs at a grassroots
level. A range of professionals with exper!se in all aspects of the transi!on from ins!tu!onal to
community-based care were also consulted.

II. Who should read the Guidelines
The Guidelines are aimed primarily at policy and decision makers in the European Union and the
neighbouring countries with responsibility for the provision of care and support services for:
•

children;

•

people with disabili!es and their families;

•

people with mental health problems; and

•

older people.

To enable full social inclusion, the Guidelines also target poli!cians and senior civil servants dealing
with other policy areas such as health, housing, educa!on, culture, employment and transport.
They can be used at all levels, including by municipali!es and regions responsible for local service
provision and management.
The Guidelines are also intended for use by the European Commission officials with responsibility for
overseeing the use of Structural Funds and other EU funding instruments in the Member States and
neighbouring countries, as well as those responsible for EU social policy and the implementa!on
of the Social Agenda. It is intended that the Guidelines are used alongside the Toolkit on the use of
European Union funds for the transi!on from ins!tu!onal to community-based care (the Toolkit,
available at www.deins!tu!onalisa!onguide.eu).1

1

These guidelines have been developed on the basis of the recommenda!on in the Report of the Ad Hoc Expert Group
on the Transi!on from Ins!tu!onal to Community-based Care (2009) Brussels: European Commission, p.8. In the
remainder of the chapter, this report will be referred to as the “Ad Hoc Expert Group report”. See p.21 for further
informa!on.

l 9 l

Guidelines-new.indd 9

2013.01.16. 19:10:28

III. Introduction
More than one million children and adults live in ins!tu!ons across Europe.2 Ins!tu!ons were once
seen as the best way of caring for vulnerable children, children at risk and adults with a variety of
support needs. However, evidence has shown that ins!tu!onal care invariably provides poorer
outcomes in terms of quality of life than quality services in the community, o$en amoun!ng to a
life!me of social exclusion and segrega!on.3 Scien!fic research into children’s early development
shows that, when it comes to very young children, even a rela!vely short ins!tu!onal placement
can nega!vely affect brain development and have life-long consequences on emo!onal well-being
and behaviour.4 For these reasons and as a result of the adop!on of the UN Conven!on on the
Rights of Persons with Disabili!es (CRPD) and other human rights instruments, ins!tu!onalisa!on
is increasingly acknowledged as poor policy and a viola!on of human rights.

KEY GUIDANCE 1: WHAT IS “AN INSTITUTION”?
The Guidelines define an ins!tu!on as any residen!al care where:
•

residents are isolated from the broader community and/or compelled to live
together;

•

residents do not have sufficient control over their lives and over decisions which
affect them; and

•

the requirements of the organisa!on itself tend to take precedence over the
residents’ individual needs.5

Many countries have embarked on the process of transforming the way they provide care and
support to children and adults by replacing some or all long-stay residen!al ins!tu!ons with familyand community-based services. A key challenge is ensuring that the process of deins!tu!onalisa!on
itself is carried out in a way that respects the rights of the user groups, minimises risk of harm and
ensures posi!ve outcomes for all individuals involved. The process needs to ensure that the new
systems of care and support respect the rights, dignity, needs and wishes of each individual and
their family.

2

Children and adults with disabili!es (including people with mental health problems). It covers the EU and Turkey from
Mansell, J., Knapp, M., Beadle-Brown, J. & Beecham, J. (2007) Deins!tu!onalisa!on and community living – outcomes
and costs: report of a European Study. Volume 2: Main Report. Canterbury: Tizard Centre, University of Kent (herea$er,
“DECLOC Report”).

3

Smyke, A.T. et al. (2007) ‘The caregiving context in ins!tu!on-reared and family-reared infants and toddlers in Romania’
in Journal of Child Psychology and Psychiatry 48:2 (2007) pp.210–218 – Greece – Vorria et al. (2003), UK – Tizard &
Rees (1974) and US – Harden (2002); Pashkina (2001). Sotsial’noe obespechenie, 11:42–45. Cited in Holm-Hansen, J.,
Kristofersen, L.B. & Myrvold, T.M. (eds.) Orphans in Russia. Oslo, Norwegian Ins!tute for Urban and Regional Research
(NIBR-rapport 2003:1); Ru&er, M. et al. (1998). ‘Developmental catch-up, and deficit, following adop!on a$er severe
global early priva!on’ in Journal of Child Psychology & Psychiatry, 39(4):465– 476.

4

Bowlby, J. (1951). Maternal care and mental health. Geneva, World Health Organisa!on; Matějček, Z. & Langmeier,
J. (1964). Psychická deprivace v dětství [Mental depriva!on in childhood]. Prague, Avicenum.; Nelson, C. & Koga, S.
(2004) ‘Effects of ins!tu!onalisa!on on brain and behavioural development in young children: Findings from the
Bucharest early interven!on project’, paper presented at the Interna!onal Conference on Mapping the number
and characteris!cs of children under three in ins!tu!ons across Europe at risk of harm, 19 March 2004, EU Daphne
Programme 2002/3 and WHO Regional Office for Europe, Copenhagen, Denmark; Ru&er, M. et al. op. cit., pp.465–476.

5

Ad Hoc Expert Group Report.
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Key lessons that have emerged over the years include:
•

the importance of a vision;

•

the need to engage with civil society;

•

the need to bring all the stakeholders on board; and

•

the crucial role of leadership in driving this process.

IV. Moving from institutional care to community-based
services
CHAPTER 1:
Making the case for developing community-based alterna!ves to ins!tu!ons
This chapter provides an overview of the support for the transi!on from ins!tu!onal care to
community-based services at the European and interna!onal level. It covers human rights and
values, poli!cal commitments and scien!fic and economic evidence. The purpose of this chapter
is to provide governments with evidence to support deins!tu!onalisa!on6 and demonstrate how
it can benefit not just the people concerned, but society as a whole. Governments and other
stakeholders may draw on this evidence to build a case for transi!on, tailoring it to their na!onal
context. This will enable them to take collec!ve ownership of the process.
Key components:
Prevalence of ins!tu!onal care in Europe
Poli!cal commitment to the development of community-based alterna!ves to ins!tu!onal
care
Human rights viola!ons in ins!tu!onal care
Damaging effects of ins!tu!onalisa!on
Use of resources in community-based systems

CHAPTER 2:
Assessment of the situa!on
An assessment of the situa!on is central to the development of a comprehensive deins!tu!onalisa!on strategy and ac!on plan which will address genuine needs and problems and make good
use of available resources. This chapter explains why barriers to accessing mainstream community
services should also be examined if the goal is to ensure full inclusion of children, people with
disabili!es, people with mental health problems, and older people into society.
Key components:
System analysis
Assessment of resources
Informa!on on exis!ng community-based services

6

Deins!tu!onalisa!on refers to the process of developing a range of services in the community, including preven!on,
in order to eliminate the need for ins!tu!onal care. See p.28 for more detail.
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CHAPTER 3:
Developing a strategy and an ac!on plan
The development of a strategy and ac!on plan for deins!tu!onalisa!on and community-based
services should draw on the situa!on analysis. This chapter shows how a strategy and plan can
support coordinated and systemic reform, both on a local and na!onal level.
Key components:
Involving par!cipants in the process
Developing a strategy
Developing an ac!on plan

CHAPTER 4:
Establishing the legal framework for community-based services
Once the decision to replace ins!tu!ons with family- and community-based alterna!ves has been
made, it is important to build legisla!ve support for the inclusion of all user groups into society.
During this process it is recommended the exis!ng legisla!on and policies be reviewed. Any
obstacles to the provision of high-quality, family-based care and services in the community, as well
as obstacles to accessing mainstream services or to par!cipa!on in society and user involvement,
should be removed. They should be replaced with legisla!on and policies that support family and
community inclusion and par!cipa!on.
Key components:
The right to live in the community
Access to mainstream services and facili!es
Legal capacity and guardianship
Involuntary placement and involuntary treatment
Provision of community-based services

CHAPTER 5:
Developing a range of services in the community
Chapter 5 considers different types of community-based services needed for various user groups.
With regard to children, it stresses the need for strategies that prevent family separa!on, promote
family reintegra!on and encourage the development of high-quality, family-based op!ons for
alterna!ve care. In rela!on to other user groups, it highlights the importance of community-based
services for independent living and living arrangements that enable users to make choices and have
more control over their lives.
Key components:
Principles of service development and delivery
Preven!ng ins!tu!onalisa!on
Preven!on strategy measures
Developing community-based services
Living arrangements
l 12 l
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CHAPTER 6:
Alloca!ng financial, material and human resources
This chapter considers the resource implica!ons – financial, material and human – of moving from
ins!tu!onal to community-based care. Because of its complexity, this process requires careful
planning, coordina!on and control. For reform to go ahead, it is crucial that funding commitments
are built into policies, that deins!tu!onalisa!on plans use all available resources and that any
addi!onal resources required are iden!fied.
Key components:
Planning – the interconnec!on between costs, needs and outcomes
Workforce considera!ons and the need for skilled personnel
Funding the new services
Turning barriers into opportuni!es

CHAPTER 7:
Developing individual plans
The purpose of the individual plan is to ensure consistency between what a person needs, how
they wish to live their life and the support they receive. This chapter examines different elements
of the planning process and highlights the importance of ensuring the meaningful par!cipa!on of
users and (where relevant) their families and carers at all stages of the planning process.
Key components:
Involving users in decisions about their future
Conduc!ng individual assessments
Developing individual care and support plans
Challenges in the planning process

CHAPTER 8:
Suppor!ng the individuals and communi!es during transi!on
The transi!on to the community is not merely a case of moving people physically from the ins!tu!on
to their new place of living or care placement. In order to avoid re-ins!tu!onalisa!on and to ensure
the best possible outcomes for people using the services, the move should be prepared with great
care. Chapter 8 provides ideas on preparing and suppor!ng this transi!on process. It also highlights
the importance of working with the carers and communi!es.
Key components:
Suppor!ng service users in transi!on
Suppor!ng carers
Working with communi!es and managing resistance to transi!on

l 13 l
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CHAPTER 9:
Defining, monitoring and evalua!ng the quality of services
Both during the transi!on from ins!tu!onal care to community-based services and once the
services are in place, it is crucial that ins!tu!onal prac!ces are not replicated in the community.
This chapter sets out criteria that can be used to measure the quality of the services. It highlights
the need for ongoing monitoring and evalua!on of services and presents ways in which service
users can be involved in service evalua!on.
Key components:
Importance of defining quality standards
Implemen!ng standards at different levels of governance
Defining the content of quality standards
Developing policies and strategies for monitoring and evalua!on
Inspec!ng and evalua!ng ins!tu!onal care

CHAPTER 10:
Developing the workforce
There is a strong link between personnel and the successful development and maintenance of
quality services in the community. The availability of well-trained and mo!vated personnel in a
community affects how quickly new services can be put in place and can ensure that ins!tu!onal
prac!ces are not replicated in community se-ngs. The final chapter sets out a process of workforce
development which countries can follow in moving from ins!tu!onal to community-based services
in order to sustain the provision of quality services in the community.
Key components:
Planning – iden!fying skills, roles and processes
Selec!on of personnel
Training and re-training
Professional values and ethics of the social work professionals
Barriers to workforce development

l 14 l
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I. Preface
Purpose and scope of the Guidelines
The Common European Guidelines on the Transi!on from Ins!tu!onal to Community-based Care
(‘the Guidelines’) provide prac!cal advice about how to make a sustained transi!on from ins!tu!onal
care to family- and community-based alterna!ves for individuals currently living in ins!tu!ons and
those living in the community, o$en without adequate support (see Key guidance 2, below).
The Guidelines are based on European and interna!onal best prac!ce and have been developed
in consulta!on with key European networks represen!ng children, people with disabili!es, mental
health organisa!ons, families, older people and public and non-profit service providers. Senior
public servants from several countries as well as a number of European Commission officials have
also been consulted in order to ensure that the Guidelines respond to needs at the grassroots level.
Experts in the transi!on from ins!tu!onal to community-based care provided advice on specific
aspects of the Guidelines.
What dis!nguishes the Guidelines from some other literature on deins!tu!onalisa!on is its use
of largely non-academic language to explain some of the key principles and elements of moving
away from ins!tu!onal care to community living. These can be used by policy and decision makers
at na!onal, regional and local levels, as well as by EU ins!tu!ons, to plan and implement the
transforma!on of care and support services, and to facilitate the inclusion of children, adults and
older people with care and/or support needs into society. The Guidelines highlight the Member
States’ and EU’s obliga!ons under the UN Conven!on on the Rights of Persons with Disabili!es,
the UN Conven!on on the Rights of the Child and the European Conven!on on Human Rights.
They show how the process set out in this document can help realise the rights set out in the
conven!ons.

KEY GUIDANCE 2: COMMUNITY AND FAMILY"BASED ALTERNATIVES
While the !tle of the Guidelines refers to community-based services, it should be
understood to include both family- and community-based alterna!ves to ins!tu!onal
care. This is of crucial importance in rela!on to children, where family-based care should
come before any alterna!ve care arrangements. Therefore, in rela!on to children,
‘transi!on from ins!tu!onal to family- and community-based care and services’ is the
preferred terminology.

l 15 l
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Objectives of the Guidelines
To raise awareness at EU level of the care and/or support needs of different groups and to
draw a&en!on to the be&er quality of life people could enjoy in the community.
To offer expert advice to Member States, neighbouring countries and EU ins!tu!ons, and gather
good prac!ce examples on the transi!on from ins!tu!onal care to community-based services.
To highlight person-centred approaches in the design and delivery of care and support services.
To encourage Member States to fully involve user groups and, where appropriate, their
families and carers, as well as other stakeholders such as service providers, public authori!es,
civil society, the research community and other networks of change, both within their borders
and interna!onally.
To point out the changes needed in socie!es in order to make public services such as health
care, educa!on, transport, housing etc at community level inclusive and accessible for
everyone, regardless of their impairment, level of dependency or disability-related needs.
To demonstrate the ethical, social, cultural and economic value of high-quality family- and
community-based care and support.
To ensure that EU and na!onal policies and funding mechanisms support the transi!on from
ins!tu!onal care to community-based services, including preven!on and family-based care
for children, in response to both exis!ng and future needs.

Who should read the Guidelines?
The Guidelines are aimed primarily at policy and decision-makers in the European Union and
neighbouring countries with responsibility for the provision of care and support services for children,
people with disabili!es and their families, people with mental health problems and older people.
To enable full social inclusion, the Guidelines also target poli!cians and senior civil servants dealing
with other policy areas, such as health, housing, educa!on, culture, employment and transport.
They can be used at all levels, including local authori!es and regions responsible for local service
provision and management.
The Guidelines are also intended for use by European Commission officials with responsibility for
overseeing the use of Structural Funds and other EU funding instruments in the Member States and
neighbouring countries, as well as those responsible for EU social policy and the implementa!on of
the Social Agenda. They should be used alongside the Toolkit on the use of European Union funds
for the transi!on from ins!tu!onal to community-based care (‘the Toolkit’), which is based on the
dra$ Structural Funds Regula!on 2014–2020.7 The Toolkit provides an overview of the three stages
of Structural Funds management – programming, implementa!on, monitoring and evalua!on –
explaining what should be done at each stage by the Managing Authori!es, Monitoring Commi&ees
and/or European Commission to ensure that EU funding supports the development of communitybased alterna!ves to ins!tu!onalisa!on.
The Guidelines encompass the four user groups that are commonly placed into ins!tu!onal care:
•

children with and without disabili!es;

•

people with disabili!es;

•

people with mental health problems; and

•

older people.

7

COM(2011) 615 final/2.
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Wherever possible, the four user groups are treated together in order to make the Guidelines
more user friendly. However, issues specific to individual user groups are dealt with separately to
reflect the situa!on in prac!ce, where it is necessary to recognise and acknowledge the differences
between the various groups and their specific requirements for care and/or support.

How to use the Guidelines
The European Expert Group recognises that the transi!on from ins!tu!onal care to communitybased services is a complex process and not all countries are star!ng from the same posi!on.
The Guidelines therefore deliberately avoid using a step-by-step approach. Instead, they outline
different elements of the process and show how they are interconnected. While the aim is not to
be overly prescrip!ve, the order of the chapters suggests the possible star!ng point for reform, i.e.
the development of a strategy and an ac!on plan based on the assessment of the situa!on.
Much is known about what does and what does not work in transforming the systems of care and
support, yet countries o$en fail to learn from each other’s experiences. The Guidelines include
some poten!al risks, as well as challenges and barriers, to developing high-quality services in the
community. It is the hoped that these will inform future plans and ac!ons.

Why are obliga!ons under the UN Conven!on on the Rights of Persons
with Disabili!es (CRPD) included in the chapters?
In each chapter a reference is made to the relevant ar!cle(s) of the UN Conven!on on the
Rights of Persons with Disabili!es (CRPD), and the obliga!ons that follow for State Par!es to
the Conven!on.8 Even though the CRPD is not the only interna!onal human rights instrument
relevant to the Guidelines (there are many more, as listed in Chapter 1) it is the only one
explicitly recognising the right to live independently in the community. Ar!cle 19 (see below),
requires States to ensure that people with disabili!es have access to community services
“necessary to support living and inclusion in the community; and to prevent isola!on or
segrega!on from the community”. This cannot be achieved if countries con!nue to place
individuals in ins!tu!onal care.
The CRPD is relevant to a broad group of individuals: children and adults with disabili!es,
people with mental health problems and older people with disabili!es. It can also be argued
that the obliga!on to ensure individuals can live in the community, with choices equal to
others, extends to other groups, such as children and older people without disabili!es.
“While not all children and older persons living in ins!tu!ons will have disabili!es, the new
approach contained in the CRPD is likely to have an impact on members of other groups
who are placed in ins!tu!ons. […] Although the CRPD is specific to persons with disabili!es,
Ar!cle 19 is founded on rights that apply to everyone.”9 This is because the CRPD does not
create new rights – proclaimed already in the Universal Declara!on on Human Rights, the
Interna!onal Covenant on Civil and Poli!cal Rights and other instruments – and is founded on
the principles of universality and indivisibility of human rights.
These Guidelines should therefore be used by countries and the European Union as a tool to
implement the CRPD.

8

The list of countries that ra!fied the CRPD and the Op!onal Protocol is available at: h&p://www.un.org/disabili!es/
countries.asp?id=166

9

OHCHR (2010) Forgo#en Europeans – Forgo#en Rights: The Human Rights of Persons Placed in Ins!tu!ons. Geneva:
OHCHR, p.7.
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Ar!cle 19 – Living independently and being included in the community
States Par!es to the present Conven!on recognise the equal right of all persons with
disabili!es to live in the community, with choices equal to others, and shall take effec!ve and
appropriate measures to facilitate full enjoyment by persons with disabili!es of this right and
their full inclusion and par!cipa!on in the community, including by ensuring that:
a)

Persons with disabili!es 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 par!cular living arrangement;

b)

Persons with disabili!es have access to a range of in-home, residen!al and other
community support services, including personal assistance necessary to support living
and inclusion in the community, and to prevent isola!on or segrega!on from the
community; and

c)

Community services and facili!es for the general popula!on are available on an equal
basis to persons with disabili!es and are responsive to their needs.

Why are obliga!ons under the UN Conven!on on the Rights of the Child (CRC)
included in the chapters?
The CRC states that “for the full and harmonious development of his or her personality”
the child should “grow up in a family environment, in an atmosphere of happiness, love and
understanding”. In addi!on, it outlines a range of children’s rights that, taken together, suggest
that most children should live with and be cared for by their birth families (Ar!cles 9 and 7). It
is the primary responsibility of parents to raise their children and it is the responsibility of the
state to support parents in order that they can fulfil that responsibility (Ar!cle 18). Children
have the right to protec!on from harm and abuse (Ar!cle 19), to an educa!on (Ar!cle 28)
and to adequate healthcare (Ar!cle 24) but they simultaneously have the right to be raised
by their family. Where their family cannot provide the care they need, despite the provision
of adequate support by the state, the child has the right to subs!tute family care (Ar!cle
20).10 Children with intellectual or physical disabili!es have a right to live in “condi!ons which
ensure dignity, promote self-reliance and facilitate the child’s ac!ve par!cipa!on in the
community” (Ar!cle 23).

10

Mulheir, G. & Browne, K. (2007) De-ins!tu!onalising and Transforming Children’s Services. A Guide to Good Prac!ce.
University of Birmingham: Birmingham.
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Why are obliga!ons under the European Conven!on on Human Rights (ECHR)
included in the chapters?
Par!es to the ECHR have an obliga!on to secure human rights for everyone within their
jurisdic!on.11 The Conven!on is of great significance as it is legally binding and sanc!ons can
be applied if a right is infringed upon.
Ar!cle 3 states that “No one shall be subjected to torture or to inhuman or degrading treatment
or punishment” without any excep!ons. Infringement of this Ar!cle may occur where the
prac!ces of an ins!tu!on have such an impact on the person’s life that the threshold is met.
Ar!cle 8 of the ECHR guarantees the right to respect for private and family life and requires
that any interference with this right by a public authority be jus!fied as being in accordance
with the law and necessary in a democra!c society. This Ar!cle can, for example, be applied
in cases where children are arbitrarily separated from their family or where a placement
interferes with the child’s or adult’s ability to remain in contact with their family.

European Expert Group on the Transition from
Institutional to Community-based Care
The Guidelines and the accompanying publica!ons (the Toolkit and the Training module) have been
produced by the European Expert Group on the Transi!on from Ins!tu!onal to Community-based
Care. This group, formerly known as the Ad Hoc Expert Group on the Transi!on from Ins!tu!onal to
Community-based Care, was convened in February 2009 by the then Commissioner for Employment
and Social Affairs Vladimir Špidla in order to address the issues of ins!tu!onal care reform in the
European Union. Its establishment was preceded by two major Commission-funded reports on
the ins!tu!onalisa!on of children and adults with disabili!es in the EU – Included in Society12 and
Deins!tu!onalisa!on and Community Living: Outcomes and Costs13.
The Group consists of organisa!ons represen!ng children, families, people with disabili!es,
mental health organisa!ons, public and non-profit service providers, public authori!es and
intergovernmental organisa!ons. They are COFACE (Confedera!on of Family Organisa!ons in the
EU), EASPD (European Associa!on of Service Providers for Persons with Disabili!es), EDF (European
Disability Forum), ENIL/ECCL (European Network on Independent Living/European Coali!on for
Community Living), ESN (European Social Network), Eurochild, Inclusion Europe, Lumos, MHE
(Mental Health Europe), OHCHR (Office of the High Commissioner for Human Rights, Europe
Regional Office) and UNICEF.14
At the end of 2009, the Group published an influen!al report se-ng out the ‘Common Basic
Principles’ of deins!tu!onalisa!on together with recommenda!ons for the Member States and the
European Commission. The Report of the Ad Hoc Expert Group on the Transi!on from Ins!tu!onal
to Community-based Care was endorsed by Commissioner Špidla and translated into all EU
11

Ar!cle 1.

12

Freyhoff, G., Parker, C., Coué, M. & Greig, N. (2004) Included in Society: Results and recommenda!ons of the European
research ini!a!ve on community-based residen!al alterna!ves for disabled people. Brussels: Inclusion Europe.

13

DECLOC Report.

14

Shortly before finalisa!on of these Guidelines, the Group was joined by the European Federa!on of Na!onal
Organisa!ons Working with the Homeless (FEANTSA).
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languages.15 Since its publica!on, the Report has been used by several Governments in prepara!on
of their strategies and ac!on plans, as well as by non-governmental organisa!ons (NGOs)16 and
other advocates for community living. One of the key recommenda!ons of the report, par!cularly
welcomed by Commissioner Špidla and other EC officials, was the produc!on of Guidelines to
explain in prac!cal terms how to move from ins!tu!onal care to community living and to highlight
the main challenges and possible solu!ons.

15

The report is available in English at h&p://ec.europa.eu/social/main.jsp?langId=en&catId=89&newsId=614&further
News=yes or in other languages by request.

16

In some countries described as chari!es or ‘non-profits’.
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II. Introduction
More than one million children and adults live in ins!tu!ons across Europe.17 Ins!tu!ons were
once seen as the best way of caring for vulnerable children, children at risk and adults with a variety
of support needs. However, evidence has shown that ins!tu!onal care invariably provides poorer
outcomes than high-quality services in the community, o$en leading to a life!me of social exclusion
and segrega!on.18 Scien!fic research shows that even a rela!vely short ins!tu!onal placement can
nega!vely affect brain development in very young children and have life-long consequences on
their emo!onal well-being and behaviour.19 For these reasons, and as a result of the adop!on of
the CRPD, the CRC, ECHR and other human rights instruments, ins!tu!onalisa!on is increasingly
acknowledged as poor policy and a viola!on of human rights.
Developing quality community-based services is a ma&er of achieving respect for human rights
and a good quality of life for all those who require care and/or support. All European countries
have an obliga!on to ensure that every child is able to enjoy a standard of living adequate for
their physical, mental and social development,20 respec!ng the principle that all children should
grow up in a family environment, in an atmosphere of happiness, love and understanding.21
Furthermore, Ar!cle 8 of the ECHR guarantees the right to respect for private and family life to all
ci!zens. Ins!tu!onalisa!on at any age interferes with this right. People with disabili!es have a right
to live independently and to be included in the community.22 This right, enshrined in the CRPD,
extends to everyone regardless of their age, ability or the nature of their impairment or mental
health problem. It means that everyone should have the opportunity to live and par!cipate in the
community they choose. They should be involved in decisions about the care and/or support they
receive and have maximum control over their lives. This vision of what people can achieve in their
lives if appropriate support is in place should be at the heart of na!onal, regional and local plans
for the transi!on from ins!tu!onal to community-based care.23
Many countries have embarked on the process of transforming the way they provide care and
support to children and adults and have replaced some or all long-stay residen!al ins!tu!ons with
family and community-based services. The challenge in this process has been ensuring that the
17

Children and adults with disabili!es (including people with mental health problems). It covers the EU and Turkey, from
DECLOC Report.

18

Smyke, A. T. et al. op. cit., pp.210-218 – Greece – Vorria et al. (2003), UK – Tizard & Rees (1974) and US – Harden (2002);
Pashkina op. cit., pp.42–45; Ru&er, M. et al. op. cit., pp.465– 476.

19

Bowlby, J. op. cit.; Matějček, Z. & Langmeier, J. op. cit.; Nelson, C. & Koga, S. op. cit.; Ru&er, M. et al. op. cit.,
pp.465– 476.

20

United Na!ons Conven!on on the Rights of the Child, Ar!cle 27.

21

Preamble to United Na!ons Conven!on on the Rights of the Child.

22

United Na!ons Conven!on on the Rights of Persons with Disabili!es, Ar!cle 19.

23

DECLOC Report, p.52.
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new systems of care and support respect the rights, dignity, needs and wishes of each individual
and their family.24 Some of the lessons that have emerged over the years are: the importance of a
vision, the need to engage with civil society, the need to bring all stakeholders on board and the
crucial role of leadership in driving this process.

Vision for change
“Key ingredients for the successful replacement of ins!tu!onal by community care are a na!onal
(or perhaps regional) policy framework and detailed local plans for transferring care out of an
ins!tu!on and into a well-prepared community, both of which should embody posi!ve but realis!c
visions for the future lives of individual people”.25
Those countries that have moved from ins!tu!onal to community-based care26 have found that
having a strategic vision of holis!c reform is one of the most important factors behind the process.
This vision will ideally be shaped by central government but must involve all the stakeholders in
the system, from local authori!es to organisa!ons represen!ng service users. It should incorporate
incen!ves for change and promote posi!ve examples of good prac!ce. These include measures
such as a moratorium on the building of new ins!tu!ons and redirec!ng resources from ins!tu!ons
to deliver support services in the community.27

Engaging with users and providers
When developing the strategic vision, it is crucial that the government works with people who
will ul!mately be using the services, their representa!ve organisa!ons and their families. While
it is important to involve service providers, the rights and views of the users of services should
always come first. In countries where governments have commi&ed to moving from a system of
ins!tu!onal to community-based support, it has o$en been in response to calls for reform by these
key stakeholders.
In terms of sustaining the process of reform, organisa!ons represen!ng children, people with
disabili!es, people with mental health problems and older people have a crucial role to play. A
complete transi!on from ins!tu!onal care to community-based services may take years, and it is
likely that na!onal and local government administra!ons will change during the process. There is
a danger that a new government may not con!nue the reform or may revert to the old system. A
strong and commi&ed civil society movement can bring the process back on track and ensure it is
carried out as planned. An important aspect of the role of civil society is to lobby for cross-party
support for the transi!on from ins!tu!onal to community based care, minimising the impact of a
change in administra!on.

24

In the majority of cases, a family is the main support network in an individual’s life and therefore should be involved
in decisions about the care and/or support provided. It should be noted, however, that there are cases where the
interests of the family are in conflict with the interest of the service user, or there may be other reasons why the family
should not be involved. The primary considera!on should always be the service user’s interests, and their needs and
wishes.

25

DECLOC Report, p.52.

26

In Europe, Scandinavian countries (especially Sweden) and the UK are considered to be leaders in this field. When it
comes to long-term care for older people, countries like Denmark have made great progress in developing communitybased services.

27

Power, Andrew (2011) Ac!ve Ci!zenship & Disability: Learning Lessons in Transforming Support for Persons with
Disabili!es. Galway: Na!onal University of Ireland Galway, p.15.
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Stakeholder involvement
During the planning process, it is important that no stakeholder is seen as a barrier or hindrance.28
Rather, it is vital that everyone is brought on board, including service users, families, service providers
and personnel, local authori!es, trade unions and local communi!es, to address concerns and
dispel myths. Building a shared vision of the inclusion of different groups in the community and the
right to live independently is an important step in achieving this objec!ve. Adop!ng this approach
will ensure there is local ownership of the process and should result in a strong commitment to
improving people’s lives.

Leadership to drive change
In countries that have made good progress in the transi!on to community-based services, the
importance of leadership has been crucial.29 The complexity of the process and the diversity of
stakeholders involved can lead to ‘reorganisa!on fa!gue’: disillusionment about the change and a
lack of mo!va!on to support it. Poli!cal and professional leadership at different levels is therefore
needed to drive change. Good leadership is characterised by a willingness to work in partnership
with others. In a process in which resistance and conflict are to be expected, good leaders can drive
the reform and nego!ate with others without compromising on the main objec!ves.
To encourage leadership, countries can provide various incen!ves such as innova!on grants to
support those willing to try new ini!a!ves.30

KEY GUIDANCE 3: TEN LESSONS ON HOW TO ACHIEVE COMMUNITY LIVING31
1. Ensure that champions for community living are involved in leading change.
2. Make the needs and preferences of people central to planning.
3. Respect the experiences and roles of families.
4. Create a real home and personalised support for each individual.
5. Focus on achieving quality services and ensuring people can lead their own lives
safely.
6. Recruit and develop skilled personnel.
7. Engage a broad partnership in delivering change.
8. Establish a clear plan and !mescale for crea!ng the community services necessary
to make each ins!tu!on redundant.
9. Invest in communica!ng all this effec!vely to everyone affected, including in the
communi!es to which people are moving.
10. Support each person in their transi!on to community living.

28

Ibid., p.15.

29

Ibid., pp.17–18.

30

For example, see the Genio Trust in Ireland: h&p://www.genio.ie/

31

Extract from People First of Canada/Canadian Associa!on for Community Living (2010) The Right Way – A Guide to
closing ins!tu!ons and reclaiming a life in the community for people with intellectual disabili!es, available at: h&p://
www.ins!tu!onwatch.ca/cms-filesystem-ac!on?file=resources/the_right_way.pdf
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III. Definition of key terms
1. ‘An institution’
There are different understandings of what cons!tutes ‘an ins!tu!on’ or ‘ins!tu!onal care’
depending on the country’s legal and cultural framework. For this reason, the Guidelines use
the same approach as in the Ad Hoc Report.32 Rather than defining an ins!tu!on by size, i.e. the
number of residents, the Ad Hoc Report referred to ‘ins!tu!onal culture’. Thus, we can consider ‘an
ins!tu!on’ as any residen!al care where:
•

residents are isolated from the broader community and/or compelled to live together;

•

residents do not have sufficient control over their lives and over decisions which affect them;
and

•

the requirements of the organisa!on itself tend to take precedence over the residents’
individualised needs.

At the same !me, size is an important factor when developing new services in the community.
Smaller and more personalised living arrangements are more likely to ensure opportuni!es
for choice and self-determina!on of service users33 and to provide a needs-led service. When
developing strategies for transi!on from ins!tu!onal care to community-based services, some
countries decide to limit the maximum number of users that can be accommodated in the same
se-ng, such as number of residents in apartment or a building.34 This approach can help to ensure
that ins!tu!onal culture is not recreated in the new services.
It must be noted, however, that the small size of accommoda!on does not in itself guarantee
elimina!on of ins!tu!onal culture in the se-ng. There are a number of other factors, such as the
level of choice exercised by the service users, the level and quality of support provided, par!cipa!on
in the community and quality assurance systems used which impact on the quality of the service. In
some cases, people can be coerced into taking certain treatment in order to have access to services
in the community.35 In such cases, ins!tu!onal culture prevails despite the fact that the service
itself may not be ins!tu!onal in character.

32

Ad Hoc Expert Group Report.

33

Health Service Execu!ve (2011) Time to Move on from Congregated Se$ngs: A Strategy for Community Inclusion,
Report of the Working Group on Congregated Se-ngs, p.68.

34

In Sweden, for example, community-based accommoda!on is designed to accommodate a maximum of six individual
units or apartments and must be situated in ordinary buildings. (See Townsley, R. et al. (2010), The Implementa!on of
Policies Suppor!ng Independent Living for Disabled People in Europe: Synthesis Report. Brussels: ANED, p.19).

35

See, for example Szmukler, G. & Appelbaum, P., Treatment pressures, leverage, coercion, and compulsion in mental
health care, Journal of Mental Health, 17(3), June 2008, pp.233–244.
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1.1 Institutions for persons with mental health problems
Ins!tu!ons in the psychiatric field are, in many ways, different from social care homes and other
types of long-stay residen!al ins!tu!ons for other groups. Residen!al se-ngs for people with
mental health problems tend to have a predominantly medical character. These are o$en psychiatric
hospitals or psychiatric units in general hospitals run by medical personnel. The basis of admission
is a psychiatric diagnosis and the treatment is also medical, conducted by psychiatrists and other
medical personnel. In addi!on, mental health ins!tu!ons are o$en financed by health authori!es
or are being run under health budgets and not social services. There should be a clear dis!nc!on
between psychiatric treatment as a form of healthcare service provision, and ins!tu!onalisa!on
as a form of social treatment towards or against persons with mental health problems. One of
the main reasons for ins!tu!onalisa!on is the lack of social services in the community, leading to
discrimina!on and social exclusion of people with mental health problems.

1.2 Institutions for children
There is no defini!on of ‘ins!tu!ons’ in the UN Guidelines for the Alterna!ve Care of Children; in
the text of those Guidelines, they are equated with ’large residen!al facili!es’.36
Based on the UN Guidelines and in the absence of a universally accepted defini!on, Eurochild
suggests defining ins!tu!ons for children “as (o$en large) residen!al se-ngs that are not built
around the needs of the child nor close to a family situa!on, and display the characteris!cs typical
of ins!tu!onal culture (depersonalisa!on, rigidity of rou!ne, block treatment, social distance,
dependence, lack of accountability, etc.)”. An organised rou!ne, an impersonal structure and a
high child/care-giver ra!o are addi!onal characteris!cs men!oned.
When deciding on what is an ins!tu!on, UNICEF looks at “whether the children have regular contact
and enjoy the protec!on of their parents or other family or primary caregivers, and whether the
majority of children in such facili!es are likely to remain there for an indefinite period of !me”.
They recognise, however, that no defini!on is all-encompassing and will depend on the context in
different countries.37
There are different types of children’s ins!tu!ons, including ‘infant homes’, usually accommoda!ng
toddlers and young children up to the age of four, ‘children’s homes’ and ‘internats’.38 Ins!tu!ons
for children are also referred to as ‘orphanages’, despite the fact that the majority of children they
accommodate are not orphans.39
In many countries, children’s ins!tu!ons are divided across different departments and o$en take
on the characteris!cs of the departments running them.40 O$en baby ins!tu!ons are run by health
departments and are medical in character. Mainstream children’s homes and residen!al schools for
children with disabili!es are run by educa!on departments and o$en focus primarily on educa!on.
Children with disabili!es are usually the responsibility of Ministries of Social Affairs. In some
countries these children are placed together in ins!tu!ons for adults with disabili!es, with li&le
provision for protec!ng children from harm.

36

United Na!ons (2009) Guidelines for the Alterna!ve Care of Children. New York: United Na!ons, para 23.

37

UNICEF Consulta!on on Defini!ons of Formal Care for Children, pp.12–13.

38

Browne, K. (2009) The Risk of Harm to Young Children in Ins!tu!onal Care. London: Save the Children, p.2.

39

Mulheir, G. & Browne, K. op. cit.

40

Ibid.
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The division of children’s ins!tu!ons across different departments o$en results in the separa!on of
sibling groups and regular moves from one ins!tu!on to another.41

2. ‘Deinstitutionalisation’
Wherever possible, these Guidelines avoid using the term ‘deins!tu!onalisa!on’, since it is o$en
understood as simply the closure of ins!tu!ons. In places where the term is used, it refers to the
process of developing a range of services in the community, including preven!on, in order to
eliminate the need for ins!tu!onal care.
UNICEF defines deins!tu!onalisa!on as “the full process of planning transforma!on, downsizing
and/or closure of residen!al ins!tu!ons, while establishing a diversity of other child care services
regulated by rights-based and outcomes-oriented standards.”42

3. ‘Community-based services’
In the Guidelines, the term ‘community-based services’, or ‘community-based care’, refers to the
spectrum of services that enable individuals to live in the community and, in the case of children, to
grow up in a family environment as opposed to an ins!tu!on. It encompasses mainstream services,
such as housing, healthcare, educa!on, employment, culture and leisure, which should be accessible
to everyone regardless of the nature of their impairment or the required level of support. It also
refers to specialised services, such as personal assistance for persons with disabili!es, respite care
and others. In addi!on, the term includes family-based and family-like care for children, including
subs!tute family care and preventa!ve measures for early interven!on and family support.
Community-based services are described in more detail in Chapter 5.

4. ‘Prevention’
‘Preven!on’ is an integral part of the process of transi!on from ins!tu!onal to community-based
care.
In the case of children, it includes a wide range of approaches that support family life and prevent
the need for the child to be placed in alterna!ve care, in other words to be separated from his/her
immediate or extended family or other carer.43
In the case of adults, preven!on refers to a wide range of support services for individuals and their
families, with the aim of preven!ng the need for ins!tu!onalisa!on. In rela!on to older people, the
focus should be on preven!ng ill health, the loss of func!on, and the restora!on of independence.
Preven!on should encompass both mainstream and specialised services (see Chapter 5 for
examples.)

41

Mulheir, G. & Browne, K. op. cit.

42

UNICEF (2010) At Home or in a Home?: Formal Care and Adop!on of Children in Eastern Europe and Central Asia, p.52.

43

Save the Children UK (2007), Child Protec!on and Care Related Defini!ons, p.11.
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5. ‘Alternative care’
‘Alterna!ve care’ refers to care provided to children deprived of parental care. It does not refer to
alterna!ves to ins!tu!onal care, since alterna!ve care can include ins!tu!ons for children.
Alterna!ve care is also defined as “a formal or informal arrangement whereby a child is looked
a$er at least overnight outside the parental home, either by decision of a judicial or administra!ve
authority or duly accredited body, or at the ini!a!ve of the child, his/her parent(s) or primary
caregivers, or spontaneously by a care provider in the absence of parents. This includes informal
fostering by family or non-rela!ves, formal foster care placements, other forms of family-based or
family-like care placements, places of safety for emergency child care, transit centres in emergency
situa!ons, other short and long term residen!al care facili!es including group homes and supervised
independent living arrangements for children”.44
There is no explicit defini!on of what dis!nguishes ‘family-based care’ from ‘family-like care’ in the
UN Guidelines, although both are seen as dis!nct from residen!al care. In developing communitybased services for children, the following defini!ons may be helpful.45
Family-based care

Family-like care

A short- or long-term care arrangement
agreed with, but not ordered by, a competent
authority, whereby a child is placed in the
domes!c environment of a family whose
head(s) have been selected and prepared to
provide such care, and who are financially
and non-financially supported in doing so.

Arrangements whereby children are cared
for in small groups in a manner and under
condi!ons that resemble those of an
autonomous family, with one or more specific
parental figures as caregivers, but not in those
persons’ usual domes!c environment.

6. ‘Independent living’
TESTIMONIAL 1: INDEPENDENT LIVING
“What does independent living mean to me? I think that is a very deep, life changing ques!on
and it means a lot of things. I suppose I could say it has changed my life and I know it has
changed the lives of many other disabled people whom I have come into contact with [...] It
is very hard I think to get that message across to people who perhaps are not dependent on
others to support them in their day-to-day living. But it has provided me with a life, my work
(I have worked widely) and the opportuni!es and the choices to do the things I want, like you
do. I think with the restric!ons somebody like myself has, with the kind of severe impairment I
have, it is freedom. It is the freedom for me to be able to do what I want to do, when I want to
do it in a way, because I have people around me who can support me to do that”.46

44

Ibid., p.2.

45

Cantwell, Nigel (2010) Refining defini!ons of formal alterna!ve child-care se$ngs: A discussion paper.

46

A quote by John Evans OBE, a member of the Expert Group on the Transi!on from Ins!tu!onal to Community-based
Care in the Joint Commi&ee of Human Rights (2012), Implementa!on of the Right of Disabled People to Independent
Living. London: House of Lords, House of Commons, p.10.
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The term ‘independent living’ is o$en used interchangeably with ‘community living’ in rela!on
to people with disabili!es and older people. It does not mean ‘doing things for yourself’ or being
‘self-sufficient’. Independent living refers to people being able to make choices and decisions as to
where they live, who they live with and how they organise their daily life. This requires:
•

accessibility of the built environment;

•

accessible transport;

•

availability of technical aids;

•

accessibility of informa!on and communica!on;

•

access to personal assistance, as well as life and job coaching; and

•

access to community-based services.47

It also implies the recogni!on of, and support for, family carers, including the need to help maintain
or improve their quality of life.48
In the case of children, independent living is used to refer to ‘supervised independent living
arrangements’ and would only involve children aged 16 or older. These are se-ngs where children
and young people are accommodated in the community, living alone or in a small group home,
where they are encouraged and enabled to acquire the necessary independent living skills.49

7. ‘User groups and families’
The Guidelines encompass four ‘user groups’:
•

children (with and without disabili!es);

•

persons with disabili!es;

•

persons with mental health problems; and

•

older people.

In the UN Conven!on on the Rights of the Child, a child is defined as “every human being below the
age of eighteen years unless under the law applicable to the child, majority is a&ained earlier”.50
The UN Conven!on on the Rights of Persons with Disabili!es defines ‘persons with disabili!es’ as
including “those who have long-term physical, mental, intellectual or sensory impairments which
in interac!on with various barriers may hinder their full and effec!ve par!cipa!on in society on an
equal basis with others.”51
The term ‘persons with mental health problems’ refers to those who have received psychiatric
diagnoses and treatment. Even though they are included in the defini!on of persons with disabili!es
in the CRPD, it should be noted that many do not iden!fy as disabled. In these Guidelines, however,
the term ‘persons with disabili!es’ should also be understood as including persons with mental
health problems.

47

European Network on Independent Living (2009) ENIL’s Key defini!ons in the Independent Living area, available at:
h&p://www.enil.eu/policy/

48

See COFACE, European Charter for Family Carers, available at: h&p://www.coface-eu.org/en/Policies/DisabilityDependency/Family-Carers/

49

Cantwell, Nigel op. cit.

50

United Na!ons Conven!on on the Rights of the Child, Ar!cle 1.

51

United Na!ons Conven!on on the Rights of Persons with Disabili!es, Ar!cle 1.
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There is no defini!on of older people accepted at the UN level. However, according to the World
Health Organisa!on, the age of 65 years is accepted in the developed world as a defini!on of
elderly or older person.52 It should be noted that the likelihood of disability increases with age.53
Consequently the sub-group of ‘very old persons’ deserves specific a&en!on.54
It is important to recognise that the lines between the four user groups may be blurred in places,
with ‘children’ referring to both those with and without disabili!es, or with ‘persons with disabili!es’
also including those above the age of 65, and vice versa.
In many places, family (and family carers) is referred to alongside service users. In the Guidelines,
this term is used in a broader sense, including not only parents or spouses but also partners,
siblings, children and extended family members.

52

World Health Organisa!on, Defini!on of an older or elderly person, h&p://www.who.int/healthinfo/survey/ageing
defnolder/en/index.html

53

Davis, R. (2005) Promising Prac!ces in Community-based Social Services in CEE/CIS/Bal!cs: A Framework for Analysis,
USAID, p.15.

54

Ibid., p.15.
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IV. Moving from institutional care
to community-based services
CHAPTER 1:
MAKING THE CASE FOR DEVELOPING
COMMUNITY-BASED ALTERNATIVES TO INSTITUTIONS
This chapter outlines support for the transi!on from ins!tu!onal care to community-based services
at the European and interna!onal level. It covers human rights and values, poli!cal commitments
and scien!fic and economic evidence. The purpose of this chapter is to provide governments with
evidence of why deins!tu!onalisa!on is the right thing to do and how it can benefit not just the
people concerned, but the whole of society. Governments and other stakeholders can draw on this
evidence to build up a case for transi!on, developing collec!ve ownership based on their specific
na!onal context.

Obliga!ons under the UN Conven!on on the Rights of Persons with Disabili!es
(CRPD)
Ar!cle 19 of the CRPD sets out the right of people with disabili!es to “live in the community with
choices equal to others” and requires that states develop “a range of in-home, residen!al and
other community support services, including personal assistance necessary to support living
and inclusion in the community and to prevent isola!on or segrega!on from the community”.
55
Children with disabili!es must have access to all human rights and fundamental freedoms
“on an equal basis with other children”.56 In order to implement these rights, State Par!es
must “adopt all appropriate legisla!ve, administra!ve and other measures” and to “refrain
from engaging in any act of prac!ce that is inconsistent with the present Conven!on”.57

55

United Na!ons Conven!on on the Rights of Persons with Disabili!es, Ar!cle 19.

56

Ibid., Ar!cle 7.

57

United Na!ons Conven!on on the Rights of Persons with Disabili!es, Ar!cle 4 (General obliga!ons).
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Obliga!ons under the UN Conven!on on the Rights of the Child
Ar!cle 18 obliges member states to ensure that parents have appropriate assistance in their
paren!ng du!es and develop services accordingly. Where the parents are unable to provide
adequate care the child has a right to subs!tute family care.58

Obliga!ons under the European Conven!on on Human Rights
Ar!cle 8 guarantees everyone the right to respect for his private and family life, his home and
his correspondence and any interference must be both necessary and propor!onate.

1. Prevalence of institutional care in Europe
1.1 People with disabilities and people with mental health problems
A major study59 funded by the European Commission found that there are nearly 1.2 million people
with disabili!es living in ins!tu!ons in 25 European countries.60 The largest client group reported
were people with intellectual disabili!es; the next largest group was a combina!on of people with
intellectual disabili!es and people with mental health problems. Because comprehensive na!onal
data was very difficult to obtain, this number should be taken as simply an indica!on of the total
number of people in ins!tu!onal care.

1.2 Children
A Eurochild na!onal survey61 highlighted the lack of consistent and comparable data for children in
alterna!ve care in Europe. One of the reasons for this is the use of different defini!ons of types of
alterna!ve care. Residen!al se-ngs can include:
•

boarding schools;

•

special schools;

•

infant homes;

•

homes for children with intellectual or physical disabili!es;

•

homes for children with behavioural problems;

•

ins!tu!ons for young offenders; and

•

a$er-care homes.

58

Ar!cle 20.

59

DECLOC Report, p.27.

60

EU Member States and Turkey.

61

Eurochild, Children in Alterna!ve Care, Na!onal Surveys, January 2010, 2nd edi!on.
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Nevertheless, the survey es!mates that there are approximately 1 million children in state/public
care in 30 European countries.
Addi!onal (though limited data) is also available from other sources. A World Health Organisa!on
(WHO) survey of 33 European countries found that there are 23,099 children under the age of three
in residen!al care. While on average this represents 11 children in every 10,000, in some countries
that ra!o was much higher, with between 31 and 60 children under three in residen!al care. Only
four countries included in the survey had a policy of providing foster care rather than ins!tu!onal
care for all children under five taken into care. The es!mate for the wider WHO European and
Central Asian region (47 out of 52 countries) is that there are 43,842 children under the age of
three in residen!al care homes without parents.62
While the number of children in ins!tu!onal care in Eastern Europe and the former Soviet Union
(CEE/CIS region) is said to be decreasing, UNICEF has warned that when the decline in birth rate
is taken into account, the propor!on of children in ins!tu!ons is actually higher.63 It highlighted
that par!cularly children with actual or perceived disability “face a higher risk than others of being
ins!tu!onalised and of staying so for long periods, many of them for their en!re lives”.64

1.3 Older people
To the authors’ knowledge, no comprehensive data is available for the number of older people in
ins!tu!onal care in Europe or globally. The propor!on of people older than 65 receiving residen!al
care in the European Union is on average 3.3 per cent. With 9.3 per cent, Iceland has the highest
propor!on of persons (65 and over) receiving long-term residen!al care. The United Na!ons Economic
Commission for Europe (UNECE) es!mates that the Nordic European countries provide support to
the highest propor!on of “frail older persons”, based on a model of decentralised, publicly-provided
home care services. Norway, Finland, Sweden and Switzerland report propor!ons of residen!al care
users between 5 and 7 per cent. In all UNECE countries for which data are available, the share of
beneficiaries of residen!al long-term care is much lower than that of home care.65
Research in the CEE/CIS region has shown that older people have tradi!onally relied on family
support, which has diminished following the breakup of the Soviet Union. As a consequence, and
also because of falling pension rates, many older people have been le$ without income or support.
This has led to an increase in the number of older people being ins!tu!onalised.66
In terms of people with disabili!es, a major European study highlighted that the likelihood of being
placed in ins!tu!onal care increases with age. This explains why in some countries, where such
disaggregated data exists, there are a higher number of women in ins!tu!ons than men (given that
more women live longer than men).67 This sta!s!c highlights a major challenge in the provision of
support: as more people with complex needs survive into old age, addi!onal services are required
to meet their needs. This, coupled with the increased longevity of the general popula!on and
the onset of demen!a and other disabling condi!ons, places significant pressure on the na!onal,
regional and local authori!es, the social services and health care sectors.
62

Browne, K. op. cit., pp.3–4.

63

UNICEF op. cit. (2010), p.5.

64

ibid., p.27.

65

UNECE Policy Brief on Ageing, No. 7, November 2010, “Towards community long-term care” referring to Huber, M.;
Rodrigues, R.; Hoffmann, F.; et al. (2009) Facts and Figures on Long-Term Care. Europe and North America. Vienna:
European Centre for Social Welfare Policy and Research.

66

Davis, R. op. cit., pp.15–16.

67

Townsley, R. et al. op. cit., p.25.
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CASE STUDY 1: PREVALENCE OF INSTITUTIONAL CARE IN EUROPE
While all policy papers underline that care at home is preferable to residen!al care, very few
incen!ves have achieved the required increase in public spending on integrated community
care, on greater coordina!on between health and social care and on a further reduc!on of
residen!al care for older people. With the excep!on of Denmark, where the construc!on of
care homes was banned by law at the end of the 1980s, all EU Member States spend the bulk
of their long-term care budgets on residen!al care. While much progress has been made in
enabling residen!al homes to become more user-oriented by adap!ng care and assistance
to the individual resident and their needs, some countries are s!ll building large care homes
for more than 250 residents. The Danish example shows that it can take several decades to
transform the structure of provision, as many care homes built before 1985 have s!ll not been
transformed.68

2. Political commitment to the development of
community-based alternatives to institutional care
2.1 European legal and policy framework
There is a broad poli!cal commitment, at the European and interna!onal level, for transi!on from
ins!tu!onal to community-based care for all user groups. This sec!on highlights the key standards
agreed at European and interna!onal levels which require countries to develop community-based
services as alterna!ves to ins!tu!onal care.

2.1.1

European Union

Table 1: Poli!cal commitment at European Union level
Document

Relevance to the Guidelines

User group

Charter of
Fundamental
Rights of the
European Union

Sets out the right to live independently for people
with disabili!es (Ar!cle 26) and older people (Ar!cle
25), and the need to act in the best interests of the
child in all ac!ons rela!ng to children (Ar!cle 24).
Rights to par!cipate in the life of the community, as
well as social, cultural and occupa!onal integra!on
are also included, given their importance to achieving
a life of dignity and independence.69

All user groups

68

Wiener Krankenanstaltenverbund/KAV (2011) Geschä$sbericht 2010 inklusive Wiener Spitalskonzept 2030 und
Wiener Geriatriekonzept. Wien: www.kav.at

69

As the Charter is an integral part of the European Trea!es these rights are legally binding upon the EU ins!tu!ons and
viola!ons of these rights can be legally challenged at the European Court of Jus!ce.

l 34 l
COMMON EUROPEAN GUIDELINES ON THE TRANSITION FROM INSTITUTIONAL TO COMMUNITY"BASED CARE

Guidelines-new.indd 34

2013.01.16. 19:10:29

Document

Relevance to the Guidelines

User group

Europe 2020
Strategy

One of the goals of this strategy is to reduce the
number of people living in poverty and social
exclusion in the EU by 20 million. To achieve this
target, the European Commission established
the European Pla*orm against Poverty and Social
Exclusion as one of its flagship ini!a!ves. With
poverty among the underlying factors in the
placement of children in ins!tu!onal care in countries
in economic transi!on,70 the process of developing
community-based services must go hand-in-hand with
other an!-poverty and social inclusion measures.

All user groups

The Pla*orm and the Europe 2020 governance build
on the previously established coordina!on and
mutual learning among the Member States in the
form of the Open Method of Coordina!on on social
protec!on and social inclusion (Social OMC). These EU
processes can help raise awareness, monitor progress
and facilitate mutual learning through the European
Semester, peer reviews and discussions within the
Social Protec!on Commi&ee.
The Pla*orm also addresses access to housing. This
is of par!cular relevance to people with disabili!es,
as the mainstream housing market does not cater to
their needs in terms of accessibility. It is also relevant
to children, as many families are forced to place their
children in ins!tu!ons due to lack of housing.
European
Disability
Strategy
2010–202071
(con!nues
on next page)

This Strategy presents a framework for ac!on at the
European Union level in support of na!onal ac!vi!es.
Achieving full par!cipa!on of people with disabili!es
in society by providing quality community-based
services, including personal assistance, is a goal of the
strategy. In rela!on to this, the European Commission
plans to support na!onal ac!vi!es to achieve the
transi!on from ins!tu!onal to community-based care.
This includes:

People with
disabili!es
(children and
adults)
People with
mental health
problems

• the use of Structural Funds and the Rural
Development Fund for workforce training;
• adapta!on of social infrastructure,
• development of personal assistance funding
schemes,
• promo!on of good working condi!ons for
professional carers; and
• support for families and informal carers.

70

Browne, K. op. cit., p.7.

71

COM(2010) 636 final, p.6.
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Document

Relevance to the Guidelines

User group

(con!nued from
previous page)
European
Disability
Strategy
2010–202071

The Strategy also intends to raise awareness of the
situa!on of people with disabili!es in residen!al
ins!tu!ons, in par!cular children and older people

People with
disabili!es
(children and
adults)

Proposed
Structural Funds
Regula!ons
2014–202073

The proposed Regula!ons list transi!on from
ins!tu!onal to community-based care as a thema!c
priority. They state that in par!cular the European
Regional Development Fund and the European Social
Fund should be used to facilitate this process. (The
use of Structural Funds is covered in more detail in the
accompanying Toolkit to the Guidelines.)

All user groups

European
Charter of
Rights and
Responsibili!es
of Older People
in need of
Long-Term
Care74

The Charter was developed by a group of
organisa!ons from ten countries, with the support
of the European DAPHNE III Programme. Its aim is
to set up a common reference framework that can
be used across the European Union to promote the
wellbeing and dignity of older dependent people.
The Charter comes with a guide for carers, long-term
care providers, social services and policy makers. It
includes sugges!ons and recommenda!ons as to how
the Charter can be implemented.

Older people

In addi!on to the Disability Strategy, the EU has a
Pact on Mental Health and Well-being72 and is in the
process of developing a Joint Ac!on on Mental Health
and Well-being, which will include the evolu!on of
community-based services and socially-inclusive
mental health approaches as one of its objec!ves.

People with
mental health
problems

2.1.2 Council of Europe
At the level of the Council of Europe, support for the right to live and par!cipate in the community
can be found in the European Social Charter (revised), the Recommenda!ons of the Commi&ee
of Ministers and the Resolu!ons of the Parliamentary Assembly. This right has also been strongly
promoted by the Commissioner for Human Rights. In addi!on, a number of judgments by the
European Court of Human Rights condemned the circumstances around the placement of
individuals into ins!tu!onal care.

72

See h&p://ec.europa.eu/health/ph_determinants/life_style/mental/docs/pact_en.pdf

73

COM(2011) 615 final/2.

74

See: h&p://www.age-pla*orm.eu/images/stories/Final_European_Charter.pdf
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Table 2: Council of Europe support for the right to live and par!cipate in the community
Document

Relevance to the Guidelines

User group

European
Social Charter
(revised)75

The Revised Charter sets out “the right of persons
with disabili!es to independence, social integra!on
and par!cipa!on in the life of the community” and
requires par!es to develop the necessary measures
to achieve this right (Ar!cle 15). Rights of the child
are set out in Ar!cles 16 and 17, which state the
importance of promo!ng family life and the child’s
right to grow up in an “environment which encourages
the full development of their personality and of their
physical and mental capaci!es”.

All user groups

The importance of developing community-based
services for older people is highlighted in Ar!cle 23
of the Revised Charter, which requires par!es to put
in place the necessary measures “to enable older
people to choose their life-style freely and to lead
independent lives in familiar surroundings for as long
as they wish and are able, by means of the provision
of housing suited to their needs and state of health
or of adequate support for adapted housing [and] the
health care and services necessitated by their state”.
Council of Europe
Disability Ac!on
Plan
2006–201576

Parliamentary
Assembly
Resolu!on on
Access to rights
for people with
disabili!es
and their full
and ac!ve
par!cipa!on in
society

Ac!on line No. 8 of the Ac!on Plan calls on the
Member States to “ensure a coordinated approach
in the provision of community-based quality support
services to enable people with disabili!es to live in
their communi!es and enhance their quality of life”.
The cross-cu-ng ac!on on Children and Young People
with Disabili!es requires that responsible authori!es
carefully assess the needs of children with disabili!es
and their families “with a view to providing measures
of support which enable children to grow up with
their families, to be included in the community and
local children’s life and ac!vi!es”. Similarly, the
sec!on of the Ac!on Plan focused on the ageing of
people with disabili!es suggests coordinated ac!on
should be taken to enable them “to remain in their
community to the greatest extent possible”.

People with
disabili!es
(including children
and older people)

The Resolu!on invites member states to “…commit
themselves to the process of deins!tu!onalisa!on by
reorganising services and realloca!ng resources from
ins!tu!ons to community-based services”.77

People with
disabili!es
(children and
adults)

People with
mental health
problems

People with
mental health
problems

75

Council of Europe, European Social Charter (Revised), 1996. Implementa!on reports and collec!ve complaints
under the European Social Charter (Revised) are examined by the European Commi&ee of Social Rights and result in
recommenda!ons to State Par!es to the Charter.

76

Recommenda!on Rec(2006)5.

77

Resolu!on 1642 (2009), para. 8.1.
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Document

Relevance to the Guidelines

User group

Commi#ee of
Ministers Recommenda!on
on deins!tu!onalisa!on and
community living
of children with
disabili!es78

The Recommenda!on states that countries should
Children with
no longer place children in ins!tu!onal care. It lists
disabili!es
a number of ac!ons that should be taken to make
the transi!on to community-based care, including
development of a “na!onal ac!on plan and a !metable
[…] to phase out ins!tu!onal placements and replace
these forms of care with a comprehensive network
of community provision. Community-based services
should be developed and integrated with other
elements of comprehensive programmes to allow
children with disabili!es to live in the community.”

Commi#ee
of Ministers
Recommenda!on
on the rights of
children living
in residen!al
ins!tu!ons79

The Recommenda!on sets out the basic principles
for the placement of children in residen!al care,
their rights while in residen!al care, as well as the
guidelines and quality standards which should
be taken into account. Among the principles, the
Recommenda!on states that “preven!ve measures
of support for children and families in accordance
with their special needs should be provided as far
as possible”. Furthermore, “the placement of a child
should remain the excep!on and have as the primary
objec!ve the best interests of the child and his or her
successful social integra!on or re-integra!on as soon
as possible”.

Children

Commi#ee
of Ministers
Recommenda!on
on children’s
rights and social
services friendly
to children and
families80

The Recommenda!on addresses “children’s rights in
social service planning, delivery and evalua!on” and
highlights that these should be adapted to their and
their families’ needs. It calls on Member States to
develop “programmes for de-ins!tu!onalisa!on [...]
in coordina!on with efforts to increase family and
community-based care services, especially for children
under the age of three and children with disabili!es”.

Children

Issue papers
of the Council
of Europe
Human Rights
Commissioner

In his issue paper on human rights and disability, the
Commissioner recommended that states develop
the necessary services in the community, stop new
admissions to ins!tu!ons and “allocate sufficient
resources to provide adequate health care, rehabilita!on
and social services in the community instead”.81 Indicators
for monitoring the implementa!on of the right to live in
the community are set out in the 2012 issue paper on the
right of people with disabili!es to live independently and
be included in the community.82

People with
disabili!es
(children and
adults)
People with
mental health
problems

78

CM/Rec(2010)2, para. 20.

79

CM/Rec(2005)5.

80

CM/Rec2011(12).

81

Commissioner for Human Rights (2008), Human Rights and Disability: Equal Rights for All. Strasbourg: Council of
Europe, para. 8.7.

82

Commissioner for Human Rights (2012), The right of people with disabili!es to live independently and be included in
the community. Strasbourg: Council of Europe, pp.29–38.
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While the European Court of Human Rights (ECHR) has not so far examined the reasons why a
country failed to develop community-based alterna!ves to ins!tu!onal care, in a number of cases
it has looked at cases in which ins!tu!onal placements amount to depriva!on of liberty under
Ar!cle 5 of the ECHR. In Shtukaturov v Russia83 for example, the Court found that the applicant was
detained, considering that he was “confined to hospital for several months, he was not free to leave
and his contacts with the world were seriously restricted”. It was irrelevant that his placement into
the ins!tu!on was legal under domes!c law.84
In Stanev v. Bulgaria85 the Court also found that the applicant was “detained” in a social care
ins!tu!on, in viola!on of Ar!cle 5 of ECHR. In addi!on, the Court found that he was subjected to
degrading treatment in viola!on of Ar!cle 3 of ECHR by being forced to live for more than seven
years in unsanitary and unsuitable condi!ons.86
In a different case, Kutzner v. Germany,87 the Court looked at addi!onal support that should be
provided to people with disabili!es to be able to care for their children. It found that the removal
of the children of parents with mild intellectual disabili!es violated Ar!cle 8 (the right to respect
for private and family life) because there were insufficient reasons for such a serious interference
with the parents’ family life. Importantly, the Court considered the act of separa!ng children from
their parents to be the “most extreme measure”.88
The rights contained in Ar!cle 8 are not absolute. Interference must be deemed “necessary in a
democra!c society” or meet one of the other excep!ons listed in the Ar!cle. Therefore, a decision to
remove a child from a family must be jus!fiable in propor!on to the aim pursued.89 When removing
children from their parents, the State is obliged to ensure that measures of interven!on are both
necessary and propor!onate; if a child is at risk an interven!on may be necessary; however the
ac!on taken must be propor!onate to the situa!on. For example, placing children in ins!tu!ons
solely on social grounds is a viola!on of the right to family life.90
In the case of Wallova and Walla v. The Czech Republic, custody of the couple’s five children was
awarded to a children’s home on the grounds of unsuitable housing. However, the ECHR noted
that though this may be relevant, there was no issue rela!ng to the parents’ ability to bring up
the children. The State should have made an effort to support the family rather than taking such a
dras!c measure.91

83

[2008] ECHR 44009/05.

84

Parker, C. & Bulic, I. (2010) Wasted Time, Wasted Money, Wasted Lives… A Wasted Opportunity? – A Focus Report
on how the current use of Structural Funds perpetuates the social exclusion of disabled people in Central and Eastern
Europe by failing to support the transi!on from ins!tu!onal care to community-based services. London: European
Coali!on for Community Living, p.46. Herea$er, “Wasted Lives Report”.

85

[2012] ECHR 36760/06.

86

Mental Disability Advocacy Centre (2012) Europe’s highest human rights court issues landmark disability rights
ruling, available at: h&p://www.mdac.info/17/01/2012/Europe_s_highest_human_rights_court_issues_landmark_
disability_rights_ruling

87

[2002] ECHR 46544/99.

88

Wasted Lives Report, p.47.

89

Havelka and others v. Czech Republic [2007] ECHR 23499/06.

90

Wallova and Walla v. The Czech Republic [2006] ECHR 23848/04.

91

Ibid.
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2.2 International legal and policy framework
Table 3: Interna!onal legal and policy framework
Document

Relevance to the Guidelines

User group

UN Conven!on
on the Rights
of Persons with
Disabili!es

Ar!cle 19 sets out the right of people with disabili!es
to “live in the community with choices equal to
others” and requires that states develop “a range of
in-home, residen!al and other community support
services, including personal assistance necessary
to support living and inclusion in the community,
and to prevent isola!on or segrega!on from the
community”.92 Children with disabili!es must have
access to all human rights and fundamental freedoms
“on an equal basis with other children”.93

People with
disabili!es
(children and
adults)
People with
mental health
problems

UN Principles for The Mental Illness Principles state that every person
the protec!on
with a mental illness has the right “to live and work, as
of persons
far as possible, in the community”.
with mental
illness and the
improvement of
mental health
care

People with
mental health
problems

Recommenda!ons of the
World Health
Organisa!on
(WHO)

WHO has called for a con!nued shi$ away from the
use of psychiatric hospitals and long-stay ins!tu!ons
to the provision of community care. It argued that
community-based care produces be&er outcomes
when it comes to quality of life, that it be&er respects
human rights and that it is more cost-effec!ve than
ins!tu!onalisa!on. The WHO also highlighted the
importance of links to housing and employment
sectors.94

People with
mental health
problems

UN Conven!on
on the Rights of
the Child
(con!nues
on next page)

The Preamble states that “for the full and harmonious
development of his or her personality” the child
should “grow up in a family environment, in an
atmosphere of happiness, love and understanding”. In
addi!on, it outlines a range of children’s rights which,
taken together, suggest that most children should live
with and be cared for by their birth families (Ar!cles
9 and 7). It is the primary responsibility of parents to
raise their children and it is the responsibility of the
state to support parents in order that they can fulfil
that responsibility (Ar!cle 18). Children have the right
to protec!on from harm and abuse (Ar!cle 19), to an
educa!on (Ar!cle 28) and to adequate healthcare

Children

92

United Na!ons Conven!on on the Rights of Persons with Disabili!es, Ar!cle 19.

93

United Na!ons Conven!on on the Rights of Persons with Disabili!es, Ar!cle 7.

94

McDaid, D. & Thornicro$, G. (2005), Policy brief, Mental health II, Balancing ins!tu!onal and community-based care,
World Health Organisa!on. Quo!ng WHO World Health Report 2001, p.1.

l 40 l
COMMON EUROPEAN GUIDELINES ON THE TRANSITION FROM INSTITUTIONAL TO COMMUNITY"BASED CARE

Guidelines-new.indd 40

2013.01.16. 19:10:29

Document

Relevance to the Guidelines

User group

(con!nued from
previous page)
UN Conven!on
on the Rights of
the Child

(Ar!cle 24) but they simultaneously have the right to
be raised by their family. Where their family cannot
provide the care they need, despite the provision of
adequate support by the State, the child has the right
to subs!tute family care (Ar!cle 20).95 Children with
intellectual or physical disabili!es have a right to live
in “condi!ons which ensure dignity, promote selfreliance and facilitate the child’s ac!ve par!cipa!on in
the community” (Ar!cle 23).

Children

UN Guidelines for The Guidelines require that in countries where there
the Alterna!ve
s!ll are ins!tu!ons, “alterna!ves should be developed
Care of Children in the context of an overall deins!tu!onalisa!on
strategy, with precise goals and objec!ves, which will
allow for their progressive elimina!on.”96 They add
that any decisions to establish new ins!tu!ons should
take full account of the deins!tu!onalisa!on objec!ve
and strategy.

Children

The Guidelines also highlight that the removal of the
children from the family “should be seen as a measure
of last resort and should, whenever possible, be
temporary and for the shortest possible dura!on.”97
When it comes to young children, especially those
under the age of three, alterna!ve care should be
provided in family-based se-ngs. Excep!ons to
this principle should be permi&ed only in case of
emergency or “for a predetermined and very limited
dura!on, with planned family reintegra!on or other
appropriate long-term care solu!on as its outcome.”98
Recommenda!ons of the
Commi#ee on
the Rights of the
Child
(con!nues
on next page)

95

The Commi&ee has encouraged states to “invest in
and support forms of alterna!ve care that can ensure
security, con!nuity of care and affec!on, and the
opportunity for young children to form long-term
a&achments based on mutual trust and respect, for
example through fostering, adop!on and support
for members of extended families.”99 The Commi&ee
has also urged states to set up programmes for
deins!tu!onalisa!on of children with disabili!es,
phasing out ins!tu!onal placements and replacing
these forms of care with “a comprehensive network of
community provision”.100

Children

Mulheir, G. & Browne, K. op. cit.

96

United Na!ons op. cit. (2009), para. 23.

97

Ibid., para. 14.

98

Ibid., para. 22.

99

OHCHR op. cit., p.38.

100 Ibid., p.39.
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Document

Relevance to the Guidelines

User group

(con!nued from
previous page)
Recommenda!ons of the
Commi#ee on
the Rights of the
Child

In terms of preven!on, the Commi&ee has clarified
Children
that “children with disabili!es are best cared for
and nurtured within their own family environment
provided that the family is adequately provided for
in all aspects”. Examples of family support services
highlighted by the Commi&ee include the “educa!on
of parent/s and siblings, not only on the disability
and its causes but also on each child’s unique physical
and mental requirements; psychological support that
is sensi!ve to the stress and difficul!es imposed on
families of children with disabili!es; material support
in the form of special allowances as well as consumable
supplies and necessary equipment […] necessary
for the child with a disability to live a dignified, selfreliant lifestyle, and be fully included in the family and
community”.101

WHO European
Declara!on on
the Health of
Children and
Young People
with Intellectual
Disabili!es and
their Families102

The Declara!on highlights the nega!ve impact of
residen!al ins!tu!ons on the health and development
on children and young people, and calls for the
replacement of ins!tu!ons with high-quality
community support.

Recommenda!ons of the
Commi#ee
on Economic,
Social and
Cultural Rights

In a General Comment, the Commi&ee states that
Older people
“na!onal policies should help older people to con!nue to
live in their own homes as long as possible, through the
All user groups
restora!on, development and improvement of homes
and their adapta!on to the ability of those persons to gain
access to and use them.”103

Children with
disabili!es

Housing rights are seen as an integral part of economic,
social and cultural rights within the interna!onal human
rights instruments. The Commi&ee on Economic, Social
and Cultural Rights and the European Commi&ee on Social
Rights have established the concepts of minimum core
obliga!ons and progressive realisa!on of rights according
to available resources in the context of the right to an
adequate standard of living.104

101 United Na!ons Commi&ee on the Rights of the Child, General Comment No. 9 – The rights of children with disabili!es,
2006, para. 41.
102 World Health Organisa!on (2010) European Declara!on on the Health of Children and Young People with Intellectual
Disabili!es and their Families, para. 10.3.
103 OHCHR op. cit., p.38.
104 Commissioner for Human Rights (2008a) Housing Rights: The Duty to Ensure Housing for All. Strasbourg: Council of
Europe, p.3.
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Document

Relevance to the Guidelines

User group

UN Principles for
Older Persons
(the Madrid
Declara!on)105
and the UN
General
Recommenda!on
on Older Women
and Protec!on
of their Human
Rights106

Both documents support the fundamental right of
all people to remain integrated in and par!cipate in
society, calling for ac!ons to support older people’s
independence and autonomy and for services
“to assist people to reach their op!mum level of
func!on”.

Older people

Regional
Implementa!on
of the
Interna!onal
Ac!on Plan on
Ageing – the
UNECE Strategy107

Based on the Madrid Declara!on, the Economic
Commission for Europe of the United Na!ons (UNECE)
developed a Regional Implementa!on Strategy with
ten commitments, including “to ensure full integra!on
and par!cipa!on of older persons in society” and “to
strive to ensure quality of life at all ages and maintain
independent living including health and well-being”.

Older people

3. Human rights violations in institutional care
3.1 Neglect, harm and death of children and adults

CASE STUDY 2: DEATH OF CHILDREN IN INSTITUTIONS
In one European country, a recent inves!ga!on conducted by a non-governmental
organisa!on with the Prosecutor’s Office revealed that 238 children died in ins!tu!onal care
in a ten-year period. According to the report, 31 children died of starva!on through systema!c
malnutri!on, 84 from neglect, 13 due to poor hygiene, six in accidents such as hypothermia,
drowning or suffoca!on, 36 died because they were bedridden and two deaths were caused
by violence. It was also found that violence, binding and treatment with harmful drugs were
widespread in ins!tu!ons for children.108

Numerous reports have highlighted serious human rights concerns in ins!tu!ons across Europe
and have drawn public a&en!on to the appalling treatment and living condi!ons endured by
children and adults in some ins!tu!ons. Common factors marking ins!tu!onal care are the removal
of personal possessions, rigid rou!nes that ignore personal preferences or needs and residents
having li&le or no contact with people outside the ins!tu!on.109 Children are o$en moved from one

105 United Na!ons Principles for Older Persons, 1991; Poli!cal Declara!on and Madrid Interna!onal Plan of Ac!on on
Ageing, 2002.
106 United Na!ons General Recommenda!on no. 27 on older women and protec!on of their human rights.
107 ECE/AC.23/2002/2/Rev.6.
108 Bulgarian Helsinki Commi&ee, h&p://forsakenchildren.bghelsinki.org/en/
109 OHCHR op.cit., Chapter VI, pp.25–37.
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ins!tu!on to another, losing any connec!on with their parents and siblings. Children from minority
groups (such as the Roma) or with a migrant background o$en lose contact with their mother
tongue, iden!ty or religion, making reintegra!on with the birth family more unlikely. A na!onal
audit of social services for children in one EU Member State110 revealed that as many as 83% of
children are not visited monthly by family members.
Other reports have highlighted cases of physical and sexual abuse, the use of cage beds and
other physical restraints, the absence of rehabilita!ve or other therapeu!c ac!vi!es, the overuse
of medica!on and viola!ons of the right to privacy and family life. Some reports have exposed
inhumane living condi!ons, including lack of hea!ng, malnutri!on, unhygienic sanita!on and
otherwise poorly-maintained buildings.111 The UN’s World Study on Violence against Children
found that children in ins!tu!ons were at a significantly higher risk of all forms of abuse than their
peers raised in families.112
The United Na!ons Commi&ee on the Rights of the Child raised concerns about the high number of
ins!tu!onalised children and the poor standard of living and quality of care in ins!tu!ons in some
countries. The Commi&ee also expressed concerns about inadequate educa!on being provided to
children in social care ins!tu!ons.113
Lack of access to health care in ins!tu!ons has been highlighted in a report for the WHO.114 It
explains that this may be due to “physical distance from referral ins!tu!ons and hospitals, problems
providing transport or resistance by the health services” to admit residents of ins!tu!ons. In the
case of ins!tu!onalised children, this may result in untreated hydrocephalus, untreated congenital
heart disorders, cle$ palates and other major health problems.115
The Explanatory Note to Rec (2004)10116 on the protec!on of human rights and dignity of people
with mental health problems raised concerns about the con!nuing failure to provide adequate care
to people in psychiatric ins!tu!ons, highligh!ng the absence of “fundamental means necessary to
support life (food, warmth, shelter) [...] as a result of which pa!ents have been reported to have
died from malnutri!on and hypothermia.”117 A FRA report from 2012 on involuntary treatment and
involuntary placement into psychiatric facili!es of people with mental health problems pointed to
the extent to which people with mental health problems in the EU are exposed to this prac!ce. The
report revealed the trauma and fear that people may experience.118
Addi!onally, serious concerns about the use of restraints and seclusion on people with disabili!es
have been expressed by the Special Rapporteur on Torture, who noted that: “Poor condi!ons in
ins!tu!ons are o$en coupled with severe forms of restraint and seclusion...”. The Special Rapporteur
gave examples of children and adults being !ed to their beds, cribs or chairs for prolonged periods
(including with chains and handcuffs), the use of “cage” or “net beds” and overmedica!on. The

110 ARK and Hope and Homes for Children (2012), The Audit of Social Services for Children in Romania, Execu!ve Summary,
April 2012.
111 Wasted Lives Report, p.16. The relevant reports are listed on p.75.
112 Pinheiro, P. S. (2006) World Report on the Violence Against Children.
113 OHCHR op. cit., Chapter VI, pp.25–37.
114 World Health Organisa!on (2010a) Be#er health, be#er lives: children and young people with intellectual disabili!es
and their families. The case for change. Background paper, p.11.
115 Ibid.
116 CM/Rec(2004)10.
117 OHCHR op. cit., Chapter VI, pp.25–37.
118 European Union Agency for Fundamental Rights (2012) Involuntary placement and involuntary treatment of persons
with mental health problems. Vienna: FRA., p.7.
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use of seclusion or solitary confinement was also singled out as a form of control or medical
treatment.119

CASE STUDY 3: PEOPLE WITH MENTAL HEALTH PROBLEMS ACCOMMODATED
WITH FORENSIC PATIENTS
In one EU Member State, people with mental health problems requiring short (three to four
days) treatment in a psychiatric hospital are accommodated together with forensic pa!ents,
where the la&er may, for example, have received a ten-year sentence in the closed sec!on of
a psychiatric hospital. While a special forensic department120 was set up and equipped in one
of the ci!es, it has not opened due to a lack of resources and qualified personnel.121

3.2 Human rights standards relevant to persons in institutional care
In its report on the human rights of people in ins!tu!ons,122 the UN Office of the High Commissioner
for Human Rights (OHCHR) highlighted those rights and standards which are of par!cular relevance
to children, people with disabili!es (including those with mental health problems) and older people
in formal care se-ngs. They are summarised in Table 4, below.
Table 4: Human rights standards relevant to persons in ins!tu!onal care
Living condi!ons

The relevant human rights standards which provide for the right
to an adequate standard of living include the Conven!on on the
Rights of the Child (CRC), the Guidelines for Alterna!ve Care, the
UN Conven!on on the Rights of Persons with Disabili!es (CRPD)
and the CPT Standards.

Respect for personal
autonomy, family life
and ci!zenship

The CRC, the CRPD, the Interna!onal Covenant on Civil and Poli!cal
Rights (ICCPR), the Interna!onal Covenant on Economic, Social and
Cultural Rights (ICESCR), the European Conven!on on Human Rights
(ECHR) etc. set out the right to private and family life, freedom of
thought, conscience and religion, respect for the views of the child,
right to par!cipate in cultural life, right to marry and found a family,
right to par!cipate in poli!cal and public life and others.

Provision of
health care

ICESCR sets out the right to the “enjoyment of the highest a&ainable
standard of physical and mental health”, adding that “health is a
fundamental human right indispensable for the exercise of other
human rights”.
Even though there are detailed standards for the provision of health
care in prisons, there are no similar standards for ins!tu!onal care.

119 OHCHR op. cit., Chapter VI, pp.25–37.
120 According to Mental Health Europe, forensic hospitals – i.e. places where those accused or convicted of a crime are
placed on the basis of their presumed or diagnosed mental health problems or disabili!es – are not compliant with the
provisions of the CRPD.
121 Informa!on obtained by Mental Health Europe from a researcher in the Slovenian Ombudsman’s Office. See also:
h&p://www.delo.si/novice/slovenija/forenzicna-psihiatrija-po-lanskem-odprtju-se-sameva.html
122 OHCHR op. cit., Chapter VI, pp.25–37.
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Table 4 (con!nued): Human rights standards relevant to persons in ins!tu!onal care
Personnel

The quality of care, or more specifically the quan!ty and quality of
staff, is considered in some non-binding UN and Council of Europe
standards rela!ng to children in alterna!ve care, people placed in
mental health facili!es and older people. The standards deal with the
a-tude of staff and respect for human rights and the management,
recruitment and training of staff.

Confiden!ality

Confiden!ality of personal and health data and data protec!on is
covered in a number of standards (such as the UN Guidelines on
Alterna!ve Care and the Mental Illness Principles – MI Principles), and
is also relevant to implementa!on of the right to private and family
life.

Employment

The right to work is set out in ICESCR, CRPD and the European Social
Charter. The MI Principles prohibit the use of forced labour and state
that ‘pa!ents’ have the same right to remunera!on as ’non-pa!ents’.
They also encourage the use of voca!onal guidance and training to
enable pa!ents to secure or retain employment in the community.

Educa!on

A number of human rights trea!es, namely ICESCR, CRPD, CRC and
ECHR provide for the right to educa!on. The UN Guidelines state that
children “should have access to formal, non-formal and voca!onal
educa!on in accordance with their rights, to the maximum extent
possible in educa!onal facili!es in the local community”.

Restraint and
seclusion

Standards concerning persons deprived of their liberty and those
receiving mental health care permit the restraint and seclusion of
individuals in certain circumstances. These, however, have to be
interpreted in the light of the CRPD, which does not allow any form
of restraint or forced treatment. The UN Guidelines provide guidance
on the use of restraint and other means to control children. The CPT
Standards prescribe that seclusion and restraint should only be used
in emergency situa!ons and as a ‘last resort’, and even then only
under certain condi!ons.

Complaints and
inves!ga!ons

The need to establish effec!ve complaints procedures and
mechanisms to inves!gate allega!ons of human rights abuses
is highlighted in both interna!onal and European human rights
instruments, such as ECHR. If a person has died in circumstances
which might amount to a breach of Ar!cle 2 (the right to life) under
the ECHR, an independent inves!ga!on capable of leading to the
iden!fica!on and punishment of those responsible must take place.

A$ercare

The CRPD and the European Social Charter (revised) set out the rights
relevant to those leaving formal care, such as the right to health,
the right to social security and access to housing in order to live
independently.
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4. Damaging effects of institutionalisation
4.1 Children in institutional care
“[The]...sum total of the research establishes a most compelling and urgent humanitarian need
for the youngest of children to be spared the adverse impacts of ins!tu!onaliza!on. Sensi!ve
developmental periods during which a child needs close nurturing care occur very early in life
and span a broad array of func!ons related to physical, cogni!ve, emo!onal and behavioural
wellbeing.”123
The nega!ve and some!mes irreversible effects on the healthy development of children have been
well-documented and in some cases date back over fi$y years.124 They are summarised in Table 5.125
There is some evidence that ins!tu!onal care, especially in early life, is detrimental to all areas
of child development,126 and that it predisposes children to intellectual, behavioural and social
problems later in life.127 It shows that in children under three, ins!tu!onalisa!on is likely to
nega!vely affect brain func!oning during the most cri!cal period of brain development, leaving
long-las!ng effects on a child’s social and emo!onal behaviour.128
However, not all of these effects are irreversible. Considering children’s ability to recover from
the harmful effects of ins!tu!onalisa!on, the argument for deins!tu!onalisa!on becomes even
more compelling. A number of studies demonstrate that children raised in birth, adop!ve or foster
families fare much be&er than their peers raised in ins!tu!ons, not only in terms of physical and
cogni!ve development, but also in educa!onal achievements and integra!on into the community
as independent adults.129
The evidence therefore suggests that all ins!tu!ons130 for children under five (including children
with disabili!es) should be replaced with other services that prevent separa!on and support
families to care for their children. Once families have been assessed, recruited and trained and
once the necessary community-based services are in place, all children under five should be moved
to family-based care.131 The need for medical interven!ons should not be used to jus!fy 24-hour
placement of children (with or without disabili!es) in ins!tu!onal care.132

123 UNICEF (2011) Early Childhood Development, What Parliamentarians need to Know. Geneva: UNICEF Regional Office
for Central and Eastern Europe and the Commonwealth of Independent States, p.41.
124 Browne, K. op. cit., p.11.
125 Informa!on in the table is the summary of Browne.
126 Browne, K. op. cit., p.16.
127 Ibid., p.17.
128 Ibid., p.15.
129 Ru&er et al., op. cit.; Hodges and Tizard, 1989 quoted in Mulheir, G. & Browne, K. op. cit.
130 For a defini!on, see p.26 of the Guidelines.
131 Browne, K. op. cit., p.18.
132 Ibid., p.19.
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Table 5: Effects of ins!tu!onalisa!on on children
Area of child’s
Consequences of
development affected ins!tu!onalisa!on
by ins!tu!onal care
on child’s health

Characteris!cs of ins!tu!onal care

Physical
development and
motor skills

Ins!tu!ons tend to provide a
clinical environment with highly
regimented rou!nes, unfavourable
‘care-giver to child’ ra!os and
unresponsive staff who see their
roles more related to nursing and
physical care than to psychological
care;

Physical under-development,
with weight, height and head
circumference below the norm;
Hearing and vision problems
which can be caused by poor
diet and/or under-s!mula!on;
Motor skill delays and missed
developmental milestones; in
severe condi!ons, stereotypical
behaviours, such as body
rocking and head banging;
Poor health and sickness;
Physical and intellectual
disabili!es as a consequence of
ins!tu!onal care.

Psychological
consequences

Nega!ve social or behavioural
consequences, such as
problems with an!-social
behaviour, social competence,
play and peer/sibling
interac!ons;
‘Quasi-au!s!c’ behaviours
such as face guarding and/or
stereotypical self-simula!on/
comfort behaviours, such as
body rocking or head banging;
in some low-quality ins!tu!ons,
young children become socially
withdrawn a$er six months;

Children tend to spend a significant
part of the day in a cot;
There is an emphasis on infec!on
control, as a result of which
children experience the outside
world only on rare occasions, under
strict supervision and limited play.
Lack of primary care-giver
(a mother figure) in ins!tu!onal
care, which is important for normal
child development;
Poor condi!ons, depriva!on of
interac!on with others;
Unresponsive care-givers;
Poor care-giver to child ra!os.

A&en!on-seeking behaviour,
such as aggressive behaviour
or self-harming (which can lead
to social isola!on of children or
use of physical restraints).
Forma!on
of emo!onal
a#achments

Indiscriminate friendliness,
over-friendliness and/
or uninhibited behaviour,
especially in children admi&ed
to ins!tu!ons before the age
of two;
Detrimental effect on children’s
ability to form rela!onships
throughout life;
Children who are desperate for
adult a&en!on and affec!on.

The lack of a warm and con!nuous
rela!onship with a sensi!ve
caregiver, even in apparently ‘good
quality’ ins!tu!onal care;
Limited opportuni!es to form
selec!ve a&achments, especially
where there are large numbers
of children, small numbers of
staff and a lack of consistent
care through shi$ work and staff
rota!on.
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Area of child’s
Consequences of
development affected ins!tu!onalisa!on
by ins!tu!onal care
on child’s health

Characteris!cs of ins!tu!onal care

Intellect and
language

Under-s!mula!on

Poor cogni!ve performance and
lower IQ scores;
Delay in language acquisi!on;
Deficits in language skills,
such as poor vocabulary, less
spontaneous language and
early reading performance.

Brain development

Suppression of brain
development in young
children, resul!ng in neural and
behavioural deficits, especially
for social interac!ons and
emo!ons, as well as language.

Lack of interac!on with a caregiver
who will handle, talk and respond
to the very young child in a sensi!ve
and consistent way, repeatedly
introducing new s!muli appropriate
to their stage of development;
Lack of opportunity to form a
specific a&achment to a parent
figure;
Emphasis on physical care of
children and the establishment of
rou!nes, with less emphasis on play,
social interac!on and individual care.

4.2 People with disabilities

CASE STUDY 4: SEXUAL ABUSE OF WOMEN
A recent report in one of the old EU Member States showed that 6% of women with intellectual
disabili!es have suffered some form of sexual abuse in ins!tu!onal care, perpetrated by
other residents but also by members of staff. The report a&ributes this high percentage –
which equates to the sexual abuse of several thousand women – to a lack of safeguards which
would prevent the crimes from happening and to the inability of these women to access help
and support.133

As stated earlier in this chapter, people in ins!tu!ons are more vulnerable to physical, sexual and
other forms of abuse,134 which can have long-term psychological and physical effects.
The ins!tu!onal environment has, in itself, been shown to create addi!onal disabili!es that can
stay with a person for the rest of their life. The lack of a personal life, lack of autonomy and a
lack of respect for one’s personal integrity can hamper an individual’s emo!onal and social
development. Terms such as ‘social depriva!on’ and ‘taught helplessness’ were coined to describe
the psychological effects of living in an ins!tu!on.135 Language and intellectual development are
133 Inclusion Europe e-include, “Women with Disabili!es Abused in German Ins!tu!ons”, available at: h&p://www.
e-include.eu/en/news/1052-women-with-disabili!es-abused-in-german-ins!tu!ons
134 World Health Organisa!on & World Bank, World Report on Disability 2011, p.59.
135 Grunewald, K. (2003) Close the Ins!tu!ons for the Intellectually Disabled. Everyone can live in the open society.
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also shown to be affected and ins!tu!onalisa!on can lead to various mental health problems,
including aggressiveness and depression.136
The converse is also true. Research shows that living in the community can lead to an increased degree
of independence and personal development.137 A number of studies have examined the changes
in adap!ve or challenging behaviour associated with transi!on from ins!tu!onal to communitybased care. The overall finding was that adap!ve behaviour was almost always found to improve in
community se-ngs and there was a reduc!on in challenging behaviour. Self-care skills, and to a lesser
degree communica!on skills, academic skills, social skills, community skills and physical development,
have been found to improve significantly with the move to community-based care.138

CASE STUDY 5: EMOTIONAL, SOCIAL AND PHYSICAL DEPRIVATION
IN A LONG"STAY INSTITUTION
A study which followed the lives of twenty men living in a locked ward in a long-stay ins!tu!on
found that the men’s lives were emo!onally, socially and physically deprived. Their individual,
gender and social iden!!es were not met and their general health and mental healthcare
needs were inadequately addressed. The researchers noted: “Over the years the social
invisibility of the men had contributed not only to their desocialisa!on but also to a degree
of dehumanisa!on.”139

5. Better use of resources
It is widely accepted that investment in ins!tu!onal care represents poor public policy. This is
because public funding is going into services that are shown to produce poor outcomes for the
people served.140 Community-based systems of independent and supported living, when properly
set up and managed, deliver be&er outcomes for the people that use them: improved quality of
life, be&er health and the ability to contribute to society. Investment in such services therefore
makes be&er use of taxpayers’ money.
In rela!on to children, investment in services such as early interven!on, family support, reintegra!on
and high-quality alterna!ve care can help to prevent poor outcomes including early school leaving,
unemployment, homelessness, addic!on, an!-social behaviour and criminality. In addi!on to
having a posi!ve long-term impact on children, which should be the primary considera!on, such
services will help save public funding in the long-term.141
Despite the evidence demonstra!ng that community-based models of care are not inherently
more costly than ins!tu!ons, once a comparison is made on the basis of comparable needs of
residents and comparable quality of care142, ins!tu!onal care is s!ll widely perceived by countries
as a cheaper op!on, par!cularly in rela!on to people with complex support needs, who may
require 24-hour care.143
136 Ibid.
137 Ibid.
138 AAMR and other (2004), Community for All Toolkit, Resources for Suppor!ng Community Living.
139 Hubert, J. & Hollins, S. Men with severe learning disabili!es and challenging behaviour in long-stay hospital care,
Bri!sh Journal of Psychiatry (2006), 188, pp.70-74.
140 AAMR and other op. cit., p.91.
141 Eurochild (2012), DI Myth Buster.
142 DECLOC Report, p.97.
143 Townsley, R. et al. op. cit., p.25.
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A major compara!ve report on progress towards community living in the EU found that in nine
countries there were increasing levels of expenditure on ins!tu!onal care.144 It also showed that
some countries are alloca!ng significant funds towards upda!ng or extending exis!ng residen!al
ins!tu!ons. Some of these renova!on projects focus on improving accessibility and care standards
of exis!ng ins!tu!ons, as well as on increasing the capacity of ins!tu!ons to clear the wai!ng
lists.145 A European study looking at outcomes and costs of deins!tu!onalisa!on and community
living146 established that in 16 out of 25 countries for which informa!on was available, state funds
were being used at least in part to support ins!tu!ons of more than 100 places. In 21 countries,
state funds147 were being used to support ins!tu!ons of more than 30 places. In addi!on, there is
ample evidence of European Union funding being used in the same way, to renovate or build new
ins!tu!ons.148
Research into the cost of community-based mental health care versus ins!tu!onal care has shown
that the costs remain broadly the same, but the quality of life of service users and their sa!sfac!on
with services are improved.149 Where ins!tu!onal care has proven to be cheaper, it is because
it was under-resourced and therefore significantly contribu!ng to poor outcomes.150 Countries
should carry out similar studies in order to calculate the costs of ins!tu!onal care and to establish
which resources could be redirected to community-based services.

CASE STUDY 6: COST"EFFECTIVENESS OF CLOSING INSTITUTIONS
The study ‘One of the Neighbours – Evalua!ng cost-effec!veness in community-based
housing’151 looked at the cost-effec!veness of closing ins!tu!ons in Finland. It compared the
cost of living and services for people with intellectual disabili!es in both ins!tu!onal and
community-based se-ngs. In addi!on, it mapped the qualita!ve effects of moving on the
lives of residents and their family members. The study found that community-based care is
approximately 7% more expensive than ins!tu!onal care. While in community-based se-ngs,
the costs of housing and basic care was found to be lower than in ins!tu!onal care, the total
costs of community-based care were increased by the use of services outside the housing
service unit. In ins!tu!ons, these costs were included in the daily fee.
In terms of qualita!ve informa!on, almost all family members reported a substan!al
improvement in the residents’ quality of life a$er leaving ins!tu!ons. Some residents had
experienced an improvement in their health, for instance periods of hospital care had
decreased, their behaviour had become calmer or the amount of medica!on reduced. One
of the most significant changes had to do with social rela!onships: interac!on between
residents and their families, as well as between family members and housing service unit
personnel, had become much more ac!ve.
The study concluded that the marginally increased cost of community-based care was
outweighed by its beneficial outcomes. This indicates that community-based care is, overall,
more cost-effec!ve than ins!tu!onal care.

144 Ibid., p.22.
145 Ibid.
146 DECLOC Report, p.22.
147 State funding includes local or regional government funding.
148 See for example, Wasted Lives Report.
149 McDaid, D. & Thornicro$, G. op. cit., p.10.
150 Power, op. cit., p.22.
151 Sillanpaa, V. (2010), One of the Neighbours – Evalua!ng cost-effec!veness in community-based housing, Finland.
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CHAPTER 2:
ASSESSMENT OF THE SITUATION
Assessing the situa!on is central to developing a comprehensive, effec!ve deins!tu!onalisa!on
strategy and ac!on plan. An assessment helps to ensure that real needs and challenges are
addressed and that resources are used efficiently.
In addi!on to focusing on the system of long-term residen!al ins!tu!ons, the assessment should
look more broadly at local contexts, detailing available resources (financial, material and human),
as well as exis!ng community-based services. Barriers to access in mainstream community services
should also be examined in order to ensure the full inclusion of children, people with disabili!es and
older people.

Obliga!ons under the UN Conven!on on the Rights of Persons with Disabili!es
Ar!cle 31 requires States to collect “appropriate informa!on, including sta!s!cal and
research data, to enable them to formulate and implement policies to give effect to the
[...] Conven!on”. The informa!on should be “disaggregated” and “used to help assess the
implementa!on of State Par!es’ obliga!ons” and to “iden!fy and address barriers faced by
persons with disabili!es in exercising their rights.”

Obliga!ons under the UN Conven!on on the Rights of the Child
Ar!cle 23 encourages the gathering and exchanging of informa!on in the field of preventa!ve
health care. “States Par!es shall promote, in the spirit of interna!onal coopera!on, the
exchange of appropriate informa!on in the field of preven!ve health care and of medical,
psychological and func!onal treatment of disabled children, including dissemina!on of
and access to informa!on concerning methods of rehabilita!on, educa!on and voca!onal
services, with the aim of enabling States Par!es to improve their capabili!es and skills and to
widen their experience in these areas”.

1. System analysis
This sec!on advises on how to analyse different aspects of the current system, including:
•

analysis of the social and health care system;

•

analysis of the barriers in mainstream services;

•

the collec!on of socio-economic and demographic data; and

•

the collec!on of qualita!ve informa!on about the reasons for ins!tu!onalisa!on as well as
quan!ta!ve informa!on about the system of ins!tu!onal care.
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The analysis is divided into two parts:
•

Sec!on 1.1 deals with the needs analysis, usually carried out at a na!onal level, to develop a
na!onal or regional strategy and ac!on plan(s); and

•

Sec!on 1.2 deals with the local level needs and feasibility analysis, in order to implement
different parts of the strategy or ac!on plan(s).

1.1 National level: needs analysis to develop a national or regional
strategy and action plan(s)
1.1.1

Social care, health care and educational systems

Social care (including child protec!on), health care and educa!onal systems play a crucial role in
preven!ng the separa!on of children from their families and ins!tu!onalisa!on. It is therefore
necessary to analyse each of these systems so that exis!ng problems and needs can be iden!fied.
In some countries or regions, a lack of services is a direct barrier to keeping families together. For
example, if provision for inclusive educa!on is limited, the only opportunity a disabled child may have
to receive an educa!on is at a residen!al special school. Other issues may be related to the a-tudes
and prejudices of personnel in the services involved. For example, in some cases the decision of
parents to leave their disabled child in a residen!al ins!tu!on is more or less directly influenced by
professionals, such as medical doctors, nurses, midwives or social workers. Many parents report that
they had been advised to leave their child in care and to have another, ‘healthy’ one.

TESTIMONIAL 2: ATTITUDES AND PREJUDICES OF PROFESSIONALS TOWARDS
DISABILITY
“To be told that your child is a ‘cabbage’ and that you will lose all your friends if you don’t
place them in ins!tu!onal care is inhuman. To be told this without empathy for your situa!on
reinforces the damage – and it s!ll happens. Fortunately, we have learned to ignore experts.”152

Other children may be placed into care because of poverty or other reasons, such as belonging
to a minority group. The extent to which this is compounded by the way social, health care and
educa!onal systems func!on should be considered as well.
Medical and social care professionals who lack the skills to communicate with people with
intellectual disabili!es or speech impairments could also lead to an over-focus on medical aspects
and referrals to ins!tu!onal care. The needs of family carers are also o$en neglected due to the
inability of professionals to assist and refer them appropriately.
In addi!on to the a-tudes and skills of personnel, there might be a number of other problems
related to the overall func!oning of the systems, such as disorganised or absent preven!on services,
inadequate staffing, and lack of support for the personnel or excessive workload.

152 Mencap (2001) No ordinary life, London: Mencap, p.23.
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CASE STUDY 7: SHARING INFORMATION ABOUT SERVICES AND REFERRING
FAMILIES FOR SUPPORT
In Luxembourg, the Assessment and Referral unit of a long-term care insurance organisa!on
hosts informa!on evenings for general prac!!oners (GPs, i.e. family doctors), paediatricians
and other health professionals in order to raise their awareness of exis!ng support services
and measures. It also disseminates leaflets. Paediatricians or specialist doctors are involved in
informing parents that the child has a disability, referring the family to special services, and in
advising them to file an applica!on for long-term care insurance benefits; GPs are responsible
for regular medical check-ups during a child’s first years so it is therefore essen!al for these
health professionals to be able to take into account family carers’ needs and to refer them to
relevant services.153

1.1.2

Barriers to inclusion in mainstream services

A child or an adult can s!ll be isolated even when they are not behind the walls of a residen!al
ins!tu!on if their par!cipa!on is limited by an inaccessible physical environment, educa!onal
system and transport, poverty, s!gma or prejudice. The analysis should seek to iden!fy any barriers
which prevent full par!cipa!on in community life. It should cover all services and facili!es available
to the general popula!on, including educa!on, transporta!on, housing, jus!ce and administra!on,
culture, leisure and recrea!on. This analysis should inform the planning and implementa!on of
measures to make mainstream services accessible to all, in line with the CRPD.
Analysis of the educa!on system, for example, will provide informa!on about the ‘barriers
to learning and par!cipa!on’154 that prevent children’s access to school or hinder their full
par!cipa!on. Such barriers might be found not only in the physical environment in the form of
inaccessible buildings but also in curricula, learning and teaching approaches or in exis!ng cultures.
For example, a child with a visual impairment might encounter a barrier if all learning materials are
printed; the availability of the relevant reading so$ware or materials in Braille would remove the
barrier. Children from minority or migrant backgrounds might have a different mother tongue than
the rest of the pupils and may need addi!onal support to access the curriculum. A-tudes among
personnel that the barriers lie in the individual impairment or disability of the student are also a
major challenge for inclusive educa!on.
For all user groups, the provision of services such as health, social support, housing, educa!on,
culture, leisure and transport is frequently much less sa!sfactory in rural and remote areas than
in towns and ci!es. Elderly people living in rural areas face the consequences of urbanisa!on and
labour migra!on which results in villages and farms being progressively emp!ed of younger people
who may otherwise have been able to support them. This can lead to increased loneliness and the
social segrega!on of elderly people.

153 Grundtvig Learning Partnership (2012) Self-assessment of their needs by family carers: The pathway to support. Full
report. Available at: h&p://www.coface-eu.org/en/Projects/Carers-Project/
154 Booth, T. & Ainscow, M. (2002) Index for Inclusion: developing learning and par!cipa!on in schools, London: Centre for
Studies on Inclusive Educa!on.
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CASE STUDY 8: THE WHO ‘AGE"FRIENDLY CITIES’ INITIATIVE
The WHO ‘Age-friendly Ci!es’ ini!a!ve was launched in 2006 with the crea!on of the WHO
‘Global Network of Age-friendly Ci!es’. The programme targets the environmental, social
and economic factors that influence the health and wellbeing of older adults and tries to
determine key elements of the urban environment that support ac!ve and healthy ageing. It
has produced a guide which iden!fies eight aspects of city life that can influence the health
and quality of older people. These are:
•

outdoor spaces and buildings;

•

transporta!on;

•

housing;

•

social par!cipa!on;

•

respect and social inclusion;

•

civic par!cipa!on and employment;

•

communica!on and informa!on; and

•

community support and health services.155

1.1.3

Qualitative information about the reasons for institutionalisation

Research shows that only between 6%156 and 11%157 of children in ins!tu!onal care are orphans.
Most of the children have families and the reasons for family separa!on are related to poverty or
lack of support services.158 This means that separa!on could have been avoided if the necessary
support was provided to the families.159 Similarly, inappropriate housing, an inaccessible
environment and the lack of suitable home care services (but also domes!c violence, abuse and
neglect) may force many people with disabili!es and older people to leave their homes and move
to a residen!al ins!tu!on. O$en the support they need in order to avoid ins!tu!onalisa!on is
minimal. For example, in the UK 23% of older people move into a nursing home because they cannot
manage their medicines.160 The analysis should therefore seek to provide a be&er understanding
of the problems that people encounter in their daily lives in the community, which may lead to
abandonment and/or ins!tu!onalisa!on.

155 World Health Organiza!on, Ageing and Life Course, Family and Community Health, Geneva; www.who.int/ageing/en
156 Browne, K. & Hamilton-Giachritsis, C., Mapping the number and characteris!cs of children under three in ins!tu!ons
across Europe at risk of harm, University Centre for Forensic and Family Psychology (European Union Daphne
Programme, Final Project Report No. 2002/017/C).
157 Mulheir (2012) Deins!tu!onalisa!on – A Human Rights Priority for Children with Disabili!es Equal Rights Review.
158 Mulheir, G. & Browne, K. op. cit.
159 SOS Children’s Villages Interna!onal, has developed an assessment tool for the implementa!on of the United Na!ons
Guidelines for the Alterna!ve Care of Children which aims to assess the situa!on of children in alterna!ve care at
na!onal or regional level and can be used to support the development of na!onal or regional strategies and ac!on
plans for deins!tu!onalisa!on. Available at: h&p://www.crin.org/docs/120412-assessment-tool-SOS-CV%20.pdf
160 Department of Health (2006) Suppor!ng People with Long Term Condi!ons to … Self Care, A Guide to Developing Local
Strategies and Good Prac!ce, available at: h&p://www.dh.gov.uk/prod_consum_dh/groups/dh_digitalassets/@dh/@
en/documents/digitalasset/dh_4130868.pdf

l 56 l
COMMON EUROPEAN GUIDELINES ON THE TRANSITION FROM INSTITUTIONAL TO COMMUNITY"BASED CARE

Guidelines-new.indd 56

2013.01.16. 19:10:30

CASE STUDY 9: ESTABLISHING THE REASONS FOR INSTITUTIONALISATION
The importance of listening to parents and people using services is illustrated by one na!onal
example, where the majority of children under the age of three who had been separated from
their families were recorded as being the children of young single mothers. Consequently, the
planned response was to develop homes for young mothers and babies. Analysis of a group
of around 200 recent entrants to care was carried out in one of the country’s local authori!es
where the official figures appeared to show the same pa&ern as the na!onal ones: that is,
of young first-!me mothers leaving their children. Most of the children entering care were
of Roma origin and the study also involved them being interviewed by other Roma mothers
trained as researchers. Here, the findings were very different from the official figures: they
showed that few children were abandoned by young single mothers; in fact, most were the
fourth or fi$h child of parents who could not cope financially. The kind of support needed in
these circumstances is very different from that indicated by the official sta!s!cs and would
require different services.161

Qualita!ve informa!on about the reasons for ins!tu!onalisa!on will form part of the analysis of
ins!tu!onal care systems. However, this does not provide an analysis of the problems encountered
by an individual and/or their family. For example, administra!ve categories such as ‘disability’ or
‘illness’ provided as reasons for ins!tu!onalisa!on of the child do not show in any detail what
difficul!es the child and the family were facing and what kind of support would have been required
in order to prevent separa!on of the family.
The collec!on of detailed informa!on can be achieved through ques!onnaires and/or interviews
with families, children, adults or older people placed in ins!tu!ons. It is important to ensure that
the research instruments are designed appropriately so that they do not s!gma!se families. It is
essen!al that the forms are based on the social model of disability (see page 126 for a defini!on)
rather than on an understanding of disability as an individual problem. For this purpose, it is
beneficial for families and/or individuals using the services to be involved in the development of
the instruments.

CASE STUDY 10: A SELF"ASSESSMENT GUIDE TO FAMILIES’ NEEDS
The French NGO Associa!on des Paralysés de France (APF) published ‘The Guide to families’
needs’, a self-assessment tool aiming at iden!fying the needs of a family with a child or adult
with disabili!es.
The development of tools that enable the self-assessment of family carers’ needs is a step
towards recognising family carers as partners in care. These tools empower family carers to
iden!fy as such and to express their needs. It is easier for them to access informa!on and
advice and to make alterna!ve or con!ngency plans if they are not willing or able to provide
care. Self-assessment also promotes greater collabora!on between service providers and
family carers and supports the development of family carer training programmes.162

161 Extract from Bilson, A. & Harwin, J. (2003) Changing minds, policies and lives: Improving Protec!on of Children in
Eastern Europe and Central Asia. Gatekeeping Services for Vulnerable Children and Families. UNICEF & World Bank,
p.46.
162 Grundvig Learning Partnership, op. cit.
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1.2 Local level needs and feasibility analysis: quantitative and
qualitative information about the system of institutional care
1.2.1

Definition of ‘an institution’

Before collec!ng informa!on, it is important to formulate and agree a clear defini!on of ‘an
ins!tu!on’. These Guidelines refrain from providing a size-related defini!on, acknowledging that
the size is not the most important characteris!c of ins!tu!ons; rather, it is about how ins!tu!ons
affect the quality of life and dignity of users. However for the purpose of the situa!on analysis, each
country may develop its own context-appropriate defini!on which specifies the size of the se-ng.
What is important is to make sure that all the main stakeholders (including user-led organisa!ons,
groups of parents, carers and service providers) are involved in the discussions on the defini!on.

1.2.2

Information about the residents and institutions

Applying the defini!on of ‘ins!tu!on’, the analysis of the system of residen!al se-ngs should
provide quan!ta!ve informa!on about the size of the ins!tu!ons and the people currently living
there.
•

Sample informa!on about each resident
– Age
– Gender
– Ethnicity
– Religion
– Educa!on
– Where the person was before the placement in the ins!tu!on, e.g. birth family, maternity
hospital, long term residen!al ins!tu!on, etc.
– Family links – whether the person has family members and/or other rela!ves and whether
they are in touch
– Length of stay in ins!tu!onal care
– Reasons for placement
– Disability/illness/degree of frailty
– Financial dependency (poverty)

•

Sample informa!on about ins!tu!ons
– Number of ins!tu!ons by type, e.g. for children of a specific age who are deprived of
parental care, ins!tu!ons for adults with mental health problems, etc.
– Loca!on of the ins!tu!on, e.g. in village/town, size of the town in terms of popula!on, etc.
– Size of ins!tu!on, including the number of places and number of residents
– Physical condi!ons, e.g. the general condi!on of the building, condi!on of the sanitary
facili!es, of the hea!ng system, etc.
– Number of admissions and discharges
– Average length of stay in the ins!tu!ons
– Personnel informa!on, e.g. numbers, ra!o of personnel to users, professions, name of
director of the ins!tu!on
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– Managing authority (ministry, municipality, region, NGO, etc.)
– Budget and sources of funding
– Services provided
The above informa!on will be used in the development of the strategy and ac!on plan to support
the deins!tu!onalisa!on of the people currently in ins!tu!onal care. It might also be useful for
the development of preven!ve measures and services. For example, if the analysis of the source
of admission shows that a large number of children come from a local maternity hospital, this
indicates the need for a service to be based there and a decision may be made to a&ach a social
worker to the ward.

1.2.3

Socio-economic and demographic data

Policy-makers planning for the transi!on to community-based care and support also need to be
aware of the wider socio-economic and demographic trends in the popula!on, at whatever level
the reform is undertaken. Quan!ta!ve data might be gathered on:
•

poverty and social exclusion – in line with the Europe 2020 process for EU Member States;

•

the numbers of recipients of various social benefits, e.g. rela!ng to disability, pension, housing
costs etc.;

•

child poverty;

•

educa!onal a&ainment – in line with the Europe 2020 process for EU Member States;

•

long-term unemployment;

•

the age structure of the popula!on; and

•

the ethnic structure of the popula!on.

These data can be very important in iden!fying the needs of the popula!on. For example, if a
region has a large older popula!on, it could an!cipate the level of care required to address this and
develop community-based services accordingly.
In addi!on, more specific data could be gathered about those issues that are most likely to lead
to ins!tu!onalisa!on, notably rates of psycho-social disability163 and mental health condi!ons,
physical disability and intellectual disability in the popula!on. Such data can be gathered from the
ins!tu!ons that are due to close, as well as the educa!on, health and welfare benefit systems.
Qualita!ve data should also be gathered through surveys about the sort of care and support people
would like to receive. This informa!on should then inform decisions taken by competent authori!es
regarding the development of community-based services.
The types of data men!oned here are examples and the lists are by no means exhaus!ve. The basic
principle is that the popula!on’s needs must be iden!fied in order to develop the right systems of
care and support to meet them.164

163 An admi&edly broad term currently used by the global community (for example, the World Network of Users, Ex-Users
and Survivors of Psychiatry used this term throughout nego!a!ons on the United Na!ons Conven!on on the Rights
of Persons with Disabili!es). The term is meant to include people who have been diagnosed, labelled or perceived as
having a mental illness, and can include people with personality disorders. People with psycho-social disabili!es are
some!mes referred to as users of mental health services, having a ‘mental illness’ or ‘mental disorder.’ Source: Mental
Disability Advocacy Centre, www.mdac.info
164 See also European Social Network (2011) Developing Community Care, Part III.1 ‘Strategic area needs assessment and
planning’. Brighton: ESN. Available at: h&p://www.esn-eu.org/e-news12-march29-dcc-report
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2. Assessment of resources
The needs analysis should be complemented by an assessment of the available resources. Knowing
the resources that are already available, or that will become available when the deins!tu!onalisa!on
process is complete, will help inform decisions on the use of these resources in community care
and any addi!onal resources required.
The assessment of resources should involve the following:

2.1 Assessment of human resources
This assessment provides informa!on about the human resources within the system of residen!al
ins!tu!ons and within the child protec!on, social care, health and educa!on systems, e.g. number
of employees, their qualifica!ons, knowledge and skills. Many of the people working in residen!al
ins!tu!ons might be employed in the new services or involved in the reformed system in other ways.
Social workers could par!cipate in the collec!on of informa!on about needs in the community or in
an awareness-raising campaign. People working in mainstream services, for example teachers with
experience in working with disabled children, could also be a valuable resource at a later stage.
Other people, who may be outside of the formal care systems could also be part of the process if
they possess the relevant knowledge and skills and support the development of community-based
services and inclusive society. These might include ac!vists and experts from NGOs or local groups,
community leaders, volunteers, and others.165

2.2 Assessment of financial resources
A comprehensive assessment of the costs associated with maintaining residen!al ins!tu!ons is
needed to ensure the most effec!ve use of resources in the planning of new services. Guarantees
should be provided that the money that is released, as the number of people in ins!tu!onal care
decreases, will be used for the development of community care. (For more informa!on on the
planning and transfer of financial resources see Chapter 5).

2.3 Assessment of material resources
This refers to the assessment of the state-owned166 land and buildings in which ins!tu!ons are
housed. Depending on loca!on, condi!on and size, buildings could be rented out or sold to provide
income for the community-based services. They should not be used as long-term residen!al
ins!tu!ons for another group or in any other way that may lead to isola!on, exclusion or lowquality care.
In addi!on, an assessment of the physical resources available in the community should be carried
out jointly with the local authori!es as part of the feasibility study (see sec!on 1.2 earlier in the
chapter) to determine how they could support the inclusion of people in the community.

165 Mulheir, G. & Browne, K. op. cit.
166 In some countries, a large propor!on of the market, in par!cular in care homes for older people, is owned by the
independent sector (for example, the UK and Netherlands).
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3. Information about the existing community-based services
Before developing new community-based services, it is important to have comprehensive
informa!on about the services that already exist in the community. This helps to avoid the risk of
running two parallel services when this is not actually needed and contributes to the effec!ve and
efficient use of available resources. For example, there may be organisa!ons or groups that already
provide certain community-based services which could be used to support people leaving residen!al
care. They may have valuable experience and materials, such as educa!onal materials, easy-read
publica!ons, training plans or tools for person-centred planning which could be shared to avoid
duplica!on of efforts. A useful tool at this stage could be the development of a map showing the
distribu!on of services in the country or region. Such mapping should always be accompanied by
an assessment of quality, accessibility and other relevant service features. The analysis of services
should not focus solely on social and health services. It should also look at exis!ng services in other
areas, such as educa!on, employment, leisure, etc. It is important that all the relevant ins!tu!ons
at a local, regional and na!onal level are involved.
•

Sample informa!on about exis!ng community-based services
– Type of service, e.g. counselling centre, training centre, family-type se$ng
– Profile of the users, e.g. children with learning disabili!es age 3–7, frail or elderly people
– Loca!on and accessibility
– Capacity, i.e. how many people could be accommodated (for a residen!al service) or served
– Resources
– Ownership, e.g. private or state
– Funding source, e.g. temporary project-funding, state funding)

CASE STUDY 11: TOOLKIT FOR THE STRATEGIC REVIEW OF HEALTH,
EDUCATION AND SOCIAL PROTECTION SYSTEMS FOR CHILDREN
Lumos, the interna!onal NGO, has devised a toolkit for the strategic review of health,
educa!on and social protec!on systems for children. The toolkit includes:
•

a ‘stock and flow’ analysis tool to gather comprehensive informa!on on admissions to,
and discharges from, ins!tu!ons. This is accompanied by an observa!on ques!onnaire
about ins!tu!onal culture;

•

a social work case audit tool that gathers quan!ta!ve and qualita!ve informa!on on
frontline cases of children and families seeking assistance from social services. This is
accompanied by a ques!onnaire for managers of social service departments;

•

a series of ques!onnaires that assess na!onal legisla!on and local prac!ce in rela!on to:
child abuse and neglect/emergency protec!on; subs!tute family care; residen!al care;
preven!on services; juvenile jus!ce; community health care and early interven!on;
inclusive educa!on; and standards and inspec!on, among others;

•

a training and qualifica!ons tool for all relevant personnel;

•

a buildings and land ques!onnaire about the ins!tu!on itself; and

•

a financial analysis tool to produce projec!ons of running costs for new services, as
well as the total cost of the en!re process of transi!on from ins!tu!onal to community
based care.

This toolkit has been implemented in four countries and the strategic reviews have been
used to plan (either na!onally or regionally) complete deins!tu!onalisa!on. These plans
have helped to convince na!onal, regional and local authori!es that deins!tu!onalisa!on is
feasible and sustainable. It has also been used to assist in applying for funds.
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Further reading
Bilson, A. & Harwin, J. (2003) Changing minds, policies and lives: Improving Protec!on of Children
in Eastern Europe and Central Asia. Gatekeeping Services for Vulnerable Children and Families.
UNICEF and World Bank.
Glasby, J., Robinson, S. & Allen, K. (2011) An evalua!on of the modernisa!on of older people’s
services in Birmingham – final report. Birmingham, Health Services Management Centre.
Mulheir, G. & Browne, K. (2007) De-Ins!tu!onalising and Transforming Children’s Services: A Guide
to Good Prac!ce. Birmingham: University of Birmingham Press.
ARK & Hope and Homes for Children (2012) The audit of social services for children in Romania.
Execu!ve summary.

Tools
Be&er Care Network and UNICEF (2009) Manual for the measurement of Indicators for children in
formal care. h&p://www.unicef.org/protec!on/Formal_Care20Guide20FINAL.pdf
SOS Children’s Villages Interna!onal (2012) Assessment tool for the implementa!on of the UN
Guidelines for the Alterna!ve Care of Children. Austria: SOS Children’s Villages Interna!onal,
available at: h&p://www.crin.org/docs/120412-assessment-tool-SOS-CV%20.pdf
Lumos Toolkit for the Strategic Review of Children’s Services. For more informa!on and training on
the use of the Toolkit, contact info@lumos.org.uk
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CHAPTER 3:
DEVELOPING A STRATEGY AND AN ACTION PLAN
A strategy and ac!on plan for deins!tu!onalisa!on and the development of community-based
services should draw on the informa!on collected during the situa!on assessment (see Chapter 2).
They will enable the coordinated and systema!c implementa!on of reforms on na!onal or regional
scale.

Obliga!ons under the UN Conven!on on the Rights of Persons with Disabili!es
Pursuant to Ar!cle 4(1) of the CRPD, all State Par!es must “ensure and promote the full
realisa!on of all human rights and fundamental freedoms for all persons with disabili!es”. In
order to translate this commitment into reality, they should take concrete ac!on to establish
alterna!ves to ins!tu!onal care. This involves establishing clear, measurable and !mebound ac!on plans with specific targets for achieving success. It is suggested that na!onal
strategies should include, among other: a target date for the closure of the ins!tu!on(s), a
measurable !metable including progress that can be quan!fied, prohibi!ng admissions to
long-stay ins!tu!ons and recogni!on of the need to develop clear standards for all CBS and
that such standards will be developed in close collabora!on with representa!ve organisa!ons
of people with disabili!es and their families, etc.167 These commitments should go hand in
hand with measures to increase the capacity of family and community-based care and/or
support in order to ensure ins!tu!ons do not close before appropriate services are in place.
The strategies and ac!on plans should also be accompanied by a budget to clarify how the
new services will be funded.

1. Participants and process
A good strategy and ac!on plan that take into account the needs and aspira!ons of the people
involved and offer a coordinated response across different sectors can only be developed with the
broad par!cipa!on of all stakeholders. Decision makers from all the relevant sectors, including child
protec!on, health, educa!on, culture, leisure, employment, disability, transport and finance, should
be involved. ‘Non-state’ actors (the people who will or might use the services) should be included
from the very beginning, together with their organisa!ons, families and service providers. The
involvement of service providers will help promote exis!ng good prac!ce. At the same !me, these
stakeholders will ensure that the policy documents reflect the real needs and interests of those who
are most affected. However, in many cases the interest of service users and their families may be
different. Therefore it is crucial to ensure meaningful inclusion of both par!es in the process.
The approach to reform will depend on the country context and will reflect the stakeholders’ vision
of how reform should look. It might be unrealis!c to expect the deins!tu!onalisa!on strategy
to simultaneously address the needs and requirements of all user groups: children, people with
disabili!es, people with mental health problems and older people. Each country will have to
iden!fy the best place to start on the basis of a comprehensive assessment of the situa!on.
167 Parker, C. (2011) A Community for All: Implemen!ng Ar!cle 19, A Guide for Monitoring Progress on the Implementa!on
of Ar!cle 19 of the Conven!on on the Rights of Persons with Disabili!es, Open Society Public Health Program, Open
Society Founda!ons, pp.17–18.
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It o$en makes sense to start where there is already some poli!cal and/or community will to make
the reform happen. For example, in one country a crisis in an ins!tu!on for adults with disabili!es
provided the catalyst for a deins!tu!onalisa!on programme for adults. Only later did plans develop
for children. In other countries, it has been common to begin with children’s services.

CASE STUDY 12: REGIONAL PLANNING OF SOCIAL SERVICES IN BULGARIA
In the last decade, Bulgarian family- and community-based care and services for children and
adults with care and/or support needs have o$en been developed without a clear na!onal
strategy or a plan. This has led to an uneven distribu!on of services across the country based
mainly on the local capacity of each municipality to plan, the available financial resources and
their capacity to implement ac!vi!es. It resulted in poten!al service users not having equal
access to services.
The regional planning of services was introduced in Bulgaria in 2009, ini!ally as a pilot project
in three regions and, since 2010, in all 28 regions of the country. Supported by a relevant legal
framework, the purpose of this approach to planning is to improve the coordina!on between
the social services at regional level, to contribute to a more even distribu!on of services
and to improve coopera!on between stakeholders. Five-year strategies (2011–2016) for the
development of community-based services were dra$ed with the par!cipa!on of the main
State and non-State actors at regional level. The strategies are in line with the government
policy on deins!tu!onalisa!on and are based on the specific local context following the
assessment of needs and resources. All relevant State and non-State actors took part in this
process.
All stakeholders at the local level support this regional approach to planning, though its
results are yet to be evaluated.

2. Strategy
2.1 Overview
The strategy is the poli!cal document which provides an overall framework for guiding the reforms
in social care and other systems towards:
•

the closure of ins!tu!ons;

•

the development of community-based services; and

•

inclusive mainstream services.

Depending on the country context, the strategy could be developed at a na!onal or regional level.
It will ensure that the reform is implemented in a coordinated, holis!c and systema!c way.
Undoubtedly, the most important task for the strategy is to keep the person using or needing the
services firmly at the centre of the reforms. The problem with many reforms has been that they
focus exclusively on transforming services and realloca!ng funds. This emphasis on the macro level
risks losing sight of the needs of the individual person.168
168 Goering, P. et al. (1996) Review of Best Prac!ces in Mental Health Reform, Minister of Public Works and Government
Services Canada.
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KEY GUIDANCE 4: COMPONENTS OF THE DEINSTITUTIONALISATION
STRATEGY
•

Values and principles

•

Measures for preven!on of ins!tu!onalisa!on and family separa!on together with
measures to support transi!on from ins!tu!onal care to family and/or community
living

•

Measures to improve the func!oning of the child-protec!on, social care, health and
educa!on systems

•

Measures to improve the capacity of the workforce

•

Measures to ensure equal access to universal services, including health, educa!on,
housing and transport

•

Social inclusion and an!-poverty measures

•

Establishment of na!onal level quality standards and a func!oning inspec!on
system for service provision

•

Awareness-raising ac!vi!es

•

Required changes in the legal framework to support the implementa!on of the
strategy

•

Financial arrangements to support the implementa!on of the strategy

CASE STUDY 13: STRATEGY FOR DEINSTITUTIONALISATION OF THE
SOCIAL SERVICE SYSTEM AND ALTERNATIVE CHILD CARE IN SLOVAKIA
&‘THE STRATEGY’'169
The Strategy is a deliberately brief document. In principle, it is a policy statement which
makes the case for deins!tu!onalisa!on, states the latest EU and interna!onal policy
developments and Slovakia’s commitments, as well as the current state of affairs in social
services and childcare. The strategy gives examples of good prac!ce, but most of all it focuses
on key principles of deins!tu!onalisa!on and sets out the main implemen!ng measures and
documents, together with a !me frame for their adop!on.
The Strategy is further developed in (and should be implemented by) two na!onal ac!on
plans (‘NAPs’):
1.

NAP for the transi!on from ins!tu!onal to community-based care in the social service
system for 2012–2015.170

2.

NAP/Concept Paper on the Enforcement of Judicial Decisions in Children’s Homes for years
2012–2015, with a view to 2020.171

169 Approved by the Government resolu!on no. 761/2011 of 30 November 2011.
170 Approved by the Ministry of Labour, Social affairs and Family of the Slovak Republic (MoLSAF) on 14th December 2011.
171 Plan of transforma!on and deins!tu!onalisa!on of alterna!ve care of children: approved by Ministry of Labour, Social
Affairs and Family of the Slovak Republic on 14th December 2011.
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2.2 Principles
The strategy should formulate a clear vision of the future care system based on the principles and
values enshrined in the interna!onal human rights documents, such as the CRC, the UN Guidelines
for the Alterna!ve Care of Children, the CRPD, the Madrid Declara!on and Ac!on Plan on Ageing,
the ECHR and any other relevant instruments. Concerning children, this will, for example, involve
recognising the principles of necessity and appropriateness, i.e. the need to ensure that children
are not unnecessarily placed in alterna!ve care and that, where out-of-home care is provided,
it is provided in appropriate condi!ons and that it responds to the child’s rights, needs and best
interests.172
The strategy should also, for example, recognise that all children should grow up and develop
in a family environment, including children with disabili!es; that all children have equal rights,
therefore children with disabili!es have the same rights to family life, educa!on and health as
children without disabili!es.173 It will require a shi$ in the way people with disabili!es in general
are perceived: from pa!ents and passive objects of care to ci!zens with equal rights; the promo!on
of principles of full par!cipa!on and inclusion in society and of choice, control and independence.
It also means that the rights of older people to lead a life of dignity and independence and to
par!cipate in social and cultural life should cons!tute the leading principle in providing care for
older people.

2.3 Components of the deinstitutionalisation strategy
2.3.1

Prevention and the transition to community and independent living

A comprehensive strategy for deins!tu!onalisa!on needs to focus simultaneously on two areas:
i.

measures which seek to prevent ins!tu!onalisa!on and the need for alterna!ve care
In the case of children this involves providing support and assistance to families and parents in
order to prevent separa!on. For older people, this involves designing policies which will allow
them to stay in their own homes for as long as possible and to enjoy their independence.

ii.

measures aimed at bringing back to the community those people who are currently in
ins!tu!onal care and suppor!ng their independent living
For children, this means that priority is given to reintegra!on into the birth or extended
family, as well as the development of family-based and family-like care op!ons for those
children for whom reunifica!on is not appropriate. For people with disabili!es, including
those with mental health problems and older people, priority should be given to solu!ons
suppor!ng their independent living in the community and in their own homes. Group homes
and other similar residen!al services which combine housing with care should not be seen as
the default alterna!ve to tradi!onal ins!tu!ons (see Chapter 5).

2.3.2

Funding

Financial arrangements to support the implementa!on of the strategy should be specified: what
funds are already available, what will become available a$er the closure of the ins!tu!ons, what
addi!onal funds will be provided and what are their sources (see Chapter 6). A key factor for the
success of reform is to make sure that the funds currently used to maintain residen!al ins!tu!ons

172 United Na!ons Guidelines for the Alterna!ve Care of Children, para. 21.
173 For further informa!on see Mulheir, op. cit.
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are protected and transferred to the development of new community-based services (‘ring-fencing’
the funds). It is also important to ensure the sustainability of financing a$er implementa!on of
the strategy and the ac!on plan is complete. For many countries, EU Structural Funds will be an
important source of funding.

2.3.3

Social inclusion

The strategy should express a clear commitment to social inclusion. The closure of ins!tu!ons
and the development of a range of community-based services is only one aspect of this process.
Measures should be introduced to make public services, such as health care, educa!on, life and job
coaching, housing, transporta!on and culture, inclusive and accessible to all, regardless of their age
or impairment. They should be accompanied by ac!ons aimed at allevia!ng poverty, which is s!ll
one of the main reasons for ins!tu!onalisa!on in many countries. An!-poverty and social inclusion
policies are in line with the Europe 2020 strategy goal to reduce the number of people living in
poverty and social exclusion.

2.3.4

Quality standards for service provision174

The strategy should foresee the establishment of clear standards of service provision set at the
na!onal level and subject to inspec!on. Although services will be planned and delivered at the
local and/or regional level, it should be the responsibility of the na!onal government to set
common standards. These standards should be linked with the human rights and quality of life of
the users rather than focused on technical issues (see Chapter 9). The same standards should apply
to all services, whether they are provided by NGOs or for-profit providers, as well as local authority
or State-run services. It should be noted that standards must be part of a na!onal system for
inspec!on of the quality of services. Standards are a tool of inspec!on; without systems to inspect
and intervene where standards are not met, improvement in quality is likely to be inconsistent
across services.
A public system for the independent review of services and evalua!on of quality should be
introduced alongside the promo!on of in-house quality management systems by service providers.
Effec!ve evalua!on systems should not only look at what the providers are doing but should seek
to iden!fy the outcomes for people using the services.

2.3.5

Legal framework

The exis!ng legal framework should be revised and amended to ensure that all hindrances to
the successful implementa!on of the reforms are removed. The legisla!on should support the
full inclusion and par!cipa!on of different groups in society, in line with the main interna!onal
and European human rights documents. Together with this, the necessary legal framework for
provision, funding and access to services should be in place to ensure the sustainable provision of
services (see Chapter 4). Legisla!ve and regulatory reform is o$en needed to introduce new types
of services (such as specialist foster care), or new professions (such as Occupa!onal Therapists), in
order to ensure all required community services can be developed.

2.3.6

Capacity of the work force

The role of prac!!oners working in the statutory systems is central to the delivery of the vision
for reform. A variety of measures may be considered to increase the professional knowledge
and skills of the personnel and to ensure that they have adequate support such as training and
supervisions. However, the greatest challenge is to change the culture of the system in order to

174 Recommenda!on CM/Rec(2010)2 of the Commi&ee of Ministers to member states on deins!tu!onalisa!on and
community living of children with disabili!es.
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address and transform exis!ng prejudicial a-tudes towards the service users. It should be noted
that many personnel are low-paid and untrained. Providing care in ins!tu!ons, where staff-to-user
ra!os are insufficient, o$en results in personnel only fulfilling the bare minimum of physical care
for residents. They reap li&le reward from their work and o$en become as ins!tu!onalised as
the residents themselves. Specific ac!ons are required to empower personnel to become posi!ve
agents of change, rather than factors of resistance.175

2.3.7

Capacity of child protection and social care systems

The effec!ve func!oning of child protec!on and social care systems is central to the successful
implementa!on of the reforms. Difficul!es should be analysed and appropriate measures
implemented to ensure that there is a sufficient number of personnel and good coordina!on.
Efficient mechanisms to prevent the separa!on of children should also be in place so that families
can be referred to appropriate services, avoiding the unnecessary entry of children into alterna!ve
care and ins!tu!onalisa!on.176

KEY GUIDANCE 5: CHILD AND ADULT PROTECTION POLICIES
When conduc!ng reform, a child protec!on policy which includes provisions on
responding to child protec!on concerns should be developed as part of the reform
strategy. The policy should cover the following aspects:
•

children at risk of immediate harm;

•

allega!ons made against staff members;

•

need for placement of children at risk; and

•

emergency interven!on (e.g. to prevent severe neglect or abuse).

Together with this, a policy for the protec!on of vulnerable adults at risk of abuse should
be in place in order to ensure immediate and effec!ve response in cases of abuse or risk
of abuse.177
It should be noted that in this context ‘child protec!on’ refers strictly to the protec!on
of children from child abuse and neglect (CAN). It should not be confused with the
broader term of ‘child protec!on’ used in some countries to denote systems that look
a$er vulnerable children.

2.3.8

Awareness-raising

Awareness-raising ac!vi!es should accompany the reforms in all areas. O$en, nega!ve a-tudes
and myths about certain groups may hinder the development of community-based op!ons and
must be addressed in a !mely manner. Together with this, it is important to plan ac!vi!es to raise
the awareness about the support available in the community among people and families who are

175 Mulheir, G. & Browne, K. op. cit. pp.100–103, 107.
176 UNICEF op. cit. (2010).
177 Department of Health and Home Office (2000) No Secrets: Guidance on developing and implemen!ng mul!-agency
policies and procedures to protect vulnerable adults from abuse, Available at h&p://www.dh.gov.uk/prod_consum_
dh/groups/dh_digitalassets/@dh/@en/documents/digitalasset/dh_4074540.pdf
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users (or poten!al users) of services. This is par!cularly important for families, since family carers
themselves are not always aware of their own needs (‘hidden carers’178). Finally, it is also important
to systema!cally engage and inform the services and authori!es in the community which people
contact when they are in need, including family doctors, social and welfare services, local authori!es
and religious organisa!ons. NGOs can also play a crucial role in this.

2.3.9

Moratoria

The commitment to stop building new ins!tu!ons is seen as a central precondi!on for the success
of a deins!tu!onalisa!on strategy.179 Equally important is the need to stop new admissions into
ins!tu!ons that are in the process of closure. There may be financial incen!ves for directors of
ins!tu!ons to fill empty beds or for the local authori!es to keep the number of children high in such
facili!es where higher cost-per-child alloca!ons for children in large-scale ins!tu!ons exists, and
this needs to be addressed. The lack of support services in the community may also put pressure
on directors to con!nue admi-ng residents even though the ins!tu!on is earmarked for closure.
This, however, carries the risk of delaying the process indefinitely.
With regard to children, moratoria could be introduced as part of measures aimed at reducing
the number of children entering ins!tu!onal care and could be accompanied by ac!ons to create
incen!ves for local authori!es to invest in the development of preven!ve services.180
However, it is essen!al to ensure that a complete moratorium on admissions to ins!tu!ons is not
introduced un!l such !me as there are adequate services established to place children who do
require some form of alterna!ve care. Instead the moratorium should be introduced gradually and
in parallel with the development of community-based services. In one country where a moratorium
was introduced on the admission of babies to ins!tu!ons, it resulted in an increased number of
babies spending long periods of !me in maternity or paediatric hospital wards where the condi!ons
were o$en worse than those in the ins!tu!ons. This had a nega!ve impact on the health and
development of these children.181

2.3.10 User-led organisations
The important role that user-led organisa!ons play in suppor!ng the inclusion of service users
should be recognised in legisla!on and funding. The services for independent living that many
user-led organisa!ons provide, such as peer support, advocacy training, informa!on and advice,
should be seen as part of the mix of community-based services funded by the State. In addi!on,
they should be involved in the decision-making process at na!onal, regional and local level.
Organisa!ons represen!ng the users of psychiatry/mental health services should par!cipate on an
equal foo!ng on all pla*orms where other organisa!ons of disabled people are consulted.
Some!mes the par!cipa!on of users and their organisa!ons is done in a ‘tokenis!c’ way to show to
the public that they are involved, while in effect they have no or li&le power to influence decisions.
Meaningful user involvement is rooted in the principles of ci!zenship and democra!c par!cipa!on
and should give users more control over the way services are developed and implemented. For
people with specific difficul!es in understanding and communica!on, such as young children and
people with intellectual disabili!es, addi!onal !me and resources should be allocated to ensuring
their meaningful par!cipa!on.

178 Grundvig Learning Partnership, op. cit.
179 DECLOC Report.
180 Eurochild (2012a) De-ins!tu!onalisa!on and quality alterna!ve care for children in Europe: Lessons learned the way
forward, Working paper.
181 Mulheir, G. & Browne, K. op. cit.
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2.3.11 Learning sites and pilot projects
It is common for the introduc!on of new policies or programmes to be accompanied by
demonstra!on projects. These projects serve to show how policies work in prac!ce and serve
as learning sites. In the context of deins!tu!onalisa!on, learning sites could be used to gain
experience about the development and implementa!on of innova!ve services182 and to develop
the capacity to manage larger-scale reform programmes. Below is an example of a demonstra!on
project in the Republic of Moldova.

CASE STUDY 14: COMMUNITY FOR ALL MOLDOVA INITIATIVE183
A'er spending most of his life in a residen!al ins!tu!on in Moldova, Ion now 27, moved back
to his home village in Oxentea. With the support of the local community Ion is building his
own house on his family’s land and is growing vegetables in his garden. “I want to dig a well
here so that I don’t have to carry my water from afar and to rear birds and animals. I need to
buy the tools I need to work around the house and in my garden. One needs all kinds of tools
around the house. Also I need money to buy all these so I am looking for work in the village,
harves!ng corn, grapes…”
Scope
The Community for All Moldova ini!a!ve (C4A MD) is a demonstra!on project for the
deins!tu!onalisa!on of people with mental disabili!es184 in Moldova.185 The project aims to
transform the residen!al system of care for people with disabili!es in Moldova by pilo!ng
the closure of the ins!tu!on for boys and men with mental disabili!es in Orhei and replacing
it with a range of community-based services and support. In order to ensure a sustainable
shi$ from ins!tu!ons to community living, emphasis is also placed on developing policy,
legisla!on and building local capacity for managing deins!tu!onalisa!on projects and the
provision of quality community-based care.
Background
Moldova’s system of care and support for people with disabili!es is based predominantly on
ins!tu!onal care. Many people with disabili!es, in par!cular those with mental disabili!es,
are isolated in large residen!al ins!tu!ons or at home with no support. They are excluded
from community life with no access to educa!on or employment. In recent years, Moldova
has shi$ed towards the social inclusion of people with disabili!es and subsequently adopted
a Strategy for the Social Inclusion of Persons with Disabili!es and ra!fied the CRPD. It also
ini!ated the process of reforming the residen!al care system for children; however children
with mental disabili!es were not included in this process un!l the incep!on of the C4A MD.
The shi$ in Moldova’s policy was not complemented straightaway by measures for prac!cal
implementa!on. When the C4A MD ini!a!ve was established at the end of 2008, the legisla!on
and financing mechanisms for welfare and educa!on services provided solely for ins!tu!ons.
The few community-based services opera!ng in the country had been established by NGOs
and operated mostly with donor funding. There was very limited capacity, even among NGOs,

182 DECLOC Report, p.103.
183 This case study was submi&ed by Raluca Bunea at the Open Society Mental Health Ini!a!ve, Budapest, Hungary.
184 The Community for All Moldova ini!a!ve uses the term ‘people with mental disabili!es’ to refer to people with
intellectual disabili!es and/or people with mental health problems.
185 The ini!a!ve was established through a partnership between the Open Society Mental Health Ini!a!ve (MHI)/ Soros
Founda!on – Moldova (SFM), the Ministry of Labour, Social Protec!on and Family, and Keystone Human Services
Interna!onal USA (KHSI) / Keystone Human Services Interna!onal Moldova Associa!on (KHSIMA).
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to support children with moderate and profound disabili!es and almost no capacity to work
with adults with mental disabili!es in the community.
Outcomes
The implementa!on of C4A MD ini!a!ve has been successful in ini!a!ng the shi$ from
ins!tu!ons to community-based services and in demonstra!ng that all people with mental
disabili!es can live in the community when the right support and services are available. It
has also been successful in including the community-based system in policy and legisla!on
and advoca!ng for the redirec!on of funding from ins!tu!ons to community-based services.
While there is s!ll a long way to go before the ins!tu!on is closed, the successes thus far
have accelerated the pace of reform, paving the way for community living and establishing a
community-based system of care recognised in policy and legisla!on.
Key results
•

More than 70 people were deins!tu!onalised through family reintegra!on or placement
in foster care, shared/family living arrangements, and community- based housing.

•

More than 40 people were prevented from entering the ins!tu!on and included in
services in the community.

•

The policy framework was strengthened: the Strategy and Law for the Social Inclusion
of People with Disabili!es were adopted by the Parliament; the CRPD was ra!fied.

•

Secondary legisla!on for community-based services was adopted: all the services piloted
in the C4A MD are now regulated in secondary legisla!on and a na!onal mechanism
for redirec!ng funding from residen!al ins!tu!ons to community-based services was
adopted.

•

Many of the services developed are funded from State budgets through local authori!es.

•

Capacity and resources were developed in mainstream schools to include children with
disabili!es in several regions of the country.

•

Basic community-based supports are available throughout the country through the
opera!on of mobile teams.

The na!onal media regularly features success stories of people with disabili!es and their families,
helping challenge the s!gma related to disability and change a-tudes at community level.
Challenges
The process of deins!tu!onalisa!on has been a complex one. The C4A MD project was
ini!ated in 2008 and in the last four years 110 people have either moved out of Orhei into
community living or were prevented from ins!tu!onalisa!on. There are s!ll over 250 people
within Orhei and thousands in several other similar ins!tu!ons in Moldova. In order to make
community living a reality for all people with disabili!es in Moldova, there needs to be strong
and sustained poli!cal will and resource commitment to support the complete shi$ from
ins!tu!ons to a community-based system of care. Con!nuous investment needs to be made
in building skills, knowledge, services, and infrastructure that allow for people with mental
disabili!es to live and par!cipate in communi!es as equal ci!zens.
Key challenges:
•

Complexity of the approach: the need to ensure placement in the community, access to
mainstream services, access to specialised services (which need to be created), access
to educa!on and employment.
(con!nues on next page)
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CASE STUDY 14 (con!nued from previous page)
•

Resistance from the ins!tu!on.

•

Limited capacity among service providers (public and NGOs) to provide services to
people with mental disabili!es.

•

Maintaining poli!cal will among local governments when there are few incen!ves
and many responsibili!es with regard to having community-based services in their
jurisdic!on.

•

Ministry of Finance: rigidity to move towards funding for community-based services;
cost efficiency vs. funding for social change approach.

•

Engaging other donors, including the European Union, to provide bridge funding to
sustain the deins!tu!onalisa!on effort.186

3. Developing an action plan
Policies for deins!tu!onalisa!on and the development of community-based services too
o$en remain at the level of declara!ons without prac!cal implementa!on. In countries where
implementa!on has been successful, the existence of comprehensive short-term and long-term
plans has been a crucial factor.187 Realis!c ac!on plans, which accompany the strategy, should be
developed with the involvement of all stakeholders.
As it is not likely that any government would have the resources to implement deins!tu!onalisa!on
simultaneously for all people currently living in segregated se-ngs, the plan should clarify the
group of people (such as children under the age of three or older people) which would be the
immediate priority. This should be decided on the basis of the assessment of the situa!on and in
consulta!on with all stakeholders.
In addi!on, it is recommended the ac!on plan should comprise at least the following elements:
•

composi!on and role of the management and leadership team;

•

ac!vi!es corresponding to the goals and measures in the strategy;

•

!me frame;

•

responsible ins!tu!ons and people;

•

services that will be developed;

•

costs, available resources and funding required; and

•

monitoring and evalua!on framework.

The incorpora!on of a monitoring and evalua!on framework into the ac!on plan is essen!al. It
will provide ongoing informa!on about the progress of the reform and give an indica!on of the
problems encountered, which should then be addressed in a !mely manner before they escalate
into crisis. The framework should include: monitoring and evalua!on indicators, responsibili!es for
coordina!on of the process and !meframe (e.g.at what periods will the plan be reviewed).

186 For further informa!on see: Videos of success stories h&p://www.inclusion.md/ro/videogallery/9 and h&p://www.
youtube.com/watch?v=sCsZviOCxSE. For policy and legisla!on in Russian and Romanian, see h&p://www.mpsfc.gov.
md/md/hotariri/ and h&p://www.mpsfc.gov.md/md/legi/
187 Freyhoff, G. et al. op. cit.
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KEY GUIDANCE 6: PLANS FOR THE CLOSURE OF INSTITUTIONS
For each ins!tu!on earmarked for closure, the following plans should also be
developed.188 These plans will help carry out the na!onal ac!on plan at the local level.
•

Plans for the prepara!on/support and transi!on of users to community living,
based on their individual needs and preferences (Chapters 7 and 8).

•

Plans for the development of community-based services, which take into account
the needs and preferences of the users (Chapter 5).

•

Plans for the redeployment and training of personnel, considering individual
preferences and the requirements of the new services (Chapters 10 and 9).

•

Plan for the alterna!ve use of land and/or the building/s of the ins!tu!on (Chapter 6).

•

Funds and funding sources (Chapter 6).

•

Prepara!on of the local community – e.g. awareness raising and educa!on
ac!vi!es (Chapter 8).

Plans for deins!tu!onalisa!on are o$en developed “under condi!ons of maximum ignorance
and minimum experience”189 and therefore it is likely that plans may need to be modified as
implementa!on progresses. This should not be seen as a problem, but rather as a normal part
of the process of implementa!on of ac!vi!es: monitoring, reviewing and revising the ac!vi!es
based on lessons learned. It is essen!al however, that reviewing and revising plans does not lead
to indefinite postponement and that proposed changes are based on the human rights values and
principles and are made in consulta!on with all the key stakeholders.

CASE STUDY 15: DEINSTITUTIONALISATION IN THE PSYCHIATRIC FIELD:
A PROJECT FOR DEVELOPMENT OF ADULT PSYCHIATRIC SERVICES IN
CENTRAL FINLAND &2005(2010'
In 2005, the number of pa!ents in psychiatric hospitals in Central Finland significantly exceeded
that of the rest of the country. There were considerable differences between municipali!es
regarding the use of hospital treatment and the resources available for outpa!ent care, with
no home treatment teams or ‘mobile teams’ in the province. The inadequate open care
services had led to the inappropriate use of in-pa!ent care with a lack of good prac!ces.
The goal of the project was to create a comprehensive plan for the development of psychiatric
services in Central Finland covering the principles of good prac!ce, the main types of service
and models of care, division of responsibili!es and grada!on of services (primary versus
specialist care), structure and resources of the care system, follow-up, evalua!on and costs.
The plan was to be developed in co-opera!on with municipali!es, health care centres,
community mental health teams, psychiatric hospitals and social services.
(con!nues on next page)

188 DECLOC Report, p.55.
189 DECLOC Report, p.57.
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CASE STUDY 15 (con!nued from previous page)
The specific objec!ves set in 2005 included:
•

the development of a centred outpa!ent care system;

•

the establishment of unified standards for outpa!ent services in the region;

•

a versa!le open care system (including psychiatric emergency duty teams, mobile
teams, home-based care and graduated residen!al rehabilita!on);

•

hospital treatment organised in fewer units than before;

•

a clear division of responsibili!es and coopera!on between general services and
specialist care;

•

evalua!on, development and training; and

•

the crea!on of a cost-effec!ve care system.

The most valuable changes arising from the project were:
•

the development of a range of community-based services including acute home
treatment teams, depression nurses, home-based rehabilita!on and a psycho-geriatric
consulta!on team (consulta!on services given by psychiatric nurses);

•

the establishment of centred open care services and Community Mental Health Teams
in connec!on with the Health Care Centres; and

•

coopera!on between the different units and organisa!ons in the field of psychiatric
care.

As a result, the provision of adult psychiatric hospital care went down from three hospitals
and 0.95 pa!ents-beds per 1000 inhabitants in 2005 to two hospitals and 0.43 pa!ents-beds
per 1000 inhabitants in 2011.

Further reading
Informa!on about the role of local government in achieving inclusion of people with intellectual
disabili!es (online resource, available at: h&p://www.idea.gov.uk/idk/core/page.do?pageId=606
6096).
Towell, D. & Beardshaw, V. (1991) Enabling Community Integra!on: The Role of Public Authori!es
in Promo!ng an Ordinary Life for People with Learning Disabili!es in the 1990s. London: The King’s
Fund.

Tools
Parker, C. (2011), A Community for All Checklist: Implemen!ng Ar!cle 19, A Guide for Monitoring
Progress on the Implementa!on of Ar!cle 19 of the Conven!on on the Rights of Persons with
Disabili!es, Open Society Public Health Program, Open Society Founda!ons, available at: h&p://
www.soros.org/sites/default/files/community-for-all-checklist-20111202_0.pdf
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CHAPTER 4:
ESTABLISHING THE LEGAL FRAMEWORK
FOR COMMUNITY-BASED SERVICES
Once the decision to replace ins!tu!ons with family-based and community-based alterna!ves has
been taken, it is important to build legisla!ve support for the inclusion of children, people with
disabili!es, people with mental health problems and older people in society.
During this process, exis!ng legisla!on and policies should be reviewed. Any obstacles to the
provision of quality family-based care and services in the community, as well as obstacles to
accessing mainstream services, par!cipa!on in society and user involvement, should be eliminated.
Instead, legisla!on and policies that support family and community inclusion and par!cipa!on
should be adopted.

Obliga!ons under the UN Conven!on on the Rights of Persons with Disabili!es
Governments must ensure that their laws and prac!ces are consistent with the CRPD. They
must “take all appropriate measures, including legisla!on, to modify or abolish exis!ng
laws, regula!ons, customs and prac!ces that cons!tute discrimina!on against persons with
disabili!es” (Ar!cle 4(1)(b)). One of the first steps in this process should be “a comprehensive
review of na!onal legisla!on and policy”, extending beyond disability legisla!on.190

Obliga!ons under the UN Conven!on on the Rights of the Child
The CRC recognises that special arrangements need to be made for children with disabili!es
to ensure that their rights are respected. The assistance “shall be designed to ensure that the
disabled child has effec!ve access to and receives educa!on, training, health care services,
rehabilita!on services, prepara!on for employment and recrea!on opportuni!es in a manner
conducive to the child’s achieving the fullest possible social integra!on and individual
development, including his or her cultural and spiritual development.”191 Countries must also
ensure that children are not separated from their parents against their will, unless this is in
the best interest of the child (Ar!cle 9). Furthermore, children temporarily or permanent
deprived of family care are en!tled to special protec!on and assistance by the State (Ar!cle
20) and their placement into care must be reviewed periodically (Ar!cle 25). All these
provisions should be transposed into na!onal law in order to ensure preven!on and quality
alterna!ve care services.

190 Parker, C., op. cit., p.11.
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1. The right to live in the community
In line with the CRC, the CRPD and other relevant trea!es (see Chapter 1), legisla!on should support
the principle that children should grow up in a family environment. It should also support the right
of people with disabili!es and mental health problems to live independently and be included in the
community.
In order to protect the rights of the child, legisla!on should provide for the following: the right of
children to remain in a family environment wherever possible, guidance around the placement and
alterna!ve care planning when necessary and addi!onal support for children with disabili!es. This
support includes the provision of community-based healthcare and inclusive educa!on that make
it possible for children to receive adequate health care and educa!on, while remaining with their
family and integrated within their community.
If explicitly stated, the right to independent living can ensure that people with disabili!es and
people with mental health problems receive the required support in the community as a ma&er
of en!tlement. This means that it is not at the discre!on of na!onal, regional or local authori!es
to decide whether such support will be provided or not. It also ensures that in !mes of economic
crises, individuals do not lose the support they need as part of austerity measures.
The Office of the High Commissioner for Human Rights recommends that, in line with the CRPD,
“legisla!ve frameworks shall include the recogni!on of the right to access support services required
to enable independent living and inclusion in community life, and the guarantee that independent
living support should be provided and arranged on the basis of the individual’s own choices and
aspira!ons...”192

CASE STUDY 16: LEGAL PROVISION FOR LIVING ARRANGEMENTS
Sweden is one of the few European countries to have legal provisions on the right to living
arrangements and support.
Based on the Law on Special Support and Services for People with Disabili!es (LSS),193 people
with disabili!es can benefit from one or more of the following services: personal assistance,
companion services, contact person (support person), relief services in the home, short-term
child-minding of school children over the age of 12, short stay away from home (respite care),
group homes for children and adults, daily ac!vi!es, counselling and other personal support.
The same law provides for the right to a place in a group home, an apartment with special
services or another specially adapted apartment for individuals deemed to have large or
persistent difficul!es in managing daily life.194

191 Ar!cle 23.
192 Ibid., p.17.
193 Law (1993):387.
194 European Union Agency for Fundamental Rights (2012a) Choice and control: The right to independent living, Experiences
of persons with intellectual disabili!es and persons with mental health problems in nine EU Member States, Vienna:
EU FRA.
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2. Access to mainstream services and facilities
For deins!tu!onalisa!on to be successful, children and adults with care and support needs, who
are living or moving into the community from an ins!tu!on, should have access to mainstream
services and facili!es.
This includes, for example, access to social housing, educa!on, employment, health care, transport,
sports and cultural facili!es, childcare facili!es and any other services from which the community
benefits. Relevant an!-discrimina!on legisla!on is therefore necessary to ensure that different groups
(such as children placed in alterna!ve care, children and adults with disabili!es and older people) are
not discriminated against in terms of their ability to access mainstream services and facili!es.
Some groups may also face mul!ple discrimina!on, for example on grounds of ethnicity or sexual
orienta!on. Adequate an!-discrimina!on legisla!on should guarantee that necessary supports will
be made available for everyone to enjoy equal access to mainstream services. This could include,
for example, teaching assistants ensuring that children with disabili!es or children from ethnic
or migrant backgrounds can take part in mainstream educa!on, or the provision of technical aids
to enable adults with disabili!es to be a part of the mainstream workplace. Protec!on should
also extend to family members of service users. For example, parents should not be denied family
benefits and support services because they are not married or because they live in a single or a
same-sex household.
Local authori!es and NGOs providing services to the groups men!oned above should promote the
benefits of universally accessible mainstream services. This approach will contribute to developing
mutual understanding and acceptance among the groups since, for example, facili!es made accessible
to people with disabili!es will also be of use to older people and parents with small children.
It is equally important that civil and poli!cal rights, such as the right to vote, to marry or have
children, are not denied to individuals on grounds of disability or age. When building communi! es
for all, countries should strive to eliminate barriers to par!cipa!on in all aspects of life.

3. Legal capacity and guardianship
It is es!mated that around one million adults in Europe – mainly people with intellectual disabili!es
and/or mental health problems – are subject to some form of guardianship, either par!al or
plenary.195 Their guardians are either family members or representa!ves of the State (for example,
directors of ins!tu!ons, other social care personnel or mayors of municipali!es). Those under
plenary guardianship lose almost all of their civil rights and require a guardian to make legallyeffec!ve decisions for them in most areas of life.196
There is a close link between guardianship and ins!tu!onalisa!on, as many adults are placed in
long-stay ins!tu!ons or hospitals by their legally-appointed guardians against their will or through
the lack of informed consent. Studies also show that guardianship can be used by families to
‘remove and place’ unwanted family members with mental health problems in ins!tu!ons.197

195 A plenary guardian can be appointed if the court makes a finding of complete incapacity of a person. The guardian has
the power to exercise the all legal rights and du!es on behalf of the person.
196 Council of Europe, Commissioner for Human Rights, Who Gets to Decide? Right to Legal Capacity for Persons with
Intellectual and Psychosocial Disabili!es, CommDH/IssuePaper (2012a)2, para. 2.1.
197 MDAC-Shine (2011) Out of Sight – Human Rights in Psychiatric Ins!tu!ons and Social Care Homes in Croa!a, BudapestZagreb, available at: h&p://www.mdac.info/sites/mdac.info/files/croa!areport2011_en.pdf
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The fact that those subject to guardianship are unable to make any of the more important decisions
in life, such as where, how and with whom they would like to live, makes this system incompa!ble
with the right to live in the community. The placement of individuals in ins!tu!onal care by their
guardians has also been condemned by the European Court of Human Rights, which ruled in a
recent case that systems should give more weight to the individual’s own decisions. 198
For children in ins!tu!ons, guardianship can also present a significant challenge. In some countries,
the local authority acts as the legal guardian for the child and is also the body that makes the
decision on alloca!on of local funds for care services. This can result in a conflict of interests, as a
result of which children are placed in ins!tu!ons outside the local authority and funded by central
government, rather than the local authority budget. In a number of countries, the role of legal
guardian is not sufficiently resourced to ensure that guardians are able to act in the genuine best
interests of children.199
Review of legal capacity legisla!on, which should include the aboli!on of plenary guardianship,
should therefore form part of the transi!on to community-based services. Instead of guardianship,
countries should adopt legisla!on which will allow individuals to be supported in making decisions,
in line with Ar!cle 12 of the CRPD and the ECHR.

4. Involuntary placement and involuntary treatment
Involuntary placement and involuntary treatment are of par!cular relevance to people with mental
health problems, who may be placed in a psychiatric hospital, restrained, forced to take medica!on
or subjected to other medical procedures against their will. Informa!on collected by Mental Health
Europe shows that the majority of people with disabili!es living in ins!tu!ons, regardless of the
psychiatric diagnosis, receive an!-psycho!c drugs, o$en without their consent.200
There is also evidence that other ins!tu!ons for children and for adults with disabili!es make
arbitrary use of psychiatric drugs to control behaviour, where there is no psychiatric diagnosis and
no regular review of medica!on.201
The European Commission’s 2005 Green Paper acknowledged that compulsory placement and
treatment ‘affect severely’ pa!ents’ rights and should only be applied as a last resort, where less
restric!ve alterna!ves have failed. In addi!on, countries should ensure that their legal frameworks
in this area do not hinder the op!ons of people with mental health problems to live in the
community.202

198 Stanev v. Bulgaria 36760/06 (2012) ECHR 46, (2012) MHLO 1.
199 Lumos’ unpublished research.
200 Informa!on obtained by Mental Health Europe during a field visit in Hungary in 2011.
201 Lumos’ unpublished research.
202 European Union Agency for Fundamental Rights, op. cit. (2012).
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UN HANDBOOK FOR PARLIAMENTARIANS ON THE CONVENTION ON THE
RIGHTS OF PERSONS WITH DISABILITIES AND ITS OPTIONAL PROTOCOL AND
CONCLUDING OBSERVATIONS OF THE CRPD COMMITTEE
“A State should carefully review its laws and their opera!on, par!cularly in areas such as
depriva!on of liberty of persons with disabili!es, including those with intellectual and
mental disabili!es. For example, States should note the Conven!on’s requirements on
independent living within the community instead of forced ins!tu!onaliza!on or forced
medical interven!ons, and should ensure that there are laws and procedures to monitor the
opera!on of this legisla!on, inves!gate cases of abuse and impose puni!ve measures, as
necessary (Ar!cle 16 (4)).”203
Furthermore, in its concluding observa!ons, the Commi&ee on the Rights of Persons with
Disabili!es recommended that States “review […] laws that allow for the depriva!on of
liberty on the basis of disability, including mental, psychosocial or intellectual disabili!es;
repeal provisions that authorize involuntary internment linked to an apparent or diagnosed
disability; and adopt measures to ensure that health-care services, including all mental health
care services, are based on the informed consent of the person concerned.”204

5. Provision of community-based services
Alongside the development of community-based services, countries should establish the legal and
regulatory framework governing the delivery of, access to and funding for services. This is important
in order to ensure that services are sustainable beyond the finalisa!on of a deins!tu!onalisa!on
plan or strategy.

5.1 Funding services
A moratorium on the building of new ins!tu!ons, which can be a part of a na!onal deins!tu!onalisa!on strategy, should involve blocking the use of all public funds for this purpose. This should
extend to major renova!on projects of exis!ng ins!tu!ons (with the excep!on of life-saving
interven!ons), which would make it difficult to jus!fy closing the ins!tu!on in the short term.
The prohibi!on of public funding for the building of new ins!tu!ons should encompass European
funding, notably the Structural Funds and the Instrument for Pre-Accession (IPA). Already, the
proposed Structural Funds Regula!ons for 2014–2020 support investments into community-based
alterna!ves to ins!tu!onal care. This is explained in more detail in the Toolkit that accompanies
these Guidelines.

203 United Na!ons (2007) From exclusion to equality: Realizing the rights of persons with disabili!es – Handbook for
Parliamentarians on the Conven!on on the Rights of Persons with Disabili!es and its Op!onal Protocol, Geneva, h&p://
www.un.org/disabili!es/default.asp?id=242, p.70.
204 Concluding observa!ons of the CRPD Commi&ee for Spain, para. 36, available at: h&p://www.ohchr.org/EN/HRBodies/
CRPD/Pages/Session6.aspx
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5.2 Local responsibility for the local population
It is important that relevant agencies in a local area are made responsible for providing services to
all local residents who need them.205 Where individuals are moving from one area to another (for
example, leaving the ins!tu!on and moving back to their home town), coopera!on between local
authori!es is crucial. This is to avoid one local authority relinquishing responsibility before another
one has taken over, leading to individuals falling through the gaps in service provision.206

5.3 Supporting service provision by NGOs
While recognising that the provision of community-based services to those who need them is the
responsibility of the State, NGOs should be encouraged to provide high-quality services. The State
should establish regula!ons to enable contrac!ng of NGOs to provide services. In countries where
high-quality community-based services are severely under-developed, such organisa!ons are o$en
the source of innova!ve prac!ce and are able to respond well to local needs.
NGOs providing community-based services should not have to rely on types of funding which
make it difficult to secure long-term provision, as this can result in the services being suddenly
suspended, leaving service users in a very vulnerable posi!on. This can poten!ally result in their
ins!tu!onalisa!on or re-ins!tu!onalisa!on.
At the same !me, this must be balanced with the development of State regula!on of NGOs in
rela!on to quality assurance, such as cer!fica!on as a provider of a given service, together with
subsequent repor!ng and inspec!on. It is recommended that NGO-led services are funded through
clear contracts or grant agreements that set out which services will be provided at what cost.
This should be achieved on a needs-led basis, iden!fied jointly by the NGO and a public authority,
ensuring consistency with the vision for person-centred and community-based services. This
should prevent situa!ons where ins!tu!onal care providers register as NGOs in order to a&ract
donors and to avoid supervision or monitoring.

TESTIMONIAL 3: SUPPORTING SERVICE PROVISION TO NGOS
“Short-term funding not only makes it difficult for NGOs to guarantee ongoing community
support for vulnerable individuals, but also creates an environment where vast amounts of
!me and energy are channelled into fundraising and accoun!ng to donors, which detracts
from !me available to deliver the service. Some of the best prac!ce in many sectors comes
from NGOs who are able to focus on a par!cular area and develop into a centre of excellence.
Governments need to capitalise on this and create an environment where support and longterm funding is allocated to organisa!ons able to demonstrate quality and outcomes, as this
will ul!mately benefit service users and support a more rapid deins!tu!onalisa!on strategy.
There must be also systems in place to assess the quality of services provided both by the
State and NGO providers”.207

205 DECLOC Report, p.101.
206 Mulheir, G. & Browne, K. op. cit., p.133.
207 Quote by a member organisa!on of Eurochild.
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5.4 Health and Safety Regulations
Health and Safety Regula!ons, which are o$en applied in ins!tu!ons, can be an obstacle to
providing services in the community. Such regula!ons are focused on elimina!ng risk based on
worst-case scenarios, and are applied universally without considering individuals’ abili!es and
support needs. A preferred approach, used in some countries, is to build risk management into
person-centred planning. This consists of individuals and, where relevant, their families, iden!fying
risks and developing risk management approaches and backup plans to protect themselves from
poten!al risks.208

Further reading
Council of Europe, Commissioner for Human Rights, Who Gets to Decide? Right to Legal Capacity
for Persons with Intellectual and Psychosocial Disabili!es, CommDH/IssuePaper(2012)2.
Parker, C. (2011), A Community for All: Implemen!ng Ar!cle 19, A Guide for Monitoring Progress on
the Implementa!on of Ar!cle 19 of the Conven!on on the Rights of Persons with Disabili!es, Open
Society Public Health Program, Open Society Founda!ons.
United Na!ons, From exclusion to equality: Realizing the rights of persons with disabili!es –
Handbook for Parliamentarians on the Conven!on on the Rights of Persons with Disabili!es and its
Op!onal Protocol, Geneva 2007.

208 Power, op. cit., p.33.
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CHAPTER 5:
DEVELOPING A RANGE OF SERVICES IN THE
COMMUNITY
This chapter looks at different types of community-based services for families and children as well as
for adults and older people. It stresses the need for strategies for the preven!on of family separa!on,
for family reintegra!on and the development of family-based, high-quality op!ons for alterna!ve
care. In addi!on, it highlights the importance of community-based services for independent living
and living arrangements that enable users to make choices and have more control over their lives.
The involvement of users and families in the development and implementa!on of these services
should be seen as a priority.

Obliga!ons under the UN Conven!on on the Rights of Persons with Disabili!es
Ar!cle 19 of the CRPD sets out measures State Par!es must take to ensure people with
disabili!es are able to “live in the community, with choices equal to others”. These include
giving people with disabili!es an opportunity to choose where and with whom they would
like to live on an equal basis with others, and not obliging them to live in a par!cular living
arrangement. It further includes an obliga!on to provide people with disabili!es with access
“to a range of in-home, residen!al and other community support services, including personal
assistance”. It is clear that this excludes ins!tu!onal care because services provided must
support “living and inclusion in community” and prevent “isola!on or segrega!on from the
community”. Finally, States should ensure people with disabili!es have access to mainstream
services which have to be “responsive to their needs”. When considering services that have
to be developed, it is important that Ar!cle 19 is read in conjunc!on with other CRPD ar!cles,
such as Ar!cle 26 (Habilita!on and rehabilita!on), Ar!cle 27 (The right to work on an equal
basis with others), Ar!cle 24 (Educa!on), Ar!cle 25 (Health) etc.

Obliga!ons under the UN Conven!on on the Rights of the Child
According to the CRC children have the right, as far as possible, to know and be cared for by their
parents (Ar!cle 7) and should not be separated from their parents against their will unless
in the best interest of the child (Ar!cle 9). The State has a duty to provide support to the
parents to assist them in their parental responsibili!es (Ar!cle 18) and if they are unable to
look a$er them, the child has a right to subs!tute family care (Ar!cle 20). Disabled children
also have a right to “effec!ve access to and receive educa!on, training, health care services,
rehabilita!on services, prepara!on for employment” (Ar!cle 23).
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1. Principles
Before developing services it is important to build a clear vision of the service model and the
principles on which it should be based with a view to respec!ng the rights of all service users. There
is a growing interna!onal consensus209 on the following principles for social services, which should
be applied regardless of the type of service (including residen!al services).

1.1 Full participation in the community
Services should enable individual users and families to par!cipate in the community on an equal
basis with others. Some!mes the principle of community living is understood narrowly as being
resident in the community. This may lead to a model of service provision which perpetuates the
isola!on of users from the community by focusing, for example, on developing residen!al services
(such as ‘group homes’) as the main alterna!ve to the system of ins!tu!onal care. Instead, a wide
range of services should be developed which will remove barriers to par!cipa!on and ensure
access to mainstream services, thus contribu!ng to social inclusion. For children this would mean
being able to go to mainstream kindergartens and schools, to take part in sports ac!vi!es etc.;
for adults, examples include having access to con!nuing educa!on and meaningful employment
opportuni!es.

1.2 Choice and control
This reflects a move away from the view of people using services as ‘objects of care’ and of
professionals as being ‘the experts’ in their care. It recognises the right of individuals and families
to make decisions about their lives and to have control over the support they receive. Children
should also be encouraged and supported to express their opinion and preferences – their views
should be respected and taken into considera!on when making decisions about them. Access to
informa!on, advice and advocacy should be provided for people to be able to make informed
choices about the support and, if relevant, the treatment they want.

1.3 Person-centred and child-centred support
Tradi!onally, support has been provided in a service-centred way; that is, trying to fit the person
into exis!ng service op!ons. Instead, the needs and preferences of the person and the child should
be at the centre and the support should be tailored to their individual situa!on and should offer
personal choices. This means that users and families should also be ac!vely involved in the design
and the evalua!on of services.

1.4 Continuity of service delivery
The support should be provided for the dura!on of the need and amended in accordance with the
changing needs and preferences of the users. This is also important for children and young people
leaving care who should receive support for as long as needed to prepare for their transi!on to
independence.210
209 See for example Social Protec!on Commi&ee (2010) A voluntary European quality framework for social services,
SPC/2010/10/8 final; Mansell, J. & Beadle-Brown, J. (2009) “Dispersed or clustered housing for adults with intellectual
disability: A systema!c review”, in Journal of Intellectual & Developmental Disability, 34(4):313–323; Carr, S. op cit;
Health Service Execu!ve op. cit.; Power, Andrew op. cit.; and Ad Hoc Expert Group Report.
210 On care leavers, see the United Na!ons Guidelines on Alterna!ve Care of Children, paras. 131–136.
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1.5 Separation of housing and support
The type and level of support individuals receive should not be determined by where they live,
but by their needs and requirements. Support should follow the person wherever they live; even
high levels of support can be provided in ordinary housing. Separa!ng the provision of housing and
support will ensure that individuals will not lose their support should they decide to change their
living arrangements, for whatever reason.

1.6 Dispersed over campus/cluster-style housing
‘Dispersed housing’ refers to “apartments and houses of the same types and sizes as the majority
of the popula!on live in, sca&ered throughout residen!al neighbourhoods among the rest of
the popula!on”.211 Campus or cluster-style housing is used to describe “provision of a complex
of houses on a specialised campus, or homes for people with disabili!es (or older people) which
are clustered in a specific housing estate or street.”212 Between the two approaches, dispersed
housing has been shown to provide be&er quality outcomes for its inhabitants. The disadvantages
of campus/cluster housing iden!fied include:
•

the size of the living unit;

•

less home-like se-ng and furnishings;

•

lower staffing ra!os;

•

greater use of an!-psycho!c and an!-depressant medica!on;

•

less choice; and

•

smaller social networks.

The excep!ons to this are some situa!ons where people choose to live communally in village
communi!es, where these then serve a mixed popula!on of disabled and able-bodied individuals.

2. Preventing institutionalisation
2.1 The need for prevention and the importance of families
A comprehensive transforma!on of the care system towards decreasing reliance on ins!tu!onal
and residen!al care and towards family and community-based services should priori!se the
introduc!on of effec!ve preven!ve measures. If the root causes for ins!tu!onalisa!on are not
properly addressed and if the mechanisms to prevent admissions to ins!tu!ons are ineffec!ve, the
efforts to end the provision of ins!tu!onal care are likely to be unsuccessful because the places
vacated by the people who have le$ the ins!tu!ons will be quickly filled in by newcomers.
It should be pointed out that in the context of children’s services, preven!on refers not only to
measures aimed at reducing the flow of children into residen!al care but also at avoiding the
separa!on of the child from their family of origin, thus reducing the entry-flow into the formal care
in general. The underlying principle is that the family is the most appropriate environment for the
survival, protec!on and development of the child and that parents have the primary responsibility

211 Health Service Execu!ve, op. cit., p.72.
212 Ibid.
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for raising their children.213 All children, including children with disabili!es, are in principle best
cared for and nurtured in their own families, provided that families receive adequate support to
perform their parental responsibili!es.
Preven!on strategies (see below) should aim to support individuals and families and avoid blaming
them for being poor or s!gma!sing them because of their origin, non-tradi!onal family structure,
customs and ways of life.
It is a ma&er of great concern that poverty is s!ll a reason for the removal of children from parental
care, while the UN Guidelines explicitly advise against this.214 The decision to remove a child from
parental care solely on the basis of considera!ons regarding the material condi!ons or the ethnicity
of parents is based on the so called ‘rescue mentality’: the belief that the children are be&er cared
for and have be&er life chances being brought up away from (‘rescued from’) their own families215,
which reflects the exis!ng societal stereotypes and prejudices against people and groups who
differ from the majority of the popula!on.

2.2 Abuse/neglect in families
The excep!on to the principle that the family is the most appropriate environment for the child is a
situa!on where a family’s ac!ons or lack of ac!on results in risk of serious harm as a result of abuse
or neglect. In these cases, an alterna!ve care op!on might be in the best interest of the child.
Indeed, alterna!ve care is some!mes an absolute necessity in order to protect the child. In these
situa!ons, the decision about the most appropriate op!on should be made in consulta!on with the
child (where age and understanding allow) and any placement in residen!al care should be seen
as a last resort and accompanied by an individual care plan. Where possible, efforts should then be
made to help the parents rehabilitate, with a view to reunifica!on. Thus, the effort to prevent the
separa!on of children from their parents should involve both support for families and the provision
of appropriate care and protec!on for vulnerable children.216

2.3 Older people
For older people, the issue of ins!tu!onalisa!on and deins!tu!onalisa!on is, in many cases, very
specific, as they normally move into ins!tu!ons at an increasingly later stage in their lives. Advance
care planning and end-of-life-care therefore concern the preven!on of ins!tu!onalisa!on, rather
than permanent changes in living and caring condi!ons.
Embedding preven!on and rehabilita!on within long-term care for older people at a na!onal,
systemic level is of utmost importance and is becoming more widely acknowledged amongst EU
countries. It refers to “helping older people to stay healthier, more independent and more socially
included for longer and to recover all these capaci!es as fully as possible when they do require
hospital treatment”.217 First steps can be recognised in ini!a!ves such as: na!onal awarenessraising events and mul!disciplinary preven!ve and rehabilita!ve services in community se-ngs.
213 United Na!ons Conven!on on the Rights of the Child.
214 United Na!ons Guidelines for the Alterna!ve Care of Children, para. 14.
215 Fox-Harding (1997) quoted in Bilson, A. & Cox, P. (2007) “Caring about Poverty”, Journal of Children and Poverty,
13(1):37–55.
216 United Na!ons Guidelines for the Alterna!ve Care of Children, para. 8.
217 Kümpers, S., Allen, K., Campbell, L., Dieterich, A., Glasby, J., Kagialaris, G., Mastroyiannakis, T., Pokrajac, T., Ruppe, G.,
Turk, E., van der Veen, R. & Wagner, L. (2010) Preven!on and rehabilita!on within long-term care across Europe –
European Overview Paper. Berlin/Vienna: Social Science Research Centre/European Centre for Social Welfare. Policy and
Research, p.21. Available at h&p://interlinks.euro.centre.org/sites/default/files/WP3_Overview_FINAL_04_11.pdf
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3. Prevention strategy measures
In general, an effec!ve preven!on strategy should combine a variety of measures in different areas,
such as:
•

Universal access: As a more general preven!ve measure (primary preven!on) universal access
should be provided to quality health care, employment, educa!on, housing, informa!on and
communica!on218;

•

Reforms in relevant systems: A comprehensive strategy should also engage with reforms
in the health, social care and child protec!on systems. This is because they can contribute
to ins!tu!onalisa!on either by failing to prevent admissions to ins!tu!ons or by ac!vely
promo!ng ins!tu!onalisa!on as an op!on (see Chapter 3). Such reforms might include:
– the introduc!on of modern social work prac!ces;
– training and capacity-building ac!vi!es for the personnel to address s!gma and nega!ve
a-tudes;
– training to build skills in certain areas of prac!ce; and
– strengthening the mechanisms that prevent admissions219 to limit the number of
ins!tu!onal placements while referring children, adults, families and carers to the
appropriate services or care arrangements220;

•

Community-based services: In addi!on, a range of community-based services should be
developed to support children, adults, older people and families who are most at-risk.

•

Income support: Provision of financial and material assistance should also be included as a
way to address poverty, which is one of the main reasons for ins!tu!onalisa!on and family
separa!on.

•

Awareness-raising ac!vi!es: Awareness-raising ac!vi!es will promote more widely the
principles and ac!ons taken as part of the general reform.

218 UNICEF op. cit. (2010).
219 Effec!ve gate-keeping requires one body to be responsible for carrying out individual assessments, decision-making
and referral to appropriate services, provision or purchasing of services, keeping records and reviewing plans for
children. Informa!on systems to monitor and review the decisions and their outcomes need to be in place as well.
220 For more informa!on on gate-keeping, see UNICEF op. cit. (2010) and Bilson & Hardwin (2003) Gatekeeping services
for vulnerable children and adults. A concept paper.
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KEY GUIDANCE 7: EXAMPLES OF SERVICES THAT PREVENT FAMILY
SEPARATION
•

Family planning: Educa!on in family planning methods can help avoid unwanted
pregnancies.

•

Pre-natal care: Consulta!ons and advice on issues related to the pregnancy (e.g.
health care, nutri!on, physical ac!vity), basic skills for caring for a newborn;
support if an impairment or congenital abnormality is iden!fied prior to birth.

•

Support in maternity wards: Support provided by a social care or medical
professional to the mother in the first days a$er the birth of the child (e.g. in
breas*eeding, building a&achment between the mother and her baby, facilita!ng
the crea!on of suppor!ve environment in the family, assis!ng with follow-up
support), rooming in. Support for parents where a child is born with a disability,
including proper advice and referral to other relevant services and support groups.

•

Mother and Baby Units: Provide temporary accommoda!on for expectant
mothers and to mothers with babies who are at risk of being separated from their
child. During the stay mothers receive support with the care of their child, gain
paren!ng and housekeeping skills.

•

Parent and child foster care placements: Placement of the parent and their baby
or young child in a foster home. The foster carers provide parental advice and
support in the paren!ng tasks. Where the mother is very young, the foster parent
provides paren!ng to the mother, recognising that she is also a child with her own
needs.

4. Developing community-based services
Below are some examples of community-based services that could be developed as part of a
comprehensive strategy for preven!on of family separa!on and ins!tu!onalisa!on. They can also
support the re-integra!on and transi!on back to the community. The list of services is not intended
to be exhaus!ve; each country should develop a range of services relevant to local need.
The development of new services should be based on the analysis of the situa!on (Chapter 2) and
should be linked to the individual assessment and self-assessment (Chapter 7). Users, their support
people, families and carers should be ac!vely involved in the development, delivery, monitoring
and evalua!on of services.

4.1 Importance of mainstreaming
The priori!es and needs of children and families, people with disabili!es, people with mental health
problems and older people should be integrated in all policies and measures (mainstreaming).
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KEY GUIDANCE 8: THE CONCEPT OF REASONABLE ACCOMMODATION
Both the UN Conven!on on the Rights of Persons with Disabili!es and the EU Employment
Equality Direc!ve221 introduce the concept of ‘reasonable accommoda!on’. According
to Ar!cle 5 of the CRPD (Equality and non-discrimina!on), “in order to promote equality
and eliminate discrimina!on, State Par!es shall take all appropriate steps to ensure
that reasonable accommoda!on is provided”. ‘Reasonable accommoda!on’ is defined
in Ar!cle 2 of the CRPD as “necessary and appropriate modifica!on and adjustments
not imposing a dispropor!onate or undue burden […] to ensure to persons with
disabili!es the enjoyment or exercise on an equal basis with others of all human rights
and fundamental freedoms.” To ensure that people with disabili!es in the EU have
access to mainstream employment, employers are required to take ac!ons such as
“adap!ng premises and equipment, pa&erns of working !me, the distribu!on of tasks
or the provision of training or integra!on resources”. This obliga!on, however, is not
unlimited and is subject to the requirement that the accommoda!on does not result in
a ‘dispropor!onate burden’ to the employer.

4.2 Integration of services
Where services are delivered by different providers (public, private or voluntary), at different levels
(local or na!onal) and from different sectors (e.g. housing, health, employment, educa!on) good
coordina!on is crucial. ‘Service integra!on’ is an umbrella term referring to “a range of approaches
or methods for achieving greater co-ordina!on and effec!veness between different services to
achieve be&er outcomes for service users”.222 Examples of approaches include: service coordina!on,
coopera!on, partnership, collabora!on and joint working. It is argued that integrated services
benefit the users as they result in be&er outcomes, especially for people with mul!ple and complex
needs who o$en have to deal with a variety of agencies and are expected to improve results in
tackling social exclusion. In addi!on, it is suggested that service integra!on could be cost-effec!ve.

4.3 Examples of services in the community
ALL USER GROUPS

4.3.1

Personal assistance

This is one of the most important services for independent living for children and
adults with disabili!es. For users to have full control over their assistance (that is,
to be able to employ and train assistants themselves and to choose when, how and
what kind of assistance to receive) the service needs to contain the following three
key elements:223
•

a self-directed needs assessment;

•

cash benefits – paid directly to the user to purchase the service from a
provider and/or to organise the service him/herself; and

•

peer support.

221 Direc!ve 2000/78/EC.
222 Munday, B. (2007) Integrated social services in Europe. Council of Europe, p.11. Available at h&p://www.coe.int/t/dg3/
socialpolicies/socialrights/source/Publica!on_Integrated%20social%20services%20in%20Europe%20E%20(2).pdf
223 Based on Ratzka, A. (2004) Model Personal Assistance Policy, Sweden: Independent Living Ins!tute. Available at:
h&p://www.independentliving.org/docs6/ratzka200410a.pdf
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The funding that the user receives should cover all costs associated with the service and should be
provided by one central funding source. All user groups should have access to the service. People
with intellectual disabili!es and children can receive support from a third person or an organisa!on
with responsibility for employing and managing the work of their assistants.
Personal assistance should not be confused with home help or home-care services (see below),
which differ in the level of control given to the service user.

CASE STUDY 17: THE ‘JAG MODEL’ ( PERSONAL ASSISTANCE WITH
SELF"DETERMINATION
In Sweden, a$er a person is granted funding for a certain number of hours of personal
assistance per year by the Na!onal Insurance Agency, they can choose to receive the service
from the state, a coopera!ve or an independent agency or to organise it by themselves.
JAG Associa!on is a Swedish non-profit organisa!on of people with intellectual disabili!es
which has established a user coopera!ve to provide personal assistance to members of the
associa!on who want it. The user’s choice and control over the assistance is ensured through
a system of supported decision-making.
Each user has a legal proxy (personal representa!ve) who supports the user in:
•

filing for personal assistance and choosing the service provider;

•

choosing a service guarantor; and

•

ensuring personal assistance is delivered in a way that is respec*ul of the disabled
person, including recognising his or her personal integrity and monitoring the service to
ensure that it meets the standards agreed with the disabled person.

In addi!on, each user has a service guarantor providing support with recruitment and
supervision of the assistants and ensuring the standards of safeguarding, quality and
con!nuity of the service received. The service guarantor is responsible for making sure that
personnel are always available and, in case of emergency, must be able to provide personal
assistance themselves.224

4.3.2

Housing adaptations

ALL USER GROUPS

Inaccessible housing has a nega!ve impact on the quality of life of children and
adults with disabili!es and older people, as well as families and carers. Many people
with disabili!es and older people are forced to leave their home and go to some
type of residen!al se-ng, either because their home is not accessible, is dangerous
or is not suitably adapted to their needs. Research has shown, for example, that
the majority of older people prefer to remain in their own homes instead of going
to a nursing home or other type of residen!al se-ng.225 Provision of adapta!ons
and repairs to improve the accessibility, the comfort and the safety of the house or
apartment has an important role to play in allowing people to remain in their own
homes and avoid ins!tu!onalisa!on.
224 For more informa!on, see: JAG, ENIL (2011) The “JAG model”: Personal assistance with self-determina!on, JAG
Associa!on.
225 Moriarty, J. (2005) Update for SCIE best prac!ce guide on assessing the mental health needs of older people. London:
King’s College London. Available at h&p://www.scie.org.uk/publica!ons/guides/guide03/files/research.pdf
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ALL USER GROUPS

4.3.3

Technical aids and assistive technologies

The term ‘assis!ve technologies’ refers to a variety of products and services that
allow or make easier the implementa!on of certain tasks by the user, or improve
his or her safety.226 Some examples include: augmenta!ve communica!on devices,
reminder systems, speech recogni!on so$ware and personal emergency response
systems. These technologies are most effec!ve when they are in accordance with the
preferences of the user and take into considera!on the environment in which they
are used or installed. Assis!ve technologies and technical aids such as wheelchairs
and crutches are central to community living for people with disabili!es, including
children with disabili!es and older people. Tremendous progress in electronic
devices and informa!on systems (smart homes) provide effec!ve support to
independent living for those with declining health or increased frailty, preven!ng
falls and self-neglect and empowering older ci!zens to live and socially engage with
maximum autonomy, safety, security and dignity.
ALL USER GROUPS

4.3.4

Peer support/counselling

Peer support or peer counselling assist people with disabili!es, young people
leaving care or who have started living independently, families at risk or families
reunited with their children, to become empowered and self-confident in finding
their own way through the cultural or ins!tu!onal environment. Such support
should be provided by non-professionals on equal basis between the counsellor
and the client (peers) through sharing of experience and assistance in gaining
autonomy and independence. Peer support is crucial for people who used to live in
ins!tu!onal se-ngs who lack the knowledge and skills to nego!ate the mainstream
environment.
ALL USER GROUPS

4.3.5. Individual level advocacy
Advocacy can be provided by a trained person (volunteer or paid) or an organisa!on
represen!ng or suppor!ng the user’s group, but can also o$en be undertaken
by a friend or rela!ve, another person with a similar experience or by the users
themselves (self-advocacy, see Chapter 8). Professional advocacy means “providing
a trained person who, on the basis of an understanding of a client’s needs and
wishes, will advise, assist and support that client to make a decision or claim an
en!tlement and who will, if appropriate, go on to nego!ate or make a case for
them”.227

ALL USER GROUPS

4.3.6

Crisis intervention and emergency services

Various ac!vi!es aimed at suppor!ng an individual or a family to overcome a
difficult situa!on which has a damaging effect on their well-being. Some examples
include: individual and family counselling, crisis resolu!on teams (which provide
intensive and rapid support for people living in the community who are experiencing
a mental health crisis) and emergency foster care where children at risk of neglect
or abuse can be placed on a short term basis.

226 Cowan, D. & Turner-Smith, A. (1999) “The role of assis!ve technology in alterna!ve models of care for older people.”
In Royal Commission on Long Term Care, Research Volume 2, Appendix 4, Sta!onery Office, London, 325–46.
227 Ci!zen Informa!on Board (2007) Advocacy guidelines.
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CASE STUDY 18: EXAMPLE OF A CRISIS PREVENTION SERVICE228
The Mental Health Ins!tute for Children and Adults in Greece has established a unit of
Psychiatric Treatment in the Pa!ent’s Home, which is based on largely the same principles as
mobile psychiatric units.
Eligible individuals:
•

Individuals with mental health problems going through an acute psychiatric crisis

•

Individuals with mental health problems returning home a$er a long or short term
hospital stay

•

Outpa!ents, who have never been hospitalised

•

Stabilised individuals with mental health problems and mobility problems

The criteria include the need for a sufficiently stable environment in order to share the
responsibility of keeping the individual with mental health problems safe at home, in
coopera!on with the therapeu!c team and the service user.
This Unit works according to the following model:
•

During the first days of the psychiatric crisis, a team stays at the person’s home almost
all day, trying to establish a strong and trus!ng rela!onship with the service user along
with providing medica!on.

•

From the very beginning, the team tries to give the service user responsibili!es and not
let them adopt the role of an ill person.

•

As early as possible, the team supports the person in returning back to their job and
social life.

•

Gradually, and according to the person’s needs, the team reduces its presence but
provides constant and con!nuous follow-up support.

•

The Ins!tute also offers stable support and mental health training to the families.

•

The team supports the person within their workplace and generally in their social
environment, and in this way reinforces their support network.

•

The Ins!tute applies Community Sensi!sa!on Programmes (mental health training) in
rela!on to psychiatric disorders and organises training for people in key public posi!ons
in order to ensure the support of the local community for the rehabilita!on and the
social inclusion of the service user.

4.3.7

Short breaks

ALL USER GROUPS

Designed to give children, adults or older people with disabili!es and their carers
a break from their usual rou!ne or caring role. The service could be provided in
various loca!ons, for example in the family’s own home, the home of the short
break carer, community se-ngs or residen!al se-ngs. The breaks can have
different dura!ons from a few hours to several days.
228 For more informa!on, see: h&p://www.ekpse.gr/about_eng.html#
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ALL USER GROUPS

4.3.8

Befriending

Support provided by trained volunteers to children, adults, older people, and
families, either for an agreed length of !me or on an on-going basis. The service
offers an opportunity to individuals and families to overcome their isola!on and
get more fully involved in the community and social life. Matching volunteers and
users is considered to be the key to the success of the service. Training and on-going
support to volunteers must be provided and appropriate police checks should be
made where children or adults are vulnerable.
ALL USER GROUPS

4.3.9

Home help and home-care services

Home help consists of home visits to assist with household tasks, such as shopping,
cleaning, cooking, laundry or minor maintenance. Home-care services include
assistance with daily rou!ne tasks such as ge-ng up, dressing, bathing and washing
or taking medicines.

4.3.10 Early childhood services

CHILDREN

For example, mainstream day-care centres for children providing early childhood
educa!on and care for children, aiding socialisa!on and early learning, while giving
parents an opportunity to engage in paid work and other ac!vi!es.

4.3.11 Arrangements for children to attend mainstream
day-care, kindergartens or schools

CHILDREN

Could involve variety of services, such as personal assistance or resource teachers.
This may require adapta!on of the school environment and the provision of
specialised equipment. There may also be a need for a specially adapted curriculum.

4.3.12 Out-of-school care and after-school activities

CHILDREN

Different services providing care for children before and a$er school or during
holidays, which usually assist children in improving educa!onal outcomes, while
enabling parents to take up employment and training opportuni!es.
YOUNG PEOPLE
LEAVING CARE/PEOPLE WITH
DISABILITIES/PEOPLE WITH
MENTAL HEALTH PROBLEMS

PEOPLE WITH MENTAL
HEALTH PROBLEMS

PEOPLE WITH MENTAL
HEALTH PROBLEMS

4.3.13 Employment-related consultations
Support and assistance with looking for work or preparing job applica!ons.

4.3.14 Fountain House
Fountain House is a self-help programme/model where members work closely
together with professionals. In this model, members (of a House) are partners in
their own recovery, rather than merely the passive recipients of treatment. They
work side-by-side with the personnel to organise and administer every programme.
This opportunity to work and the rela!onships established are then integral to
their recovery. The House does not provide individual or group therapy or offer
medica!on.

4.3.15 Runaway-house
Runaway-house (Weglau.aus in German) is a place for people who want to get
out of ‘revolving-door’ psychiatry and have decided that they want to live without
psychiatric diagnoses and psychiatric drugs. It opens up a space outside or beyond
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COMMON EUROPEAN GUIDELINES ON THE TRANSITION FROM INSTITUTIONAL TO COMMUNITY"BASED CARE

Guidelines-new.indd 92

2013.01.16. 19:10:33

the (social) psychiatric net that keeps people dependent, a space in which the
residents can try to regain control over their lives. Here they can recover, regain
their strength, talk about their experiences and develop plans for the future without
psychiatric views of illness blocking access to their feelings and their personal and
social difficul!es.229

4.3.16 ‘Buddy’ service

PEOPLE WITH MENTAL
HEALTH PROBLEMS

Trained volunteers support people with mental health problems in reintegra!ng
in the community. The person with mental health problems decides whether they
need the support of a ‘buddy’ or not. Support ac!vi!es include: shopping, cleaning,
leisure ac!vi!es such as going to the cinema, going to a pub or visi!ng family
members. All ac!vi!es are carried out the way the person with mental health
problems decides. The service should be free of charge.

4.3.17 Day-care centres for adults and older people
Provide advice, support, meals and some aspects of personal care, as well as
social and cultural ac!vi!es. For older and especially frail people, they may be
of considerable advantage as they can be effec!ve in comba!ng loneliness and
isola!on. Factors which determine how beneficial day-care centres can be include
ease of accessibility, affordability, the choice of services to be used and, of course,
users’ involvement in the planning, implementa!on and evalua!on of services to
be offered.

PEOPLE WITH DISABILITIES
AND OLDER PEOPLE

4.3.18 Meals on wheels

OLDER PEOPLE

Distribu!on of meals to older people in their home.

4.3.19 Home-nursing

OLDER PEOPLE

Home visits by nurses or other health personnel to assist with medical care, such as
dressing wounds, medica!on and various forms of therapy.

KEY GUIDANCE 9: ENSURING SPECIALISED SERVICES DO NOT LEAD TO
SOCIAL EXCLUSION
Special a&en!on should be given to ensuring that community-based services do not
turn into forms of ins!tu!onal care in the community. This is an issue in some countries,
par!cularly with regard to specialised day-care centres for children with disabili!es. In
the absence of a variety of family support services and accessible mainstream services,
these places can lead to children becoming isolated from the community and from
their non-disabled peers. The children have li&le contact with people or ac!vi!es in the
community and instead of going to school they spend their days in the centre where the
care is o$en limited to medical and physical rehabilita!on. The same challenges have
been noted in community services for people with mental health problems.

229 For more informa!on, see h&p://www.peter-lehmann-publishing.com/ar!cles/others/iris_eng.htm
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5. Living arrangements
Central to the transi!on from ins!tu!onal care to life in the community is the provision of suitable
living arrangements, which allow for maximum choice and control of the users over where, how
and with whom to live. The users leaving ins!tu!ons should be provided with a variety of op!ons
and with the necessary support by family members, professionals or peers in deciding where to live
and how to organise their lives (see Chapter 7, Development of individual plans).
Ideally, the child’s transi!on to independent living will be facilitated by a designated specialised
person. The support should not stop once they have made the transi!on to independent living,
it should con!nue for as long as necessary. As with adults, access to peer-support and advocacy
should be ensured. Re-ins!tu!onalisa!on of children over the age of 18 should be avoided at all
costs.230

5.1 Accessible housing
For many people with disabili!es and older people, the availability of affordable, accessible, nonisolated and safe housing is crucial. Therefore, policies should be adopted to ensure access to social
housing and to increase the number of universally designed flats or houses in the community. The
term ‘universal design’ means “design of products, environments, programmes and services to be
usable by all people, to the greatest extent possible, without the need for adapta!on or specialized
design”.231

5.2 Supported living
Supported living was developed as an alterna!ve to group homes. In group homes, people cannot
choose with whom they want to share their accommoda!on and the support they receive is
provided as part of a package with housing. By contrast, in supported living people can choose who
they want to live with, in housing that they own or rent. They also receive personnel support from
agencies that do not control the accommoda!on. Thus, they have more control over the services
they receive and the same housing rights as other ci!zens.
There are different ways in which supported living could be organised, for example with personnel
on the site only during the day, 24/7, or without permanent staff. Research in the field of intellectual
disabili!es and mental health problems232 suggests that the elements of best prac!ce in the
provision of housing with care/support are:
•

Dispersed housing: “apartments and houses of the same types and sizes as the majority of
the popula!on live in, sca&ered throughout residen!al neighbourhoods among the rest of
the popula!on”233.

•

Access to mainstream health and social services: the housing should be seen as a living
place, not a place for treatment.

230 United Na!ons Guidelines on the Alterna!ve Care of Children, para. 132.
231 United Na!ons Conven!on on the Rights of Persons with Disabili!es, Ar!cle 2 (Defini!ons).
232 Goering, P. et al., op. cit.; Mansell, J. & Beadle-Brown, J., op. cit.; Ericsson, K. (2005) A home for par!cipa!on in
community life: on a key task for disability services, Uppsala University, Department of Educa!on; Health Service
Execu!ve, op. cit.
233 Time to Move on from Congregated Se$ngs: A Strategy for Community Inclusion, Report of the Working Group on
Congregated Se-ngs, p.71.
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•

Provision of flexible, individualised support: support that will allow the person to live
independently in his/her own home and be included in community.

•

Individual choice: for example, the user can choose whether to live alone or to share the
accommoda!on and in which community ac!vi!es to par!cipate.

It is also recommended that the provision of social care is not !ed to the provision of housing.
Thus, the user will have greater choice over the support they receive and the change in the
accommoda!on will not necessarily require a change of service provider and vice versa.

CASE STUDY 19: SUPPORTED LIVING FOR PEOPLE WITH INTELLECTUAL
DISABILITIES
In the United Kingdom, KeyRing has set up a series of networks to support people with
intellectual disabili!es to live in the community.
Each network is made up of ten people living close to one another: nine who live in their own
homes but need support, and one Community Living Volunteer. The aim of the networks is for
the members to support and assist each other with daily living skills and ac!vi!es, with the
volunteer seeing members regularly and helping the group to work together. The volunteer
also supports other members of the network to explore events taking place locally and to
get involved in them. Paid Community Support Workers and Supported Living Managers can
provide addi!onal support services if required.234

5.3 Alternative family-based options for children
When it is not possible for the child to remain (preven!on) or to return (reintegra!on) to live with
their parents, then alterna!ve forms of care must be considered. A range of different care op!ons
should be developed, so that the most appropriate form of care is provided, corresponding to the
best interests and needs of each individual.235 Examples include:

5.3.1

Kinship care

This is defined as “family-based care within the child’s extended family or with close friends of the
family known to the child”.236 Kinship care could be formal (ordered by a relevant administra!ve
body), or informal (private arrangements within the family). The benefits of this form of care for
the child are that they can remain in familiar surroundings and stay in touch with their culture and
tradi!ons. It should be noted, however, that private arrangements should also be subject to review
by the relevant authori!es.

5.3.2

Foster care

Refers to “situa!ons where children are placed by a competent authority for the purpose of
alterna!ve care in the domes!c environment of a family other than the children’s own family that
has been selected, qualified, approved and supervised for providing such care.”237 There could be
different types of foster care, for example:
234 Extract from the European Union Agency for Fundamental Rights op. cit. (2012a), p.33. For more informa!on, see:
h&p://www.keyring.org/home
235 United Na!ons Guidelines on the Alterna!ve Care of Children, para. 54.
236 United Na!ons Guidelines on the Alterna!ve Care of Children, para. 28.
237 United Na!ons Guidelines on the Alterna!ve Care of Children, para. 28, c, ii.
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•

Emergency foster care: This is used to remove the child from a par!cular situa!on because of
harm or risk of harm. Meanwhile, efforts should be made to find a long-term solu!on, either
by suppor!ng reintegra!on into the child’s family, if this is possible and in the best interest of
the child, or by considering other alterna!ve measures.

•

Long-term foster care: Usually the preferred measure for long-term care for children who
cannot be reintegrated in their families is adop!on. However, long-term foster care can be
suitable for some children. The choice of the most suitable op!on should be based on the
best interests of the child.

•

Short-term and medium-term foster care: Could be suitable for a period of !me for children
who cannot be looked a$er by their parents, but for whom reunifica!on with their family at
a later period is possible.

•

Specialist foster care: Specially trained foster carers, who are provided with addi!onal
support to provide care for children with complex needs, such as severe, mul!ple disabili!es
or terminal illness.

•

Remand foster care: Provide suppor!ng family environment to young people who have been
remanded by the Courts into public care.

•

Respite foster care: Regular periods of short-term foster care, offering the child a break away
from home and the family or carers a break from their caring responsibili!es.

•

Parent and child foster care: Gives an opportunity to parent/s and their children to stay
together and receive support from the foster carer.

5.3.3

Adoption

This is a permanent measure, in contrast to foster care, where the assump!on is usually that a$er a
certain period the child will move on. Adop!on should be seen as a measure of last resort, because
the placement in an adop!ve family will make the reunifica!on of the child with their own family
impossible for the remainder of their childhood. Therefore, adop!on should be considered only
when all possibili!es for reintegra!on have been explored and it has been found that reintegra!on
is not possible.
For children in these circumstances, the security of a permanent family is o$en important. However,
in tradi!onal adop!on all !es with the birth family are permanently severed. Therefore the older
the child, the higher the risk of adop!on breakdown. As a result, some countries have developed a
system of ‘open adop!on’, where the new family becomes the child’s permanent family, but some
contact with the birth family is maintained.238
Some countries con!nue to prac!se ‘secret’ adop!on, where the child is not informed that they
have been adopted. This can cause problems of iden!ty later on and can precipitate adop!on
breakdown. All adop!on providers should be obliged to prepare poten!al adop!ve parents so that
they understand the importance of informing a child of their adop!on and their past.
Concerns have been raised about the high rates of inter-country adop!ons from some countries.239
Instead of relying on this form of care to support the process of deins!tu!onalisa!on, countries
should focus on promo!ng programmes for preven!on and re-integra!on, as well as the
development of family-based alterna!ve care op!ons. This involves provision of accessible support
to foster and kinship families and a monitoring system, which will help to avoid the risk of repeated

238 Alty, C. & Cameron, S. (1995) “Open adop!on – the way forward?”, Interna!onal Journal of Sociology and Social Policy,
Vol. 15 Iss: 4/5, pp.40–58.
239 UNICEF op. cit. (2010).
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violence or separa!on. Small-scale residen!al care op!ons should be in place for cases where such
a placement might be in the best interest of the child. Inter-country adop!ons might be considered
an op!on, but only “if the child cannot be placed in a foster or an adop!ve family or cannot in any
suitable manner be cared for in the child’s country of origin”.240

5.3.4

Group homes

Group homes or similar residen!al care (in which groups of people, children or adults, live
together in a house or a flat with support from staff) are being increasingly used in the process
of deins!tu!onalisa!on. However, group homes should not become the main alterna!ve to
ins!tu!ons and their development should be carefully considered.
The Council of Europe Commissioner for Human Rights has raised a number of cri!cisms of group
homes.241 He points out that group homes o$en do not differ much from ins!tu!ons as they restrict
the control of the people over their lives and isolate them from the community, despite being
physically located within a residen!al area. Clustering children or adults in the community draws
a&en!on to them as a group rather than as individuals and sets them apart from the rest of the
neighbourhood. In addi!on, linking support services with housing in group homes limits the choice
of the people about where they can live.
Systema!c placement of children with disabili!es in group homes without ensuring equal access to
preven!on, re-integra!on or family-based care should be avoided at all costs.
At the same !me, small-scale residen!al care in the form of small group homes in family-like
environments can some!mes be used as temporary or last resort242, if it is in the best interest of the
child (for example, in a case of con!nuous placement breakdown), or if it is based on the child’s or
young person’s own informed decision. The use of such se-ngs should always be limited to cases
where a properly conducted, professional assessment has deemed them appropriate, necessary
and construc!ve for the individual child concerned and in their best interest. The objec!ve of any
residen!al care should be to “provide temporary care and to contribute ac!vely to the child’s family
reintegra!on or, if this is not possible, to secure their stable care in an alterna!ve family se-ng”.243
For older people, residen!al arrangements such as group homes are some!mes considered
preferred op!ons. People live in their own flat with their own belongings while benefi-ng from
common services (such as a restaurant and other facili!es) and enjoy the company of peers.
However, a range of alterna!ve community-based op!ons needs to be provided in order to ensure
that people have real choice of where and how to live. It must also be noted that the ‘choice’ of an
older person to move to a group facility and distance themselves from the rest of society is likely to
be influenced by society’s view of older people as a ‘burden’.
In summary, group homes could be developed as part of a deins!tu!onalisa!on strategy, but this
should clearly be for a small minority of users for whom an assessment shows this is a posi!ve
care/support choice. They should not be seen as “the default solu!on that presumes to embody
the principles of the right to live in the community”.244 More efforts should be invested in removing
barriers in the environment, the provision of accessible housing, the development of supported
living arrangements and of alterna!ve family-based care op!ons for children.

240 United Na!ons Conven!on on the Rights of the Child, Ar!cle 21(b).
241 Commissioner for human rights, op. cit. (2012), p.27.
242 UNICEF op. cit. (2010), p.19.
243 United Na!ons Guidelines for the Alterna!ve Care of Children, para. 122.
244 Commissioner for Human Rights, op. cit. (2012a), p.27.
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CASE STUDY 20: COMMUNITY"BASED CARE IN ENGLAND AND THE REPUBLIC
OF MOLDOVA
In one county in England, there are 2,400 children with disabili!es. Because universal health
and educa!on services are accessible, only 1,600 of these children require addi!onal care and
support services. The overwhelming majority of these children live with their families who
are provided with a range of support services, from in-home support to short breaks. Only
17 children live in residen!al care, equa!ng to 0.7% of the total popula!on of children with
disabili!es. In this instance, the care that is provided is high-quality and extremely expensive,
but it meets the needs of a small group of children with very complex needs. It should be noted
that because such a small number of children require residen!al care, the county can afford to
spend more on each care placement, making it possible to provide higher quality care.
In the Republic of Moldova, two coun!es developed plans for complete deins!tu!onalisa!on,
including the closure of two ins!tu!ons for children with disabili!es. At that !me, the two
ins!tu!ons were caring for more than 270 children and ini!ally the local authori!es envisaged
that five small group homes would be required. However, following intensive work to support
families and recruit specialist foster carers, only two small group homes were needed. These
were both for older teenagers, who had lived in the ins!tu!ons for many years and lost all
contact with their families.

Further reading
JAG (2011) The “JAG model”: Personal assistance with self-determina!on. Sweden: The JAG
Associa!on.
Mulheir, G. & Browne, K. (2007) De-Ins!tu!onalising and Transforming Children”s Services: A Guide
to Good Prac!ce. Birmingham: University of Birmingham Press.
United Na!ons (2009) Guidelines for the Alterna!ve Care of Children. New York: United Na!ons.

Tools
Grundtvig Learning Partnership, Self-assessment of their needs by family carers: The pathway to
support, available online at: h&p://www.coface-eu.org/en/Projects/Carers-Project/
Ratzka, A. (2004) Model Personal Assistance Policy, Sweden: Independent Living Ins!tute. Available
at: h&p://www.independentliving.org/docs6/ratzka200410a.pdf
Sofović, J., Selimović, J., Halilović, E. & Hodžić, J. (2012) A step to the future: How to help young
people leaving care find their way. Manual for professionals. SOS Children’s Villages, Bosnia and
Herzegovina.
Sofović, J., Selimović, J., Halilović, E. & Hodžić, J. (2012) Now what: challenges ahead of you. A guide
for young people leaving care. SOS Children’s Villages, Bosnia and Herzegovina.
SOS-Kinderdorf Interna!onal (2007) Quality4Children standards for out-of-home child care in Europe,
an ini!a!ve by FICE, IFCO and SOS Children’s Villages. Innsbruck: SOS-Kinderdorf Interna!onal.
Available at h&p://www.quality4children.info/content/cms,id,89,nodeid,31,_language,en.html
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CHAPTER 6:
ALLOCATING FINANCIAL, MATERIAL AND HUMAN
RESOURCES
This chapter considers the resource implica!ons – financial, material and human – of moving from
ins!tu!onal to community-based care. Because of its complexity, this process requires careful
planning, coordina!on and control. For reform to take place, it is crucial that funding commitments
are built into policies and that deins!tu!onalisa!on plans take account of both available and
required resources.
This chapter is largely based on the European study ‘Deins!tu!onalisa!on and community living:
Outcomes and costs’,245 which is the most comprehensive research into this area to date.

Obliga!ons under the UN Conven!on on the Rights of Persons with Disabili!es
Some ar!cles of the Conven!on, including parts of Ar!cle 19, are subject to the so-called
progressive realisa!on of rights. This is in recogni!on of the fact that the implementa!on of
social, economic and cultural rights (not just under the CRPD, but also other human rights
trea!es) depends upon specific measures being undertaken, which may be subject to resource
constraints. For example, ensuring access to the full range of community support services,
as required by Ar!cle 19, will require considerable resources in countries where very few
community-based services are in place.246 At the same !me, each State has an obliga!on to
undertake measures to the “maximum of its available resources [...] with a view to achieving
progressively the full realisa!on of these rights, without prejudice to those obliga!ons [...]
that are immediately applicable according to interna!onal law”. (Ar!cle 4(2))

Obliga!ons under the UN Conven!on on the Rights of the Child
As is the case with the CRPD, those ar!cles in the CRC covering economic, social and cultural
rights (such as the rights to health, educa!on and to an adequate standard of living) are
also subject to progressive realisa!on. According to Ar!cle 4, States must “undertake such
measures to the maximum extent of their available resources and, where needed, within the
framework of interna!onal coopera!on.”

1. Planning stage
The interconnec!on between costs, needs and outcomes should be central to any discussion and
decision on the future system of service provision, whether it is for children, people with disabili!es
or older people. The success of a par!cular system in improving health and quality of life depends
on the mix, volume and deployment of resource inputs, including personnel, family inputs, buildings
and other capital, medica!ons and the services they deliver. These in turn are dependent on the
finances available through various funding routes. The outcomes should be defined separately for
different user groups, but what is common to all is the need to consider quality of life.247
245 DECLOC Report, p.52.
246 Parker, C., op. cit., p.15.
247 DECLOC Report, pp.57–58.
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1.1 Comparing the cost of institutional care and community-based
services
When looking at the economic implica!ons of community-based services versus ins!tu!onal care,
it is vitally important to take into considera!on both the costs and quality. The comparison between
different services has to be made on a like-for-like basis, in terms of characteris!cs of people who
use the services, the costs and the quality.248 In planning the transi!on, it is important to consider
everyone who needs services, whether they are living in ins!tu!ons or in the community. Decisionmakers should plan for a system of services in the community that will meet everyone’s needs,
including universal preven!ve approaches.
It should also be noted that a number of services are provided by the informal care sector, such as
families, friends, neighbours and volunteers. While this may be perceived as ‘free’ care, the reality
is that high burdens and costs o$en fall on families, whether it is loss of employment or stressrelated illnesses.249 This should be addressed during the planning and implementa!on stages. The
cost implica!ons of informal care should also be taken into account.
In some ins!tu!ons, residents themselves may carry out some work, providing cheap or free labour
which could reduce the cost of ins!tu!onal care. It is important to ensure that people are not
forced to provide free labour or to remain in ins!tu!ons longer than others (perhaps with higher
support needs) simply for the unpaid work they carry out.
Furthermore, when comparing the cost of ins!tu!onal versus community-based care, it is
important to consider the wider economic implica!ons of deins!tu!onalisa!on. As explained
in Chapter 1, investment in services for children such as early interven!on, family support,
reintegra!on and high-quality alterna!ve care can help to prevent poor outcomes including early
school leaving, unemployment, homelessness, addic!on, an!-social behaviour or criminality – all
of which have resource implica!ons.250 Similarly, in mental health, economic evidence shows that
greater investment in community-based services produces benefits beyond health care, such as
“increased produc!vity, reduced contact with the criminal jus!ce system and improved rates of
social inclusion”. In addi!on, the contribu!on of mental health problems to the overall disease
burden, combined with the availability of effec!ve and cost-effec!ve preven!on and treatment,
jus!fies increased investment in community-based mental health services. 251
At the same !me, the development of na!onal policies and ac!on plans must go hand-in-hand
with awareness-raising ac!vi!es. These should seek to reduce the s!gma associated with mental
health problems and ins!tu!onal care among the general popula!on, with the aim of mobilising
support for reform.

1.2 Structure of service provision
An important part of the planning process is to understand the structure of service provision. Not
all needs can be catered for by the same sector. For example, a person with disabili!es may have

248 Ibid., p.48.
249 Ibid., p.49. See also Triantafillou J. et al. (2010), Informal care in the long-term care system – European overview paper,
Athens/Vienna: CMT Proop!ki ltd./European Centre for Social Welfare Policy and Research (INTERLINKS Report #3 –
h&p://interlinks.euro.centre.org/project/reports).
250 See, for example, Walsh, K., Kastner, T. & Green, G., “Cost Comparisons of Community and Ins!tu!onal Residen!al
Se-ngs: Historical Review of Selected Research”, Mental Retarda!on, Vol. 41, 2003, pp.103–122.
251 McDaid, David et al. (2005) Policy brief, Mental Health III, Funding mental health in Europe. Brussels: European
Observatory on Health Systems and Policies, pp.9–10.
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needs that should be met by the social care sector, as well as health care, housing or educa!on
providers, as well as others. Good coordina!on is therefore crucial in order to avoid gaps or overlaps
in service provision which cons!tute an inefficient use of funding. This may be further complicated
by the fact that services are provided by the State, non-governmental organisa!ons and private
providers.252

CASE STUDY 21: DIVERSIFICATION OF SERVICE PROVISION IN ENGLAND
In England, diversifica!on of providers of services and alterna!ve care has been a government
policy since the early 1990s, beginning with ini!a!ves such as Choice Protects and Quality
Protects. The aim was to support local authori!es not just to develop their own quality
services, but to develop skills in commissioning services, such as foster placements provided
by NGOs. Currently, 74% of children in alterna!ve care in England are in foster care and 35%
of these are with NGO providers. The development of the independent sector in England has
not only increased the choices of placements for children and brought more foster carers into
the profession, but has also been instrumental in raising standards for foster care across the
whole sector.253

1.3 Financing arrangements
In addi!on to the structure of service provision, planning for future services must take into account
the current financing arrangements, in other words, how funding is raised. For example, social
and health care services may be financed through taxa!on, through payments by service users
or their families (‘user charges’), through private insurance, or through social insurance linked
to employment. What needs to be considered is whether the way services are funded creates a
barrier to deins!tu!onalisa!on; for example, health care, social care and housing may be financed
in different ways. In some countries, health care is available to all who need it, but social care
is means-tested and financed through user charges, which can then lead to under-u!lisa!on of
services. It is also possible that the way services are funded will facilitate the process of reform.254
In order to ensure the most equitable and cost-effec!ve use of resources, ‘regulatory mechanisms’
should be developed “including eligibility criteria and sound and fair assessment procedures”.255
The WHO/World Bank Report on Disability highlights that mechanisms based en!rely on user
charges are the least equitable.256 This is of par!cular concern for people with mental health
problems, where the shi$ing of community-based services out of the health and into the social
care sector can have implica!ons for the en!tlement and access to services. If access to services
within the social care sector is restricted or affected by being means-tested or by depending on a
disability assessment, it can lead to inequity in access to, or the provision of, services.257

252 DECLOC Report, p.46.
253 UK Department for Educa!on, Sta!s!cal First Release, SFR 21/2011, 28 September 2011, h&p://www.educa!on.gov.
uk/researchandsta!s!cs/sta!s!cs/a00196857/childrenlooked-a$er-by-localauthori!es-in-engl
254 DECLOC Report, p.47.
255 World Health Organisa!on & World Bank, op. cit., p.150.
256 Ibid., p.149.
257 McDaid, David et al. op. cit., p.8.
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The three elements that should be present in a system to ensure fair access to services are:
•

adequate resources to provide the services to all in need;

•

fair assessment processes; and

•

the opportunity to challenge decisions about eligibility.

1.4 Funding routes
How funding reaches the services should also be considered in the planning stage:
•

In some countries, finances are raised centrally and then allocated directly to providers.

•

Another op!on is to allocate centrally-raised funding to commissioners, who are responsible
for assessing overall and individual needs, iden!fying poten!al service providers and then
entering into a contractual rela!onship with them. In this case, it is important that the length
of the contract gives providers sufficient security. Another considera!on is whether joint
commissioning is needed between health, social care or housing bodies, for example.

•

The third possible funding route is consumer-directed care, where individual service users
or their carers are given responsibility for purchasing services to meet their own needs.258 In
this case, it is important that service users have a range of services to choose from and that
adequate support is provided to service users to help them manage their budgets.

NGOs can also be commissioned to provide services; there is evidence that they can respond more
flexibly to the changing local circumstances than state providers.259 None of these op!ons are
mutually exclusive, but the funding available to service users to access or purchase services must
meet their needs and requirements.
The various welfare benefits or allowances paid to people with disabili!es, carers or parents of
children with disabili!es should also be considered.260 What should be avoided is people having
to choose between the various benefits and allowances, and paid employment. For example, a
person with disabili!es should not lose their allowance covering the higher cost of living with an
impairment (as well as the necessary assis!ve devices) if they decide to take up employment.
Similarly, carers should be able to combine caring responsibili!es (and the relevant benefits/
allowances) with other paid employment.

1.5 ‘Hump’ and double running costs
The budget a&ached to any deins!tu!onalisa!on strategy must take account of the ‘hump’ and
double running costs (also referred to as ‘parallel’ or ‘transi!onal’ costs). Hump costs refer to the
ini!al investment in the new community-based services which is likely to be high, especially if
services in the community are underdeveloped or lacking.261 Hump costs are also referred to as the
‘capital investment’ and will include, for example, the purchase of new housing in the community,
furnishings and clothing, as well as personnel training. An accurate projec!on of capital investment
expenditure is necessary for the success of the transi!on process.262

258 DECLOC Report, pp.48–49.
259 McDaid, David et al. op. cit., p.14.
260 DECLOC Report, p.54.
261 Ibid., p.84.
262 Mulheir, G. & Browne, K. op. cit., p.89.
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It is clear that ins!tu!ons cannot be closed un!l new community-based services are in place. This
means that, for a certain period of !me, un!l transi!on is complete, ins!tu!onal and communitybased services will have to run simultaneously, leading to double or parallel running costs.263 Not
everyone will leave the ins!tu!on at the same !me; as a result, there will be some personnel and
maintenance costs un!l the last person leaves. It is important that this process is not rushed with
a view to reducing costs, as it could lead to people having to move to inadequate se-ngs or being
denied adequate care. The safety of those s!ll in the ins!tu!on must also be ensured.264
Double running costs can be dealt with by iden!fying transi!onal funding and by carefully managing
the closure of the old services and the establishment of new community services.265 The need for
forward planning – projec!ng costs and iden!fying funding – is also highlighted, in order to reduce
the length of the transi!on period and minimise costs.266

KEY GUIDANCE 10: THE POTENTIAL FOR EU FUNDING TO SUPPORT
TRANSITIONAL COSTS
EU funding –Structural Funds and the Instrument for Pre-Accession Assistance – can
be used by Member States, acceding and candidate countries to cover some of the
double running costs in the process of transi!on from ins!tu!onal to community-based
care. To do this, it is important that the deins!tu!onalisa!on of different groups is
iden!fied as one of the priority ac!ons in the Partnership Contracts and the Opera!onal
Programmes for the upcoming programming period.
Structural Funds can support investments in a number of areas of reform, including:
•

infrastructure – such as housing, as well as home adapta!ons;

•

training of personnel to work in the new services;

•

crea!ng employment opportuni!es in the community; and

•

technical assistance, involving assessment of the needs and the coordina!on or
management of the en!re process of change.

The list of indica!ve ac!ons, checklists for the programming of Structural Funds use,
example output and result indicators and indicators for the selec!on of projects can
be found in the Toolkit on the use of European Union funds for the transi!on from
ins!tu!onal to community-based care.

263 DECLOC Report, p.84.
264 Power, op. cit., p.23.
265 Mulheir, G. & Browne, K. op. cit., p.89.
266 Power, op. cit., p.23.
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2. Workforce considerations
2.1 Maintaining a skilled workforce
One condi!on for establishing and running new services in the community is the availability of skilled
personnel. An inability to find enough people with the right skills, including to manage services and
to retain them, can be a serious barrier to developing and sustaining high-quality community-based
services. Many personnel currently working in the ins!tu!on will, given appropriate training, be able
and willing to work in community-based services. For some, however, this will not be an op!on, either
because they cannot be retrained or are not interested or able to work in the new services.267
Mo!va!ng the workforce and addressing workforce issues as part of the ins!tu!onal closure
process is cri!cal to the process of moving from ins!tu!ons to community-based services. It can
involve engaging the trade unions in the planning stages. Moreover, experience shows that working
closely with care personnel in developing services in the community has been beneficial to the
process, in the sense of helping to bring everyone on board and avoiding resistance.268
Serious considera!on should be given to personnel remunera!on, benefits and working condi!ons,
both to a&ract them to work in the new services and to prevent rapid turnover. Ensuring that
personnel are adequately paid can also help improve the quality of care.269 In some countries,
ins!tu!onal care personnel are be&er paid and have be&er condi!ons than the personnel working
in community services, largely because ins!tu!onal care personnel tend to have nursing or medical
training. This can be addressed by equalising wages, of those working in the ins!tu!ons and the
community during the process of transi!on and by providing be&er opportuni!es for working in
the community.270 It should be noted that the current trend in Europe is the opposite one, with the
condi!ons of service worsening.271
In some countries, professionals who are crucial to running services in the community, such as
occupa!onal therapists and community care workers, do not exist. In order to fill this gap in
professional exper!se, interna!onal professional exchanges could be considered as a part of the
deins!tu!onalisa!on planning process, along with training programmes and university courses.

2.2 Informal care272
It is important to recognise the role of, and improve support for, family and other unpaid carers, as
they are likely to provide a part (if not all) of the support. Support for carers can be provided through
tax credits, social security, allowances, grants from social care budgets, pension credits, consumerdirected payments (such as individual budgets) or payments from voluntary sector bodies.
Employment-friendly policies should also be in place for those family members who would like to
support their child, parent or rela!ve while working. This could be in the form of flexible working
arrangements or the possibility of taking paid or unpaid leave to care for an older ill rela!ve.
Support, counselling and respite services are also important to help carers deal with the stress of
providing support.273
267 DECLOC Report, p.56.
268 Power, op. cit., p.29.
269 DECLOC Report.
270 Power, op. cit., p.29.
271 Informa!on provided by the European Associa!on of Service Providers for Persons with Disabili!es.
272 See COFACE, op. cit.
273 DECLOC Report and Grundvig Learning Partnership, op. cit., p.18.
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It must be noted, however, that family members should not be le$ with no alterna!ve other than
having to provide support due to the gaps in services. Other forms of support, such as personal
assistants or other paid personnel should also be available.

CASE STUDY 22: CONTRIBUTION OF INFORMAL CARERS IN THE UK
The report ‘Valuing Carers 2011’ by Carers UK, Circle and University of Leeds, es!mated the
annual contribu!on of informal carers in the UK to be 119 billion GBP (in comparison with
98.8 billion GBP overall cost of all aspects of the Na!onal Health Service). The number of
informal carers was obtained through the na!onal census, which for the first !me in 2011
included the ques!on: “Do you look a$er or give any help or support to family members,
friends or neighbours or others because of: long-term physical or mental ill-health or disability
or problems related to old age?” It showed that in the UK, 12% of the popula!on provided
unpaid care. The report used 18 GBP as the cost of care per hour, which is an official es!mate
of the actual cost per hour of providing home care to an adult.274

3. Funding the new services
This sec!on looks at how funding reaches the services. Each country will have to make a decision
on how services are funded, with a view to ensuring quality services that respond to the needs of
the different groups, cost-efficiency and sustainability.

CASE STUDY 23: REDIRECTION OF RESOURCES FROM INSTITUTIONS
TO COMMUNITY"BASED CARE IN THE REPUBLIC OF MOLDOVA
In the Republic of Moldova, one NGO has worked closely with the Ministry of Finance for four
years in order to develop methods for ring-fencing and redirec!ng resources from ins!tu!ons
to community-based care.
In one county, local authori!es developed a plan for the comprehensive deins!tu!onalisa!on
of children’s services, including the closure of three ins!tu!ons. All three ins!tu!ons were
funded centrally by the Ministry of Educa!on. The community services required (including
social services and inclusive educa!on) would be funded by the county council. The NGO
worked with the Ministry of Educa!on, Ministry of Finance and county councils to develop
a three-stage process for redirec!ng finances. Firstly, the budgets for the ins!tu!ons were
protected and it was agreed they would not be subject to reduc!on as the numbers of children
in the ins!tu!ons reduced. Secondly, the budgets were decentralised to the responsibility of
the County Council, while the ins!tu!ons were s!ll open. This decentralisa!on was based
on the condi!on that the local authority would not reduce the budget or direct the finances
to anything other than children’s services. Thirdly, as the ins!tu!ons gradually closed, the
budgets and personnel posts were transferred to the new community-based services, making
it possible for the County Council to sustain the new services in the future.
It should be noted that Moldova is the poorest country in Europe by some distance and has
been hit harder by the global financial crisis than any other country in the world.275 Despite this,
it has been possible to close ins!tu!ons and transfer resources to community-based services.

274 Carers UK, Circle and University of Leeds (2011), Valuing Carers 2011, Calcula!ng the value of carers’ support, available
at: h&p://www.carersuk.org/media/k2/a&achments/Valuing_carers_2011___Carers_UK.pdf
275 The World Bank (2010), The Crisis Hits Home: Stress-Tes!ng Households in Europe and Central Asia.
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3.1 Ring-fencing the funding
When closing down an ins!tu!on, the ins!tu!onal budget should be ‘ring-fenced’ (set aside) for
community-based services that will serve the same group of people. For example, in the case of
a psychiatric hospital closure, the budget should be ring-fenced for person-centred community
mental health services. This is to prevent the funding being lost to other policy areas. In this respect,
there is a possibility of using ‘protected budgets’, whereby funding follows an individual regardless
of where they receive services. In such cases, the level of protected budget needs to be monitored
regularly to ensure that it is consistent with the level of the need.276
There is also an argument for integra!ng funding into mainstream services, such as health or social
care services, as opposed to ring-fencing it for services for people with disabili!es, for example.
This can ensure that money is used innova!vely, such as for preven!ve services or for trea!ng
mental and physical health problems at the same !me. However, in an integrated system, there is
a danger of funding being lost to other priori!es.277
Whatever the decision, it is important that no nega!ve incen!ves are uninten!onally created by
the way funding is allocated. On the contrary, it needs to create the right incen!ves for cross-sector
work and to address the needs of all in need of services.

3.2 Risks: the ‘paradox of funding’
An important disincen!ve for the development of preven!on and family or community-based
care can lie in the system of funding and in the division of resources between central and local
authori!es. In some European countries, the State directly finances ins!tu!ons, o$en propor!onally
to the number of residents. In the absence of disincen!ves and a moratorium on new placements,
ins!tu!ons will keep a&rac!ng children and adults into their services in order to keep the ‘funds’
coming in.
Furthermore, the burden of expenditure for family and social services is o$en shouldered by the
local authori!es, which also have an interest in transferring children and adults into centrallyfunded ins!tu!ons in order to preserve local budgets. The paradox lies in the fact that people are
ins!tu!onalised to save money, even though ins!tu!ons have generally been proven to be more
expensive than preven!on or reintegra!on of children and adults into their family of origin or the
community.
Therefore, whenever a deins!tu!onalisa!on process is in place, it is essen!al to ring-fence the
funds and to reinvest them into quality alterna!ve care, social services and family support in the
community. As a minimum, these funds should correspond to the amount that was allocated for
each child living in the ins!tu!on.278

3.3 Centralised or devolved funding
Whether budge!ng responsibili!es are centralised or devolved (de-centralised) to a regional
or local level will vary from one country to another. It is suggested that devolved budgets and
purchasing of services increase the likelihood of services responding to the assessed needs and

276 McDaid, David et al. op. cit., p.12.
277 DECLOC Report.
278 Eurochild op. cit. (2012a), p.18.
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expressed preferences of individuals. Service professionals tend to be closer to the users and are in
a be&er posi!on to recognise the needs of their local community. Devolved budgets increase the
likelihood of shi$ing the balance of care from reliance on ins!tu!ons.
The disadvantages of devolved budgets are having less informa!on and fewer technical resources
to process the informa!on. In addi!on, they do not include a fall-back posi!on if financial mistakes
are made. Decentralised decision-making therefore requires a well-planned budget alloca!on
mechanism and robust accoun!ng procedures. Because financial risks are bigger, it might encourage
more conserva!ve or ‘safe’ use of funding, hampering innova!on.
Centrally-controlled budgets allow risks to be spread and give greater purchasing power. They might
also make it easier to respond strategically to countrywide needs, or to the needs of a specific area.
If controlled centrally, budgets can be spread more evenly across the country, facilita!ng more
equal access to services and quality provision. However, with a centralised budget, there are few
incen!ves for local authori!es or professionals to make services more cost-effec!ve, as this could
mean they are allocated less funding in the future.
Whether funding is centralised or devolved, it is necessary to apply formulae to work out how much
funding should go to local authori!es or to individual providers. These formulae should reflect the
distribu!on of needs and agreed policy priori!es. Ideally, they should be based on an independent
measurement of needs, taking account of the socio-demographic make-up of the local popula!on,
social depriva!on, morbidity and cost varia!ons. 279

3.4 ‘Consumer-directed’ care
The commissioning of services has a direct impact on their delivery and there is no simple blueprint
for success. The principle of responding to local circumstances and needs would apply in this case
as well.280
‘Self-directed’ (or ‘consumer-directed’) care, collec!vely referred to as ‘self-determina!on
programmes’, is a more recent and increasingly popular development in service provision. The
aim is to give more independence and choice to service users, giving them greater control over
their lives. The key principle is that funding is handed over to those individuals who wish it, in the
form of direct payments or personal/individual budgets; they then purchase their own care. This
arrangement emphasises independence and empowerment and can improve quality of care, while
also being cost-effec!ve. Consumer-directed care arrangements can also help break down barriers
between services, sectors and budgets, because funding can be used across sectors, such as health,
social care, housing and educa!on, as well as culture and leisure.
At the same !me, consumer-directed care places more responsibility on individual users or their
families. Problems can arise if the funding is too low to allow budget holders to access services
they need, or if the necessary services are not in place (i.e. if funding is linked to limited choice
op!ons).281 There is also some risk of exploita!on, though this can be dealt with by providing expert
support to poten!al budget holders.

279 DECLOC Report.
280 Ibid.
281 Power, op. cit., p.25.
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The transi!on to consumer-directed care is a complex process, involving the “design of an individual
budget alloca!on model and embedding short and medium-term op!ons for moving people over
to the new system.”282 One of the main challenges is moving from exis!ng block contracts to
individualised procurement. Experience shows that this cannot be done in haste. It is suggested
that governments might want to use ‘innova!on grants’ to encourage the on-going development
of good prac!ce in individualised funding op!ons, in preference to block grants or contracts for
a certain service or set of services. This is based on the premise that service provision should
not be built around block funding, but on a model which searches for crea!ve op!ons, allows for
demonstra!on projects and seeks to tailor support to different groups.283

CASE STUDY 24: PERSONAL EXPERIENCE OF A YOUNG PERSON WITH
DISABILITIES USING A PERSONAL BUDGET IN THE UK &EXTRACT FROM
INCONTROL®284'
Jonathan is a disabled teenager. His quality of life has been transformed since he le$ school
in July 2008 with an individual budget. Now he and his mum decide what he should do, when
he should do it and who should support him. Jonathan’s complex health condi!on means he
receives funding through con!nuing health care. He was fortunate enough to be part of a
pilot run by the Learning and Skills Council giving individual learning support funds. Pu-ng
the different funds together has enabled Jonathan to employ one full-!me personal assistant
(PA) and two part-!me PAs for ac!vi!es in the evenings and on weekends.
Jonathan’s mum reports an “amazing improvement in his quality of life. …It has given him so
much more freedom to explore life. Without his individual budget he would not have been
able to do anything like the things he can do now. I would have had difficulty taking him to
these things. It is encouraging Jonathan to have a bit of an independent lifestyle. And with
Jonathan having his PAs, I have more !me to spend with my other two sons who both have
learning difficul!es. And Jonathan can’t stop smiling!”
In addi!on to enjoyment and happiness, Jonathan’s learning needs are fully taken care of. His
week – tailor-made for him – allows many opportuni!es for developing his independent life
skills, his special interest in computers, mul!-media and individual tui!on.

3.5 Multiple funding sources
Shi$ing the balance of care from ins!tu!ons to community-based services will also affect the
balance of funding – from exclusive reliance on social care or health systems (o$en a part of a
single, consolidated ins!tu!on budget) to a number of services that are funded from different
budgets. A person with disabili!es will, for example, not only have health needs, they may also
require support at home and to go about their everyday lives. They might need housing adapta!ons
or access to social housing and/or support in finding or retaining paid employment. Similarly, family
carers might have needs associated with the burden of providing care. The same will be the case
with other user groups and their various environments, all of which will have to be considered.
The challenge of having mul!ple funding sources is coordina!on and not knowing how to assess
and manage the en!tlements of poten!al service users. Problems can arise because of differences

282 Ibid.
283 Ibid., pp.26–27.
284 See: h&p://www.in-control.org.uk/related-pages/what-we-do/children/personal-stories-(children)/joined-up-support.
aspx
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in en!tlements and access and because of the poten!al for unintended nega!ve incen!ves created
in some systems as a result of performance targets. Fragmenta!on of decision-making and the
barriers created by ‘silo’ budgets (with funds earmarked for one use and not transferable to
another) have been iden!fied as the cause of the problem. Poor coordina!on can result in wasteful
overlaps between the services, or gaps in the support spectrum.
In fact, coordina!on has been iden!fied as the biggest challenge in providing community-based
services. Several possibili!es have been suggested as to how coordina!on can be improved. They
include:
•

agreeing to a shared plan for ac!on;

•

designa!ng one organisa!on as the lead agency with responsibility for strategic coordina!on
across sectors;

•

pu-ng in place ‘care brokers’ to assess needs and coordinate service responses;

•

reaching agreements to facilitate the movement of money between different na!onal or local
budgets;

•

establishing joint budgets across health, social care, housing or other agencies; and

•

pu-ng in place consumer-directed care arrangements.285

CASE STUDY 25: EXAMPLE OF GOOD COORDINATION IN SERVICES FOR OLDER
PEOPLE IN FINLAND286
Finland is divided into hundreds of municipali!es (336 in 2011), which are responsible for
providing health and social care for their inhabitants. A municipality might provide the services
itself or together with other municipali!es. In South Karelia, an integrated organisa!on –
the South Karelia Social and Health Services (Eksote) – was established in 2010. Eksote is a
regional social and health district where the primary and secondary health and social care
services of eight municipali!es are integrated within the same organisa!on.
The integrated organisa!on creates excellent possibili!es for developing social and health
care services for a larger area as a single en!ty. Eksote’s organisa!onal structure facilitates
agreement, coordina!on and coopera!on between different forms of care and services
(domiciliary services, home care, sheltered housing services, rehabilita!on, acute hospital
care and long-term care) as well as between different professionals. Eksote’s goal is also to
develop processes that increase produc!vity of work without decreasing the quality of care.
Eksote’s way of organising services has been adopted as a na!onal example of good prac!ce
in organising social and health care services. The main message is that a larger, integrated
organisa!on can provide client-centred services near to the clients in less-populated areas.
The main benefit of this integrated service model is that it improves older people’s quality
of life by supplying adequate services and care at the right !me based on clients’ needs.
In addi!on, the integrated service processes are more func!onal, cost-effec!ve and client
oriented.

285 DECLOC Report.
286 For more informa!on, see Interlinks: Health systems and long-term care for older people in Europe. Modelling the
interfaces and links between preven!on, rehabilita!on, quality of services and informal care, h&p://interlinks.euro.
centre.org/model/example/ManagingClientOrientedProcessesInAnIntegratedOrganisa!on
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4. Turning barriers into opportunities
Closing down ins!tu!ons and developing services in the community is a life-changing experience
for the people living there, but it also affects both those working in the ins!tu!ons and the local
community. It is important to turn poten!al barriers to deins!tu!onalisa!on into opportuni!es.287

4.1 Effect on the local economy
Ins!tu!ons can be the main employer in a local area, especially if they are large and in remote
loca!ons where there may be few other employment opportuni!es. Closing the ins!tu!on can
therefore have a major effect on the local economy and can lead to heavy job losses. Communitybased services are likely to be sca&ered around the country (since they will follow the people) and
the personnel may be unwilling or unable to move. At the same !me, there may be new services
that will be developed in the area, offering opportuni!es for local development. The building itself
may be used for a different purpose, which again can provide new employment opportuni!es.
Similarly, when older people are well-integrated in the local community in line with the policy on
ac!ve ageing, they also can become important consumers of goods and services of a very different
nature. This may considerably boost the local economy and labour market and have secondary
effects on public budgets.

4.2 Making use of existing buildings
The value of the buildings which house the ins!tu!ons and the land they are situated on has to be
taken into account when comparing the cost of ins!tu!onal versus community-based care.288 The
value will vary, depending on the state of the buildings and their loca!on. It is possible that it will
be very low or that there will be no appropriate alterna!ve use for the building.
Plans for the future use of the building should be made as part of the process of closure. They
should involve the personnel and local community in order to reduce resistance to closure. While it
is important to be crea!ve and open-minded to new possibili!es, it is also important to ensure that
no part of the building is used to provide ins!tu!onal care, for any group of people. If conveniently
situated, the building could, for example, be used to house offices for integrated community
services, such as community-based social workers, mobile therapists or therapeu!c teams. Former
ins!tu!ons can also be converted into schools, hospitals or social housing (apartment blocks).289
Ideally, the capital will stay in the social care, health or educa!on sector and will not be lost to
other sectors. This is further elaborated on in the sec!on on ring-fencing the available funding in
Chapter 6.

287 DECLOC Report.
288 DECLOC Report.
289 Mulheir, G. & Browne, K. op. cit., page 91.
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CHAPTER 7:
DEVELOPING INDIVIDUAL PLANS
The purpose of an individual plan is to ensure consistency between what a person needs, how they
wish to live their life and the support they receive.
This chapter considers the different elements of the planning process: assessment and selfassessment; development of individual care and support plans; implementa!on; and review of
plans. It highlights the importance of ensuring the meaningful par!cipa!on of users and where
relevant, their support persons, families or carers, in all stages of the planning process.

Obliga!ons under the UN Conven!on on the Rights of Persons with Disabili!es
State Par!es are required, under Ar!cle 26 of the CRPD to “take effec!ve and appropriate
measures, including through peer support, to enable persons with disabili!es to a&ain and
maintain maximum independence” and “full and effec!ve inclusion and par!cipa!on in
all aspects of life”. Services developed in the areas of health, employment, educa!on and
social services, must be based on the “mul!disciplinary assessment of individual needs and
strengths”. They should also be available to persons with disabili!es as close as possible to
their own communi!es, including in rural areas. As regards children with disabili!es, their
“best interests” should be a primary considera!on (Ar!cle 7).

1. Involving users
Planning involves making important decisions about the lives of the users. This could include,
for example, where an adult or a young person will live a$er they leave the ins!tu!on or care:
with family or friends, in their own flat or house, in supported housing or in another residen!al
community-based alterna!ve. In rela!on to children, decisions involve who will look a$er the
child: whether the child can return to their family, or whether alterna!ve care op!ons will have to
be considered, such as family-based care, foster care, residen!al care or adop!on. It is essen!al
that these decisions are made with the ac!ve involvement of the users, and where relevant, their
advocates, enabling them to have control over their lives and the support they receive.

1.1 Children
As a whole, the involvement of the child in the decision-making process should be based on the
best interests of the child and should be in line with their level of maturity. While children will not
be able to make autonomous decisions about their future, their right to express their opinion freely
and to have that opinion taken into account in any ma&ers affec!ng them, should be respected290
and they should be enabled to par!cipate meaningfully. The UN Guidelines for the Alterna!ve Care
of Children explicitly stress the need for full consulta!on with the child, according to their evolving
capaci!es, at all stages of the decision-making process regarding the most appropriate form of care
for them.291
290 United Na!ons Conven!on on the Rights of the Child, Ar!cle 12.
291 United Na!ons Guidelines for the Alterna!ve Care of Children, paras. 6, 48, 56.
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Adults are o$en reluctant to consult children because they are perceived to lack the competence
and capacity to par!cipate effec!vely. Nevertheless, even the youngest children have their likes
and dislikes and can par!cipate in issues that are important to them “[p]rovided that they are given
appropriate support, adequate informa!on, and are allowed to express themselves in ways that are
meaningful to them – pictures, poems, drama, photographs, as well as conven!onal discussions,
interviews and group work”. 292 Recently, the Council of Europe adopted a recommenda!on on the
par!cipa!on of children and young people under the age of 18, which explicitly states that “[t]here
is no age limit on the right of the child or young person to express her or his views freely”.293 A body
of literature exists providing useful prac!cal advice on communica!ng with very young children
about significant changes in their lives. For example, Vera Fahlberg’s ‘A Child’s Journey Through
Placement’.294
For young people leaving care, support should be available to prepare their transi!on to independent
living. This process should involve the young person and be carefully planned. It should start well
before the child is ready to leave their former care se-ng.295

CASE STUDY 26: INVOLVING CHILDREN AND YOUNG PEOPLE IN THE PROCESS
OF CHANGE
‘Children and young people in care – Discover your rights!’ is a booklet developed by the
Council of Europe and SOS Children’s Villages Interna!onal. It aims to give young people a
be&er understanding of how alterna!ve care works, what their rights are as a young person in
care and whether these rights are being respected. The booklet also aims to help young people
make decisions and improve their communica!on with their care givers and social workers.296
Lumos has worked with children and young people who have moved out of ins!tu!ons
(including children with intellectual disabili!es) in the Czech Republic and Moldova to develop
a series of interac!ve books for children of different ages and levels of understanding. The
books help children to understand the deins!tu!onalisa!on process, to prepare them for the
changes that are coming, to record their concerns, wishes, hopes and memories and to find
ways of saying goodbye.297

1.2 Involving children’s families
Where placement decisions are made regarding children, the involvement of families is essen!al.
O$en parents of children in ins!tu!ons feel disempowered and defer to the professionals. In
some countries, family-group conferencing has been introduced to ensure that parents and other
family members can take an ac!ve and equal role in decision-making regarding children. It is o$en
assumed that families who have placed their children in ins!tu!ons, par!cularly where contact is
rare or non-existent, do not want their children. However, in many countries, the authori!es do not
ac!vely seek out families to ascertain the reason for their separa!on from their children.
292 Lansdown, G. (2001) Promo!ng children’s par!cipa!on in democra!c decision-making, Florence, Italy: UNICEF,
Innocent research centre, p.8.
293 Recommenda!on CM/Rec(2012)2 of the Commi&ee of Ministers to member States on the par!cipa!on of children
and young people under the age of 18 h&ps://wcd.coe.int/ViewDoc.jsp?id=1927229&Site=CM&BackColorInternet
=C3C3C3&BackColorIntranet=EDB021BackColorLogged=F5D383
294 Fahlberg, Vera (1991) A child’s journey through placement. Perspec!ves Press.
295 Eurochild op. cit. (2012a), p.17.
296 The booklet is available at: h&p://www.coe.int/t/dg3/children/childrenincare/C&YP%20IN%20CARE-ANGLAIS(web).
pdf
297 For more informa!on about these interac!ve books for children, contact info@lumos.org.uk
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CASE STUDY 27: ASSESSMENT OF FAMILIES IN BULGARIA
In Bulgaria, as part of the major deins!tu!onalisa!on programme, the government organised
a comprehensive assessment of 1,800 children with disabili!es living in ins!tu!ons and of
their families. The assessment found that 53% of families wished to re-establish contact with
their children, with a view to eventual reunifica!on.

1.3 Adults
Adults should not only be consulted throughout the planning, implementa!on and monitoring process,
they should also be enabled to make decisions about their lives, the support they need and how it
will be provided. One of the core principles of the CRPD is “respect for inherent dignity, individual
autonomy including the freedom to make one’s own choices, and independence of persons”.298
However, older people and adults with disabili!es are also o$en regarded as incapable of par!cipating because of their age or the nature of their impairment, which may affect their intellect or
speech. As with children, the provision of relevant support (primarily from their peers, combined
with professional consulta!ons when needed), informa!on and assistance are key to enabling their
effec!ve par!cipa!on. Thus, a person with a speech impairment would be able to par!cipate if
they had access to communica!on technologies or a support person who is trained in alterna!ve
and augmenta!ve communica!on.299 A person with an intellectual disability could be enabled to
make decisions for themselves with the introduc!on of supported decision-making arrangements.
Where the person cannot directly par!cipate in the decision-making process, they could be
represented by a trusted person. In this case the decisions made for or on behalf of the person
should always be in their best interest.

CASE STUDY 28: SUPPORTED DECISION"MAKING ( EXAMPLE OF A ‘PERSONAL
OMBUDSMAN’
Ar!cle 12 of the CRPD recognises that people with disabili!es have legal capacity on an equal
basis with others. It also acknowledges that some people may need addi!onal support to
exercise their legal capacity and requires Member States to adopt the necessary measures to
ensure this support.
With supported decision-making, the person with disability is the decision maker.300 The role
of the supporter could be to explain the informa!on to the person in an accessible way and
help them understand the available op!ons or to communicate the person’s preferences
and opinion to the others. The supporter should listen carefully to the person and act in
accordance with their wishes. They should respect the views and the choices of the person
and should not subs!tute them with their own preferences .They should always represent the
views of the person, even when they are in conflict with the view of the rest of the family or
the support person themselves.
(con!nues on next page)

298 United Na!ons Conven!on on the Rights of Persons with Disabili!es, Ar!cle 3 (a).
299 Inclusion Interna!onal (2008) Key elements of a system for supported decision-making. Posi!on paper.
300 United Na!ons, op. cit. (2007).
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CASE STUDY 28: (con!nued from previous page)
A good example of a service offering supported decision-making for users of psychiatry is
the ‘personal ombudsman’ (personligt ombud), developed in Sweden a$er the psychiatric
reform of 1995. A personal ombudsman (PO) is a professional, highly-skilled person dedicated
exclusively to the service of the psychiatric pa!ent. The PO is not in any alliance with psychiatry
or the social services or any other authority and has no links with the pa!ent’s rela!ves or
others in their surroundings. They assist individuals to take control of their own situa!on,
iden!fy care needs and ensure that they receive the necessary help. POs have no medical
responsibility, nor do they make any decisions in an authorita!ve capacity; they work only to
represent the individual.
In 2010, 325 POs were employed and provided support to more than 6,000 individuals
throughout the country. In areas where POs work, there has been a significant drop in
the number of suicides and drug abuse. People are less likely to be isolated or put under
guardianship. Calcula!ons also suggest that it reduces the costs of other services significantly.301

2. Individual assessment
Individual assessment, implementa!on and review are the main elements in the planning process.
The purpose of the assessment is to provide detailed informa!on about the person and their
needs and preferences, which will inform the development of an individual support/care plan.
The assessment should be linked to the strategy for the development of services, which means
that the required support services need to be developed on the basis of the individual needs and
preferences, rather than trying to fit the person into the exis!ng op!ons.

2.1 Framework and methodology
In the development of the methodology, both the specific country context and the par!cular user
group should be considered. There is no right answer about what the methodology should look
like, as long as it adheres to the following principles:
•

Involvement of users and, where appropriate, of their families, carers or advocates, in
decision-making about their future and support services. It is not possible to carry out an
assessment simply by looking at the file and talking to the carers or professionals.

•

Meaningful par!cipa!on throughout the whole process by the families or advocates (as
appropriate), including providing access to relevant support.

•

Holis!c approach, which takes into account the whole person, not only their impairment.

•

Considera!on of an individual’s strengths and resources, in addi!on to their needs and the
difficul!es they face.

With regard to children, the UN Guidelines explicitly recommend that the assessment should be
comprehensive and take into account both the immediate safety and well-being of the child and
their long-term care and development. It also suggests some specific areas which the assessment
should cover, including a child’s “personal and developmental characteris!cs, ethnic, cultural,
301 See h&p://www.po-skane.org/The_Swedish_Personal_ombudsmen_system(Maths_Comments).php
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linguis!c and religious background, family and social environment, medical history and any special
needs”.302 With regard to children who have been ins!tu!onalised, the assessment should assess
poten!al as well as current func!oning. Care should be taken not to misdiagnose ins!tu!onalised
children as au!s!c, since quasi-au!s!c behaviours are a common effect of ins!tu!onalisa!on and
usually disappear once children have moved into family-based or family-type placements.
In rela!on to children, the main reference point is the full development of the child; this refers
to the theories of child development as consis!ng of a series of stages, each with its own specific
characteris!cs.

CASE STUDY 29: EXAMPLE OF A COMPREHENSIVE ASSESSMENT FRAMEWORK
USED IN THE CARE PLANNING, PLACEMENT AND CARE REVIEW FOR
CHILDREN IN THE UK303
The assessment used in care planning in the UK draws on the more general Framework for
the Assessment of Children in Need and their Families304, which iden!fies three inter-related
systems of domains: the child’s developmental needs, family and environmental factors and
paren!ng capacity and a number of cri!cal dimensions in each domain. Care planning is
based par!cularly on the seven dimensions of developmental need.
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302 United Na!ons Guidelines for the Alterna!ve Care of Children, para. 57.
303 HM Government (2010) The children Act 1989 Guidance and regula!ons. Volume 2: Care planning, placement and case
review.
304 Department of Health (2000) Framework for the assessment of children in need and their families, available at h&p://
www.dh.gov.uk/prod_consum_dh/groups/dh_digitalassets/@dh/@en/documents/digitalasset/dh_4014430.pdf
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At an interna!onal level, there are no such specific recommenda!ons about the focus of an
assessment in rela!on to people with disabili!es and older people. Nevertheless, the CRPD, the
Madrid Interna!onal Ac!on Plan on Ageing and the UNECE Regional Implementa!on Strategy could
be used as guidelines. These documents highlight the principles of inclusion and full par!cipa!on
of older people and people with disabili!es in the poli!cal, social, economic and cultural life of the
society. These principles should be the main reference point in the assessment and may highlight
needs for support at home, at work, in health ma&ers, in educa!on and culture, in social rela!ons
and in leisure.

CASE STUDY 30: THE SUPPORT INTENSITY SCALE &SIS' ASSESSMENT TOOL
SIS is an assessment tool used with people with intellectual disabili!es to evaluate their
individual prac!cal support requirements. In contrast to tradi!onal tools and approaches,
which measure the skills an individual lacks, SIS focuses on the skills an individual possesses,
evalua!ng the support needed for people to lead independent lives.
The tool measures support needs in the following areas: home living, community living,
lifelong learning, employment, health and safety, social ac!vi!es, protec!on and advocacy.
Specific ac!vi!es are defined in each area. For example, ‘home living ac!vi!es’ include
preparing food, ea!ng food, housekeeping and cleaning, dressing, personal hygiene and
housekeeping.”305

The methodology may include tools that have been specifically developed for the purpose of the
assessment as well as already exis!ng instruments. In any case, it is the consistency of approach
which is important, i.e. using the same tools for all children of the same age group or level of
understanding.306
The exis!ng tools could be used to guide the development of new instruments or could be
applied directly. However in some areas (such as child development), there are a wide variety of
instruments used for assessment of early childhood social and emo!onal development, such as the
Denver scale.307 They provide informa!on only in a specific area, which means that they will not be
sufficient for the development of individual plans and will need to be complemented by addi!onal
informa!on.308 The Support Intensity Scale, despite being very detailed with regard to individual
needs, does not provide informa!on about the family and informal rela!ons of the person, which
are important in the planning process.

2.2 Self-assessment
Self-assessment has emerged as the preferred op!on for ensuring that the support allocated to
a person matches their real needs and requirements. It refers to a process whereby a person can
assess their own care and support needs. If they wish, they can be supported by their carer, a

305 For more informa!on visit: h&p://www.siswebsite.org/cs/product_info
306 Mulheir, G. & Browne, K. op. cit.
307 For overview of instruments for children 0–5 years, see h&p://www.nectac.org/~pdfs/pubs/screening.pdf
308 Sosna, T. & Mastergeorge, A. (2005) Compendium of screening tools for early childhood social-emo!onal development.
Sacramento: California Ins!tute for Mental Health.
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family member, a service provider, a peer or friend. Self-assessment is typically done through
ques!onnaires, developed by the local (or other) authori!es with the involvement of service users.
It is very important to be aware that one type of ques!onnaire does not fit all, even of a single
group of service users. The approach, the explana!ons and the ques!ons need to be differen!ated
and adapted to each specific group and to its characteris!cs, for example migrant background, level
of educa!on or religion.
Peer support/counselling is a crucial part of a person feeling empowered and self-confident when
approaching the self-assessment process. It is only peers who, by sharing experience and raising
awareness of the person being assessed, can help iden!fy real needs. It is o$en that people see
their daily life in minimalis!c terms – just personal hygiene, dressing and ea!ng. It is the peer’s job
to challenge such minimalis!c expecta!ons of the person to help them see addi!onal opportuni!es
to par!cipate. The peer-to-peer nature of the rela!onship can be more persuasive than the expertclient one.

2.3 Preparing and conducting the assessment
The individual needs assessment could be conducted by professional/s or the individual themselves.
When the assessment involves interac!on between a professional and a user, careful prepara!on
is required. For example, prior to the assessment, the professional or the team conduc!ng the
assessment should review the available informa!on and, if needed, meet with the relevant
personnel member for further discussions.309 Special a&en!on should be paid to ensuring that
all the support needed to enable the person to par!cipate meaningfully in the assessment and
planning process is in place.
For a number of reasons, the assessment can be a stressful experience for both children and
adults, so some effort is required in order to make the person feel comfortable. Depending on
the situa!on, this may be achieved by carefully explaining the purpose of the assessment and/
or by invi!ng someone familiar to the person to be present. The poten!al for stress is also why
self-assessment (which involves a person doing the assessment in their own !me and their home
environment) is a recommended op!on. Assessments of young children should take place through
specific play ac!vi!es.
Special a&en!on should be paid to overcoming communica!on barriers. Some people may find
it difficult to communicate using only speech. However they can s!ll express their wishes and
preferences using different methods of communica!on – facial expressions, gestures, symbols and
pictures or wri!ng.310 For meaningful par!cipa!on of these users in the assessment and planning
process, the person’s specific method of communica!on must be known and understood.

309 Mulheir, G. & Browne, K. op. cit.
310 See Augmenta!ve and Alterna!ve Communica!on, at: h&p://www.asha.org/public/speech/disorders/aac.htm
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CASE STUDY 31: PERSON"CENTRED APPROACHES TO PLANNING
The term ‘person centred planning’ (PCP) refers to a range of approaches to planning
based on the principles of inclusion.311 Some of the most common planning styles in PCP
include: Essen!al Lifestyle Planning, developed ini!ally for people returning to their home
communi!es from ins!tu!ons and residen!al schools; PATHS (Planning Alterna!ve Tomorrow
with Hope); MAPS (Making Ac!on Plans); and Personal Futures Planning.
In recent years PCP has increasingly been used in the planning of care and support for young
people, adults and older people. An individual’s own person-centred plan could be used in
the formal assessment, in the development of an individual care and support plan linking
individuals and families with public services and in the review process.
One of the dis!nc!ve characteris!cs of PCP is that it focuses on the person’s aspira!ons. The
planning process begins by exploring what is important for the person in the present and goes
on to building a vision of the desired future which is based on their capaci!es and resources
rather than on deficits and needs. The last step is the development of an ac!on-plan. This is
where the vision of the future is turned into clear goals, with specific steps for achievement
and with specific responsibili!es being assigned to the people involved in the planning. This
is another important feature of the person-centred approaches: the family members and the
wider social network are ac!vely involved in the planning process, becoming the person’s
‘circle of support’. They par!cipate in the planning itself, can take on specific responsibili!es in
the implementa!on of the plan and usually con!nue to support the person a$er the planning
process is completed.

3. Individual care and support plan
The plan will provide informa!on about the placement and living arrangements, as well as the
addi!onal support that will be provided to the person and (where necessary) their family or carers.
It will formulate clear goals, as well as specific and measurable outcomes. The !meframe and
responsibili!es for its implementa!on also need to be specified. It should set out the views of the
person and their family, demonstrate how they were considered in the planning process and how
they were reflected in the plan.

3.1 Children
The best interests of the child, their safety and security should be the main considera!on in deciding
the most appropriate form of care (for different alterna!ve care op!ons see Chapter 5). In addi!on,
the following principles should be considered:312
•

Removal from family is a last resort: Removal of a child from the care of the family should be
seen as a measure of last resort. Whenever possible, it should be temporary and short-lived.

•

Contact with the family: The placement should allow the child to live as close as possible to
their home in order to encourage contact with their family (except in cases where this is not
in the best interest of the child) and to avoid disrup!on in educa!onal, cultural and social life.

311 See, for example, UK Department of Health, Personalisa!on through Person-Centred Planning, at: h&p://www.dh.gov.
uk/en/Publica!onsandsta!s!cs/Publica!ons/Publica!onsPolicyAndGuidance/DH_115175
312 United Na!ons Guidelines for the Alterna!ve Care of Children.
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•

Reintegra!on as the first op!on: In cases when the child has been separated from their
family and placed in alterna!ve care, their possible reintegra!on should be priori!sed over
all other measures. Alterna!ve care should be provided only when the family is unable, even
with appropriate support, to provide adequate care for the child or where it is unsafe for the
child to return to their family.

•

Family-based care for children under three years old: Alterna!ve care for young children,
especially those under the age of three, should be provided in family-based se-ngs.

•

Residen!al se)ng if necessary and appropriate: Residen!al care should be limited to cases
where such a se-ng is appropriate, necessary and construc!ve for the individual child
concerned and is in their best interests.

•

Siblings should not be separated: Siblings should not be separated by placements in alterna!ve
care and should be able to live together (unless an assessment iden!fies that separa!on is
explicitly in their best interests). Children placed in ins!tu!ons are o$en separated from their
siblings. Therefore, in the transi!on phase, one of the goals should be to enable siblings to
live together.

•

Permanency: Frequent changes in the care se-ng are detrimental to the child’s development
and ability to form a&achments and should be avoided. Short-term placements should aim to
enable an appropriate permanent solu!on.

3.2 Adults
Adults should be given the assistance they need to make an informed decision about where they
want to live and how their support should be organised. As set out in the CRPD, people with
disabili!es should “have the opportunity to choose their place of residence and where and with
whom they live on an equal basis with others and [should not be] obliged to live in a par!cular
living arrangement”.313 This means that countries have a responsibility to provide a range of support
services, including variety of housing arrangements, which will give people with disabili!es and
older people a genuine choice.

313 United Na!ons Conven!on on the Rights of Persons with Disabili!es, Ar!cle 19 (a).
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CASE STUDY 32: ROLE OF THE MENTAL CAPACITY ACT &ENGLAND AND WALES'
IN DECISION"MAKING ABOUT SUPPORT AND LIVING ARRANGEMENTS
In the UK, the Mental Capacity Act formulates the following statutory principles to protect
people who lack the capacity to make par!cular decisions, while at the same !me maximise
their ability to make decisions and to par!cipate in decision-making.314
In the decision-making process about support and living arrangements, the following
principles need to be observed:
•

A person must be assumed to have capacity unless it is established that they lack capacity.

•

A person is not to be treated as unable to make a decision unless all prac!cable steps to
help him to do so have been taken without success.

•

A person is not to be treated as unable to make a decision merely because he makes an
unwise decision.

•

An act done, or decision made, under this Act for or on behalf of a person who lacks
capacity must be done, or made, in his best interests.

•

Before the act is done, or the decision is made, considera!on must be given to whether
the purpose for which it is needed can be as effec!vely achieved in a way that is less
restric!ve of the person’s rights and freedom of ac!on.315

3.3 Reviewing the plan
The review of the individual care and support plan is an important part of the planning process. Its
purpose is to monitor the progress towards the outcomes set out in the plan and to make necessary
amendments, taking into considera!on the new informa!on and the changed circumstances. The
review of the plan for children in alterna!ve care will help determine the adequacy and necessity
of the placement in the light of the child’s personal development and the development in their
family environment.316
The frequency at which care and support plan reviews take place should be legally regulated and
will depend primarily on individual circumstances. Users should be able to request a review of their
plan when there is a change in circumstances.

4. Challenges in the planning process
4.1 ‘Cookie-cutter’ approach317
Some ins!tu!onal closures have been characterised by a ‘cookie-cu&er’ approach in which service
models, such as group homes, are imposed, with individuals being placed according to the perceived
needs of a group. While this approach may be appealing and may appear to be efficient in the
short term, the resul!ng living arrangements usually fail to meet the needs of individuals and can
lead to problems (such as ins!tu!onal service delivery or interpersonal conflicts) and inefficiencies
(mul!ple moves or addi!onal professional interven!ons).
314 In the view of Mental Health Europe, this legisla!on is considered as one of the most advanced mental health acts in
Europe. However, they also pointed out that the Mental Capacity Act for England and Wales has met some cri!cism
from organisa!ons of (ex-)users of psychiatry for its paternalis!c approach.
315 Department for Cons!tu!onal Affairs (2007) Mental Capacity Act 2005 Code of Prac!ce, London: TSO, p.19. Available
at h&p://www.jus!ce.gov.uk/downloads/protec!ng-the-vulnerable/mca/mca-code-prac!ce-0509.pdf
316 United Na!ons Guidelines for the Alterna!ve Care of Children, para. 66.
317 People First of Canada/Canadian Associa!on for Community Living op. cit., p.10.
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This risk can be avoided by ensuring that planning is person-centred and individualised. Each person
should be empowered to make a decision about where and with whom they want to live, so that
the resul!ng arrangement is truly their home.

4.2 Effects of institutionalisation
Decision-making could be challenging for people who have spent a long !me in an ins!tu!on. A$er
leaving an environment with rigid daily rou!nes and rules and which is dominated by paternalis!c
rela!onships318, the person may find it difficult to formulate and express their preferences and to
make autonomous decisions. At the same !me, prolonged isola!on from the community (since
birth, for some) will make it very difficult for a person to imagine life outside of the ins!tu!on and
to iden!fy what support they might need.
It is therefore crucial that during the planning process people have access to informa!on, advice
and support on independent living. Support from other people with disabili!es who already live
independently (having experienced ins!tu!onal care) and who can act as role models is crucial
in this process. They can share their experience about what it is like to live independently in the
community, about the challenges that they are facing and the solu!ons that they have found. In
this process, the person not only gains useful informa!on, they can also become more confident in
their ability to live independently in the community and feel empowered to do so.
Even if currently there are few op!ons for community support available, contact with other people
who live independently could be empowering for the person. Equally, parents of young adults who
are about to move out of the ins!tu!on might find it reassuring to hear experiences of others in a
similar situa!on as their child.

TESTIMONIAL 4: JOSÉ’S STORY319
José moved into a long-stay residen!al ins!tu!on when he was 18, a$er finishing high school
because he did not want to be a burden to his family. This placement was offered to him by the
municipality and there were 55 other people living there.
Even though he soon realised he wanted to leave, José ended up living in the ins!tu!on for
12 years. As he was trying to find ways to move out, he went to different seminars in his town
organised by other disabled people and supported by the regional authori!es. There he met
with independent living ac!vists who told him about the Independent Living philosophy. What
mo!vated José to leave was one disabled ac!vist telling him: If I can do it, you can. He was also
the one who con!nued suppor!ng José a$er leaving the ins!tu!on.
José managed to find a job at a local hotel and has been able to stay there. He is s!ll finding
different ways of ge-ng personal assistance (which is not an en!tlement in his country) and
other support. It is not easy, but he is happy to be out of the ins!tu!on. His family was not
convinced that living independently was the right solu!on for him, but he said that, as his
mother met more “crazy” people like him, she started to believe he could do it too.
José pointed out that in his experience even open ins!tu!ons, such as the one where he spent
12 years, do not work. Although he was able to leave the ins!tu!on during the day, he felt
humiliated by the staff. They told him he was useless because he could not do anything by
himself, and treated him like a child.
In José’s words, “if a system does not empower people, it cannot work”.

318 Ad Hoc Expert Group Report.
319 Obtained with Jose’s permission from the European Network on Independent Living (ENIL).
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Helping children get ready to move from ins!tu!ons o$en begins with assis!ng them in learning to
make basic choices, such as what to eat, which play ac!vity to choose and who they want to play
with. Gradually more and more complex choices are introduced, un!l they are able to cope with
complex decision making related to their future care.

4.3 Medicalisation
O$en, the individual assessment of people with disabili!es or frail older persons focuses
predominantly or exclusively on their health and medical condi!on, which is seen as the source of
their problems (the medical model of disability). Consequently, this leads to a plan which contains
mainly medical and correc!ve measures. Another aspect of medicalisa!on is the emphasis in the
plan on ‘special arrangements’, such as special schools.
The purely medical approach to understanding and defining the needs of people with mental
health problems is also highly problema!c and can lead to human rights abuses. In addi!on to
providing temporary or long-term support to mental health service users, medica!on can be a tool
for ‘chemical deten!on’, which only subs!tutes real support and help.
In order to avoid medicalisa!on, assessments should be holis!c, based on the ‘social model of
disability’ and ageing, as well as on the human rights approach to disability and age. This will
involve recognising that barriers in the environment are the main factor in disabling people (social
model of disability) and that all people with disabili!es and older persons should be en!tled to full
and equal par!cipa!on in every aspect of society.
Even though mental health services o$en focus exclusively on pharmacotherapy, interna!onal standards
call for the provision of a broad range of therapies, including: occupa!onal and group therapy, individual
psychotherapy, art, drama, music and sports, access to recrea!on rooms and outdoor exercise, as well
as educa!onal and employment opportuni!es to enhance independence and func!oning.320

CASE STUDY 33: THE OPEN DIALOGUE TREATMENT, FINLAND
The Open Dialogue Treatment321 is a method for helping people who have been diagnosed with
psychosis. It has been found to be especially effec!ve when used early in a crisis. The main
characteris!cs of this treatment are that it has the best reported recovery rates for people
diagnosed with psychosis. In most cases it does not involve an!psycho!c drugs; it involves
service users and families in all key decisions; offers immediate, flexible and individualised
help and values diversity of voices and perspec!ves.
As soon as a person begins to experience the symptoms of psycho!c disorder, a team of
professionals brings together as many people from this person’s life as they can. They meet on
a daily basis or every other day for two or three weeks. During the mee!ngs, the professionals
create a safe environment in which everyone is encouraged to tell their stories – stories about
themselves, the pa!ent and the family.
This method has resulted in a steep drop in the in both the number of days spent in hospital
and the amount of neurolep!cs prescribed. Ongoing research shows that over 80% of those
treated using this method return to work and over 75% show no residual signs of psychosis.

320 8th General Report of the Commi&ee for the Preven!on of Torture, para. 37, available at: h&p://www.cpt.coe.int/en/
annual/rep-08.htm
321 On the outcomes of the Open Dialogue Method, see: Jaako Seikkula et al., Five-year experience of first-episode
nonaffec!ve psychosis in open-dialogue approach: Treatment principles, follow-up outcomes, and two case studies.
Published in Psychotherapy Research, March 2006; 16(2):214–228.
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Table 6: An illustra!on of the differences between the medical and the social model
Medical model

Social model

Main assump!on

The person is disabled by their
impairment

The person is disabled by the
barriers in the environment

Assessment

Focused on medical problem,
individual deficits and lacks

Focused on barriers in the
environment; iden!fies support
needs

Suggested solu!ons Fixing individual weaknesses,
ins!tu!onalisa!on, segrega!on

Fixing the environment; inclusion

Examples322
Medical model

Social model

Problem

Unable to do the household work
because cannot use hands

Unable to do the household work
because of lacking technical and
social assistance

Solu!on

Ins!tu!onal care, rehabilita!on,
medical interven!ons

Technical aids, personal assistance,
in-house support services.

Problem

Unable to understand complex
wri&en text because of learning
difficul!es

Texts are not available in plain
language and easy-to-read format

Solu!on

Special school, residen!al
ins!tu!on

Text in easy-to-read format;
resource teachers, personal
assistance, inclusive educa!on

Further reading
Beresford, P. & Cro$, S. (1993) Ci!zen involvement: a prac!cal guide for change, London: Macmillan.
Cullen, S. (2005) Involving users in supported housing: a good prac!ce guide, London: Shelter.
Department of Health (2008) Real involvement: Working with people to improve health services.
Goldbart, J. & Caton, S. (2010) Communica!on and people with the most complex needs: What
works and why this is essen!al. London: Mencap.
Hasler, F. (2003) User at the heart: User par!cipa!on in the governance and opera!ons of social
care regulatory bodies. London: Social care Ins!tute for Excellence.
Sanderson, H. (2000) Person centred planning: Key features and approaches. London: JRF.
SOS Children’s Villages Interna!onal and Council of Europe (2009) Children and young people in
care. Discover your rights! Strasbourg: Council of Europe.

322 Based on European Coali!on for Community Living (2008) Crea!ng successful campaigns for community living –
Advocacy manual for disability organisa!ons and service providers.
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CHAPTER 8:
SUPPORTING INDIVIDUALS AND COMMUNITIES
DURING TRANSITION
The transi!on to the community is not simply about physically moving people from an ins!tu!on to
their new place of living or care placement. In order to avoid re-ins!tu!onalisa!on and to ensure the
best possible outcomes for the people using the services, the move to the new living arrangement
should be planned with care.
This chapter shares ideas about how this transi!on process could be prepared for and supported.
It also highlights the importance of working with carers and communi!es.

Obliga!ons under the UN Conven!on on the Rights of Persons with Disabili!es
Persons with disabili!es must be provided with accessible informa!on about the assistance,
support services and facili!es available to them (Ar!cle 4). In addi!on, State Par!es have an
obliga!on to raise awareness at different levels – at a societal and at a family level – with the
objec!ve of fostering respect for the rights and dignity of persons with disabili!es. These
measures should seek to “combat stereo-types, prejudices and harmful prac!ces”, “promote
awareness of the capabili!es and contribu!ons of persons with disabili!es” and should
be done through the schools, the media, public awareness raising campaigns and training
programmes (Ar!cle 8).

1.

Supporting the service users

The transi!on from ins!tu!onal care to life in the community is an enormous change for the person
leaving the ins!tu!on, whether they are a child, a young person leaving care, an adult or an older
person. The whole life of the person changes: where and with whom they live, who looks a$er them
or provides support, who their friends and neighbours are and even how they eat and dress. Unless
it is carefully planned and implemented, this transi!on has the poten!al to be a very stressful and
trauma!c experience which could have damaging consequences for some individuals.
It is crucial that the process of transi!on to independent and community living is in line with the
individual plan and takes individual preferences into account.

1.1 Planned and gradual transition
Whenever possible, the closure of an ins!tu!on and transi!on to the community should be
implemented as part of a planned process towards development of community-based alterna!ves in
order to achieve the best possible outcomes for the residents. There will be cases, however, when the
closure and move of the residents will be implemented in an emergency manner with less !me for
prepara!on. For example, financial problems experienced by the provider may lead to the need for
urgent closure. Urgent measures will also be required when there are concerns about the quality or
the safety of the services. Relevant child protec!on and adult protec!on policies need to be in place
to assist in situa!ons when there is a risk of harm for the person – a child or a vulnerable adult.323
323 For addi!onal informa!on see Department for Children, Schools, and Families (2010) Working together to safeguard
children, available at h&ps://www.educa!on.gov.uk/publica!ons/eOrderingDownload/00305-2010DOM-EN.pdf; and
Department of Health and Home Office (2000), op. cit.
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1.1.1

Children

If there is no immediate danger of harm, the transi!on of the child from the ins!tu!on to the new
se-ng, or back to the family of origin, should be a gradual process.
Once the most appropriate care op!on has been iden!fied, a detailed plan needs to be developed
outlining the different steps in the transi!on process. It should provide informa!on about: ac!vi!es,
expected outcomes, loca!on of the ac!vity, !me (when it will happen and how long it will last),
the person responsible and other relevant informa!on. However, the plan should not be rigid;
the professionals working with the child during the transi!on process should keep the plan under
con!nuous review, making changes as necessary and with the full knowledge and par!cipa!on of
the child.
As a whole, the purpose of the transi!on period is to familiarise the child with their new environment
and to support them in building an a&achment with the parent or carer who has taken over the
primary responsibility of care. The healthy a&achment is seen as par!cularly important in the first
years of the development of the child.324 Examples exist of tried and tested transi!on prepara!on
programmes for children of different ages and stages of development and with different needs.325
Ac!vi!es in the first stages of the prepara!on period will usually be organised in an environment
familiar to the child (usually the current placement) and, if needed, in the presence of a trusted
person. When the child feels comfortable enough with their parent or carer, visits to their home
could be arranged. Ini!ally, they will be short and the child may be accompanied by a trusted
person from the previous care se-ng; gradually their length could increase to overnight stays.
The actual physical move of the child to the new place should only take place in line with their
individual plan and preferences. The necessary support should be provided a$er the transi!on
process is completed.
The preparatory process involves not only the child, but all other people concerned with the new
placement, for example:
•

the parents (birth, adop!ve or foster parents): Parents may need informa!on as well as
consulta!on, training and advice before, during and a$er the transi!on in order to be able
to build good rela!onships with the child and to provide be&er care (see ‘Suppor!ng carers’,
below);

•

other children: If the child is going to live with other children, for example in a group home,
they need to be informed as well and engaged as much as possible in welcoming the child.
In cases of reintegra!on, a child’s siblings should receive special a&en!on and prepara!on as
well; and

•

the personnel at the new placement: If the child is going to live in a residen!al se-ng, such
as a group home, the personnel will need to receive all the necessary informa!on about, inter
alia, the child’s history, care needs and interests, etc.

1.1.2

Young people leaving care

The term ‘leaving care’ refers to situa!ons when a child is integrated into their family (biological
and/or extended) or when they reach maturity (typically 18 years of age) and are considered
ready to live independently. It is a crucial !me for young people in alterna!ve care and failures to
provide adequate and ongoing support can have devasta!ng consequences. They can lead to re-

324 According to “a&achment theory”, children raised in ins!tu!ons have limited opportuni!es to form an a&achment,
which is seen as the cause of many emo!onal, behaviour and cogni!ve problems. See Fahlberg, Vera, op. cit.
325 For examples of prepara!on programmes, see Mulheir, G. & Browne, K. op. cit., p.85.
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ins!tu!onalisa!on and the need for other adult residen!al services, such as psychiatric hospitals
or prisons, as well as homelessness, criminality and pros!tu!on.
Therefore, it is crucial that for children and young people leaving care, support is available to
prepare their transi!on to independent living. The support provided should include, for example,
training in how to organise and manage the household as well as skills related to budge!ng and
managing money. Prac!cal support with personal documents, bank accounts and housing should
also be provided. Equally important is the psychological support, focusing on the development of
self-esteem and the ability to build and maintain personal rela!onships. Voca!onal training should
also be offered. Evidence shows that access to such prepara!on programmes and the quality of
prepara!on vary greatly within and across countries, sugges!ng that not all young people are
adequately prepared for adulthood.326

Recommenda!ons on how to support children and young people leaving care are set out in
the UN Guidelines on the Alterna!ve Care of Children (paragraphs 131–136) and Quality 4
Children Standards (15–18).

1.1.3

Adults

The transi!on of adults with disabili!es and older people also needs to be gradual and carefully
prepared with special a&en!on and support provided to those who are most vulnerable. For
example, older people normally move into ins!tu!ons at a later stage in their lives when permanent
changes in living and caring condi!ons become more and more difficult to accept and to manage
psychologically. Therefore every effort should be made to reduce stress and support the person
throughout the transi!on process.
As with children, an important part of the prepara!on could be to familiarise the person with their
new environment and people and to establish rela!onships. For example, if the person is moving to
a staffed living arrangement, this may involve the personnel from the new se-ng visi!ng the person
in the ins!tu!on and establishing rela!onships. Later, it could include visits from the service user to
the new se-ng, perhaps with someone they trust. The stress from the change could also be reduced
by moving as much as possible of the resident’s furniture and personal belongings to the new place
and by keeping together key members of personnel and residents (e.g. by hiring personnel members
in new service), where this is both possible and in the best interests of the person.
When planning the transi!on it is also important to give an opportunity to groups of friends to stay
together or to remain in contact by, for example, making the necessary transport arrangements.

326 Lerch, V. & Stein, M. (eds.) (2010) Ageing Out of Care: From care to adulthood in European and Central Asian socie!es,
SOS Children’s Villages Interna!onal, Innsbruck, Austria, p.132.
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TESTIMONIAL 5: PROTECTING FRIENDSHIPS BEYOND INSTITUTIONAL LIFE
“When moving people from the ins!tu!ons we must protect their friendships. I have seen
many people lose their friends when they leave the ins!tu!on. They are sent to different
towns and ci!es. They move to different homes and other places to live. We must remember
that these people do not drive a car; they do not know how to catch a bus or a train. They
usually cannot write and email is a word other people use. We must also remember that
some of these friendships have been made over the many years we were locked away. They
are very important to us. What we need is awareness and good support to ensure these
friendships con!nue.”327

1.2 Independent living and daily living skills
Some people living in ins!tu!ons have not had an opportunity to develop the basic skills necessary
to run their everyday lives or have lost them as a consequence of ins!tu!onalisa!on. Therefore it
is helpful, before they leave the ins!tu!on, to assist them in developing daily living skills. This may
involve, for example, training in home management skills, such as cooking, cleaning, laundering,
ironing, washing dishes, etc., maintaining personal hygiene, dealing with money and shopping, using
public transporta!on and public services, safety and establishing social rela!onships. However, the
degree to which different people will be able to develop such skills will vary. Therefore, access to
a wide range of community-based support services, such as home help and care, should also be
provided.
Other people may benefit from training and advice related to personal assistance as a key to their
independence. This might include informa!on and support to help decide which is the best way for
them to organise a service (such as through a service provider, user-coopera!ve or by themselves),
or training on how to assess their needs or how to recruit and manage their assistants. Many
people will find it difficult to take an ac!ve role in their rela!onships with the assistant or the
service provider, and addi!onal support will be essen!al for this. The support should be based
on the principle of independent living, grounded in the social model of disability and provided by
peers.

327 Mar!n, Robert (2006) “A Life Worth Living”, speech given to the Inclusion Interna!onal World Congress in
Mexico, November 2006, published in Self-advocacy Toolkit, Inclusion Interna!onal. Available at: h&p://www.
inclusion-interna!onal.org/wp-content/uploads/Annex_B-Working_with_Self_Advocates-Toolkit2.pdf
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TESTIMONIAL 6: CIARA’S THOUGHTS ON LIVING INDEPENDENTLY328
It is important for me to live independently, because I want to have a good life like anyone
else.
A few years ago I lived on my own in my first flat. I liked having a flat of my own, but I found
it hard.
Now, I live with my fiancé Mark in a two bedroom rented flat in Surrey.
We have lived there together since June 2009. We looked for a flat through a local estate
agent. I was really happy when I was given my keys for the flat.
I think that living independently is important because I can have friends and family over to visit me
when I want.
I like to prepare and cook meals for myself. I have some easy instruc!on cook books at home
so that I can learn to make healthy meals.
When we receive bills in the post, Mark and I look at them and we make sure that we read
them carefully.
If I don’t understand what they are about, then Mark helps me to understand.
I have learnt to budget my money so that I can pay my part of our bills and rent and I pay my
mobile phone bill every month.
I clean my flat so it is nice and !dy. I do my own laundry so that I can have clean clothes to wear
every day.
I go to the local library down our road to rent out books and DVDs. I also go to the local leisure
centre to go and have a swim.
On Monday nights I also go to a local Zumba dance class. It is held at a local venue near to my
flat so I can walk there and back on my own. My class is £5.00 a week.
I enjoy living independently. I get to live my life the way I want to, make my own choices, have
dinner when I want to have dinner, go out and come in whenever I want!
I love it!

For others, however, it may be important to know how to prevent crisis situa!ons and to develop
effec!ve coping strategies in order to deal with them.
Some!mes independent living skills are developed in so-called ‘half-way houses’ built in the
grounds or in the vicinity of the ins!tu!on. While this is meant to be a temporary placement, these
homes can turn into mini-ins!tu!ons, with residents remaining there indefinitely. It is therefore
advisable to invest resources in other forms of support. Where half-way houses exist, it is important
to ensure that they provide a temporary, short-term placement, and that they are a stepping stone
to independent living.

328 Taken with Ciara’s permission from Inclusion Interna!onal’s Global Campaign on Ar!cle 19. For more informa!on, see:
h&p://www.ii-livinginthecommunity.org/page19.html

l 129 l
MOVING FROM INSTITUTIONAL CARE TO COMMUNITY"BASED SERVICES

Guidelines-new.indd 129

2013.01.16. 19:10:35

CASE STUDY 34: WELLNESS RECOVERY ACTION PLAN &WRAP®'329
WRAP is a self-help tool, developed by mental health service users, to help individuals take
more control over their own wellbeing and recovery. It is based on the premise that there are no
limits to recovery: “people who experience mental health difficul!es get well, stay well and go
on to meet their life dreams and goals”. It emphasises that people are the experts in their own
experience and highlights the importance of self-advocacy, educa!on and support. WRAP shi$s
the focus in mental health care from “symptom control” to preven!on and recovery.
WRAP is developed on the basis of a careful observa!on of one’s experience and includes:
•

things the person needs to do every day to keep themselves well, such as ea!ng three
healthy meals and ge-ng a half-hour of exercise;

•

external events that could trigger symptoms or a distressing experience, such as an
argument with a friend or ge-ng a big bill;

•

wellness tools that might keep this event from making the person feel worse, such as a
list of things one has done in the past (or could do) to help them stay well;

•

early warning signs, such as irritability or anxiety, that indicate one might be star!ng to
feel bad, together with a response plan; and

•

signs that indicate the situa!on is ge-ng much worse, such as reckless behaviour or
isola!on, and an ac!on plan to stabilise the situa!on.

It can also involve the development of a personal crisis plan to be used when the person
needs others to take over responsibility for their care. The plan will include:
•

a list of supporters, their roles in the person’s life and their phone numbers;

•

a list of all medica!ons the person is using and informa!on on why they are being used;

•

signs that let the supporters know they need to make decisions for the person and take
over responsibility for their care; and

•

instruc!ons that tell the supporters what the person wants them to do.

1.3 Self-advocacy
An important part of the transi!on from ins!tu!onal care to living in the community is the support
and promo!on of self-advocacy. Self-advocacy means that people with disabili!es and older
persons are enabled to speak up for themselves and have control over their lives. Children and
young people in care should also be encouraged and supported to express their views and “their
voices and experiences should be heard, valued and used to inform policy and ac!on”.330
Becoming a self-advocate may involve support with making decisions. Many people with intellectual
disabili!es, for example, lack decision-making abili!es and skills because they have never been
allowed to decide for themselves. However, everyone can learn how to make decisions with
support from family members, other people with disabili!es, carers and friends.
For other people, becoming a self-advocate may require coaching to become more asser!ve. In
addi!on, provision of relevant informa!on (e.g. regarding legal rights), building prac!cal skills for
self-advocacy (e.g. running or par!cipa!ng in mee!ngs, or public speaking) and involvement in self329 Based on h&p://www.mentalhealthrecovery.com.
330 Eurochild op. cit. (2012a) p.18.
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advocacy groups may also be important. In all these ac!vi!es, the role of organisa!ons of young
people, people with disabili!es and older people should be central.

1.4 Peer support
Organisa!ons of children with experience of the care system, people with disabili!es and older
people should be ac!vely involved in suppor!ng the transi!on of users to the community.
Depending on their capacity, they might be able to provide training on independent living skills, to
offer individual counselling or par!cipa!on in peer-support groups, to include the person in a selfadvocacy group or to provide informa!on.
The term ‘peer support’ refers to “people with a par!cular experience or background advising
and suppor!ng others in a similar situa!on”.331 Peer support has been defined as one of the core
services for independent living by the pioneers of the disability independent living movement332 and
it is equally important for children and older people. Its value lies in the equal rela!ons and the
unique experience and knowledge of the people involved. Thus, one organisa!on of people with
mental health problems engaged in advocacy and self-advocacy stresses that: “we have an in!mate
understanding of the needs of people who seek mental health services. We have personal experience
naviga!ng the bureaucra!c maze of the mental health and other public systems and act as role models
who teach people from a prac!cal perspec!ve how to understand and exercise their legal rights.”333
Peer-support could play an important role in the process of transi!on from ins!tu!onal care to
community living as well as a$erwards. It could be provided in different loca!ons and in different
formats, such as individual or group. There are also different types of peer-support, for example
mentoring (which is more task-focused), or befriending (which is focused on suppor!ve rela!onships).

2. Supporting carers
Families that will be caring for their children, older parents or other rela!ves leaving the ins!tu!on
should receive informa!on and, where needed, addi!onal training and support in order to provide
be&er care.
For example, key to the success of a foster placement is training and support to foster carers in
understanding the effects of abuse and a&achment disorders on the child’s emo!ons and behaviour,
in addi!on to the provision of strategies for suppor!ng the child. In the absence of quality support
and learning, carers will o$en personalise the situa!on and give up, feeling that they are not doing
well enough. Placement breakdowns will further trauma!se the child. Therefore, it is essen!al
that carers have the knowledge and skills to meet the immediate needs of the person in terms of
physical and emo!onal well-being. However, it is also important that they are familiar with the
principles and prac!ces of independent living and inclusion and that they know how to empower
someone to live a full life.
The needs of informal carers themselves should also be addressed. The lack of support for carers
can result in stress and burn-out, which may have a nega!ve effect on their health334 and that
of the person they care for, some!mes leading to their re-ins!tu!onalisa!on. Families can also
331 NCIL (2008) Peer support and personalisa!on, www.ncil.org.uk/imageuploads/Peer%20support%20Final%201.doc
332 Evans, J. (2001) Independent Living and Centres for Independent Living as an alterna!ve to ins!tu!ons.
333 See Disability Rights California, at: h&p://www.disabilityrightsca.org/about/psa.htm
334 World Health Organisa!on & World Bank, op. cit., p.150.
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suffer from social isola!on as a result of the s!gma towards children, adults with disabili!es335
and the aged. They therefore need to receive assistance to assess their needs and should be given
comprehensive informa!on about available support services for carers in the community.
Services that could give the carers a break from their responsibili!es are also important. Full-!me
care is usually very exhaus!ng and challenging, physically and emo!onally, for the carer, who might
some!mes be an older person themselves. Consequently, it is very important to arrange for substan!al
recrea!on !me for the carer in order to protect them as much as the person cared for. Holidays,
which provide replacement care by trustworthy external carers, need to be provided systema!cally.

CASE STUDY 35: EXAMPLES OF SUPPORT FOR CARERS
In 2010, twelve carer organisa!ons (mainly family carers) took part in the Grundtvig Learning
Partnership ‘Self-assessment of their needs by family carers: The pathway to support’. The
objec!ve of the partnership was to:
•

iden!fy good prac!ce; and

•

support the development of tools for awareness-raising and training to promote selfassessment of their needs by family carers.

The project produced general and specific recommenda!ons for the development of a Family
Carer Self-Assessment Tool that should provide a comprehensive framework to examine all
of the family carer’s physical, mental, psychological, social and financial needs. Such a tool
should help family carers iden!fy and express their needs and ensure that every effort is
made to support them.336
In France, Adapei 44, a local associa!on for people with intellectual disabili!es and their
families, offers SAFE, an educa!on support outreach service for parents and other nonprofessionals caring for a child with an intellectual disability. SAFE is a psychologist-run service
that intervenes where there are communica!on difficul!es with the child or challenging
behaviour. They work with the family to assess its needs in rela!on to the child’s educa!on
and to set up educa!onal strategies. This early interven!on service contributes to raising
awareness of the role of family carers. It helps family carers voice and address their needs, is
a source of informa!on and acts as a gateway to other forms of support.337
In Ireland, The Carers Associa!on offers a confiden!al, friendly and suppor!ve na!onal Care
Line: 1800 24 07 24. This free listening service is a vital link for the isolated carer. Staff are able
to refer callers to their closest Resource Centre, find informa!on for them, advise them on
rights, en!tlements and benefits or just chat with carers in a suppor!ve, understanding and
non-judgemental way. Staff can ask carers if they would like to con!nue to receive informa!on
and support from the Associa!on and thereby ini!ate a longer term rela!onship. The Care
Line o$en receives calls from carers who are at a crisis point and so is invaluable in suppor!ng
them at !mes of difficulty.338
A number of countries have introduced legisla!ve changes to protect informal carers and
regulate their working situa!on and employment condi!ons. The case studies of Spain,
Germany and Slovakia can be accessed through the INTERLINKS project.339

335 Mencap (2001) No ordinary life, London: Mencap.
336 Grundvig Learning Partnership, op. cit.
337 Ibid.
338 Ibid., p.12.
339 For more informa!on about the situa!on in Spain, see h&p://interlinks.euro.centre.org/model/example/SpecialCollec
!veAgreementForInformalCarers; for Germany, see h&p://interlinks.euro.centre.org/model/example/CareLeaveAct;
for Slovakia, see h&p://interlinks.euro.centre.org/model/example/SocialProtec!onOfInformalCarers
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3. Working with communities
Work with communi!es340 is an essen!al part of the deins!tu!onalisa!on process. Nega!ve
a-tudes and prejudice towards children who have lived in care, people with mental health problems
and people with disabili!es in general, as well as older people, can hamper the development of
community-based services. The case study below is an illustra!on of this. Once deins!tu!onalisa!on
is underway, s!gma will hinder full inclusion and par!cipa!on in the community and can even lead
to discrimina!on and violence.

CASE STUDY 36: NEGATIVE ATTITUDES TOWARDS PEOPLE LEAVING
INSTITUTIONS
In one community, the decision to build group homes for children with intellectual disabili!es
leaving a residen!al ins!tu!on was met with a fierce opposi!on from people living in the
neighbourhood where the houses were supposed to be located. More than 400 signatures were
collected in one day and hundreds of people took to the streets to protest against the decision.
The arguments of the protesters clearly showed the widespread myths and nega!ve a-tudes
towards people with disabili!es. Some mothers explained that they did not want their
“healthy” children to play with the “sick” ones and that just seeing disabled children would
be distressing for the other children. Other people said they have heard that these children
scream and shout all the !me and could be heard from 30–40 meters.341

Canada is one of the countries to have carried out successful community inclusion work, with five
factors iden!fied as leading to successful inclusion. The first is to establish ‘community building’ as
the founda!on of inclusion. Under this objec!ve, community inclusion is “framed as having benefits
to the community at large, not simply to people with disabili!es and their families”. It highlights
the need to “iden!fy and underscore the reciprocal benefits for all partners when communi!es
become more inclusive. (For instance, effec!ve, inclusive schools and early child development
programs are be&er programs for all children; inclusive businesses tap into broader markets and
yield reputa!on benefits; inclusive municipal services be&er meet the needs of all local ci!zens and
inclusive community recrea!on programs will find ways of making programs relevant to a broader
base of par!cipants)”.
Community inclusion work is about addressing the ways in which many communi!es experience
addi!onal barriers to inclusion due to their par!cular status, such as women, immigrants, young
families, youth, older people, poor individuals and families.342
Therefore, as part of the process of deins!tu!onalisa!on, special a&en!on should be paid to
the planning and implementa!on of awareness-raising ac!vi!es aimed at overcoming resistance
to community-based services and at ensuring the full inclusion of people leaving ins!tu!ons.
Promo!ng dispersed housing should also help, since it prevents the ghe&oisa!on of people with
disabili!es (children and adults) or older people within the communi!es. It makes it easier for
communi!es to see people as individuals and accept them as their neighbours.
340 By “community” we mean ordinary neighborhoods where people live, interact, do business, etc.
341 Stadart, “Rousse Ci!zens Divide Over Mogilino Children Placement”, 7 March 2012, see: h&p://paper.standartnews.
com/en/ar!cle.php?d=2012-03-07&ar!cle=16971
342 Taken from the policy document “Factors that have led to successful inclusion in communi!es” (Canada).
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It is important to work directly with local communi!es to address their fears, as well as to
implement local, regional or na!onal media campaigns to promote independent living and the
values of inclusion. Organisa!ons of people with disabili!es and parents can be a valuable resource
in the prepara!on and the implementa!on of such campaigns.

KEY GUIDANCE 11: LESSONS LEARNED FROM WORKING WITH
COMMUNITIES343
•

Person-centred thinking and planning should result in the early iden!fica!on
of des!na!on communi!es. With this knowledge, government and community
efforts can focus on ensuring adequate prepara!on and resource alloca!on in
those communi!es.

•

Once the decision is made to close an ins!tu!on, a comprehensive closure plan
should be developed together with a strategy for communica!ng the decision and
the process to the public.

•

In an!cipa!on of resistance from the community, governments and local/regional
authori!es must be well prepared with clear informa!on about what is planned
and why this decision is in everyone’s best interest, especially the interests and
rights of the ci!zens who are part of the process.

•

Background informa!on and fact sheets dealing with an!cipated ques!ons and
concerns about ins!tu!on closures should be developed and refined to address
local issues.

•

Media releases and strategies for promo!ng the plan and dealing with opposi!on
should be cra$ed to ensure a focus on the rights of different groups of service
users and respec*ul considera!on of other interests.

CASE STUDY 37: THE TAPS PROJECT
“… we mounted an experiment in south London around reprovision for Too!ng Bec Hospital.
We studied two staffed homes for discharged long-stay pa!ents situated in adjacent districts.
In one of the streets we ran an educa!on campaign for the neighbours and surveyed their
a-tudes before and a$er the interven!on. In the other street we conducted the two surveys
at the same !me interval, but without any educa!onal input. Comparison of the experimental
with the control street showed that the campaign was successful in increasing neighbours’
understanding and reducing their fear of people with mental illness. These changes in
a-tude were reflected in behaviour, since some of the neighbours in the experimental street
visited the pa!ents and invited them to their homes, whereas there was no social ac!vity of
this kind in the control street. Moreover, the social networks of the experimental pa!ents
enlarged while those of the control pa!ents remained sta!c. We conclude that localised
educa!on campaigns are effec!ve in improving the social integra!on of pa!ents into their
neighbourhoods.”344

343 Extract from People First of Canada/Canadian Associa!on for Community Living, op. cit.
344 See the TAPS Project, A report on 13 years of Research 1985–1998, published in the Psychiatrist. Available at: h&p://
pb.rcpsych.org/content/24/5/165.full. See also The Caravan of Truth: Face to Face Conversa!ons from Mental Health
Compass, Database of Policies and Good Prac!ces, available at: h&ps://webgate.ec.europa.eu/sanco_mental_health/
public/GOOD_PRACTICE/1206/show.html
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CHAPTER 9:
DEFINING, MONITORING AND EVALUATING THE
QUALITY OF SERVICES
During the transi!on from ins!tu!onal care to community-based services, and once communitybased services are in place, it is crucial that ins!tu!onal prac!ces are not replicated in the
community. This chapter sets out criteria that can be used to measure the quality of services. It
highlights the need for ongoing monitoring and evalua!on of services, and presents ways in which
users of services can be involved in service evalua!on.

Obliga!ons under the UN Conven!on on the Rights of Persons with Disabili!es
Under Ar!cle 33 of the CRPD, State Par!es must establish a monitoring mechanism at
the na!onal level to oversee the implementa!on of the CRPD. Monitoring should consist
of one or more focal points within the Government to deal with ma&ers related to the
implementa!on, as well as a coordina!ng body to facilitate implementa!on. States must also
establish or strengthen an independent monitoring body, such as a na!onal human rights
body, to promote, protect and monitor the CRPD.345

Obliga!ons under the UN Conven!on on the Rights of the Child
Ar!cle 3 of the CRC states that services involved in the care or protec!on of children must
conform with the standards established by competent authori!es, par!cularly in the areas of
safety, health, in the number and suitability of their staff, as well as competent supervision.

1.

The importance of defining quality standards

In a system that relies on ins!tu!onal care, standards tend to focus on the technical aspects of
service provision, rather than on how services affect the quality of life of those using them. They
cover mainly structural quality standards such as construc!on and interiors, health protec!on
and hygiene, clothing and food, personnel and their wages, other resources and book-keeping.
According to a UNICEF report346, such standards support the func!oning of ins!tu!ons as a mixture
of hospital and army barracks. They also exclude any monitoring or evalua!on of results.
Other problems in many countries that rely on ins!tu!onal care include rigid and over-bureaucra!c
standards that support, rather than challenge the current system; li&le or no involvement of
users, families or civil society in the development of quality standards; weak or non-existent
implementa!on systems; under-developed or non-existent systems to regulate services and
professions and under-developed or non-existent systems to monitor and evaluate prac!ce.347

345 United Na!ons, op. cit. (2007).
346 UNICEF & World Bank (2003) Changing Minds, Policies and Lives, Improving Protec!on of Children in Eastern Europe
and Central Asia, Improving Standards of Child Protec!on Services, p.7.
347 Ibid., p.8.
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Developing standards needs to be seen in the framework of the overall deins!tu!onalisa!on policy.
It should go hand-in-hand with ending admissions to ins!tu!onal care and redirec!ng resources
into community-based services.348
The paradigm shi$ to individual support and person-centred planning requires a shi$ in how services
are evaluated and how the standards are used.349 The choice and defini!on of quality principles,
standards or indicators is one of the key steps towards establishing an efficient regulatory system
for services in the community.350 Such standards must be linked to the rights and quality of life of
service users, rather than focus on technical issues.351 Especially during transi!on, accountability
and being able to maintain a level of quality service across the service spectrum are important. This
includes both budget monitoring, and a system for evalua!ng any support and services provided.352
In defining quality standards, the use of personal outcomes determined by people that use the
services has, in many countries, emerged as the preferred op!on. In addi!on, it is not enough
for evalua!on to simply track what service providers are doing. Effec!ve evalua!on systems have
to include mechanisms for both assuring and improving the quality of service and outcomes for
people using the services.353
Finally, standards should be based on any good prac!ce already exis!ng in the country, or
interna!onally, in order to avoid duplica!ng work.

KEY GUIDANCE 12: RISKS ASSOCIATED WITH SETTING STANDARDS
The risks associated with developing standards354 include situa!ons in which they are
developed for services which are inherently unable to deliver good quality of life for
people using them, such as ins!tu!onal care se-ngs. Standards should also not be too
detailed or rigid, which would prevent them from responding to individual needs. There
are situa!ons in which community-based services have to comply with standards more
suited to ins!tu!onal care se-ngs, such as rules on ordering supplies, outside visitors
and health and safety regula!ons.
Standards can at !mes be too abstract; quality frameworks can be turned into checklist
exercises. There is also a danger in defining minimum standards, since it may lead to a
situa!on when only those minimum standards are funded and service providers have
no incen!ve to provide a service which goes beyond that.
In many countries, standards have a tendency to focus on the physical and tangible, such
as size of space, amount and quality of food provided. However, it is equally important
to have measurable standards regarding quality of care and quality of life.
Standards are ineffec!ve unless they form part of a system of inspec!on that has
adequate powers and resources to intervene where they are not being met.

348 Ibid., p.9.
349 Power, op. cit., p.37.
350 Chiriacescu, Diana (2008) Shi$ing the Paradigm in Social Service Provision, Making Quality Services Accessible for
People with Disabili!es in South East Europe, Sarajevo: the Disability Monitor Ini!a!ve, p.36.
351 UNICEF & World Bank, op. cit., p.7.
352 Power, op. cit., p.36.
353 Ibid., p.37.
354 UNICEF & World Bank, op. cit., p.8.

l 137 l
MOVING FROM INSTITUTIONAL CARE TO COMMUNITY"BASED SERVICES

Guidelines-new.indd 137

2013.01.16. 19:10:36

CASE STUDY 38: COMPLYING WITH STANDARDS FOR INSTITUTIONAL CARE
In Austria, to create a small unit for older people with demen!a, service providers have to comply
with standards defined for ins!tu!onal care. These standards (and other regula!ons such as on
staffing) come into play as soon as there are five people in one se-ng. This is o$en used as an
argument why a care home cannot be run economically with less than 70 residents.355

2.

Implementing standards at different levels

The system of se-ng and monitoring quality standards engages different levels356 – central
government, local or regional government, service providers and third par!es (such as cer!fica!on
agencies), as well as people using the services or their representa!ve organisa!ons.
UNICEF and the World Bank have proposed a number of ac!ons that should be taken when moving
from ins!tu!onal care to support services in the community (Table 7). Even though they were
proposed in rela!on to children’s services, they can be applied to other user groups. They provide
a useful overview of changes required in transi!on to community-based services and give an idea
of the complexity of the process.357
Table 7: Implemen!ng standards at different levels
Central government level
Tasked with se-ng the
strategic direc!on for services
and establishing systems to
develop and monitor quality
services within an overall
deins!tu!onalisa!on policy.

1. Assess the current situa!on by reviewing current
standards, regula!ons and monitoring mechanisms and
iden!fy exemplary prac!ce.
2. Decide on type of standards, regula!on mechanism and
monitoring systems to be implemented.
3. Develop an implementa!on plan covering use of pilots,
training and orienta!on of personnel and develop
incen!ves to implement standards.
4. Create a legisla!ve framework for standards and
monitoring.
5. Set up regulatory bodies such as Inspectorates,
Accredita!on Councils, Professional Councils,
Professional Training Councils, Ombudsmen, as
required.
6. Develop data systems to collect informa!on on the
quality of services.
7. Develop and update standards, codes of prac!ce
(ethics), prac!ce guidance, performance indicators
and regula!on through broad consulta!on gaining
commitment and ownership and involving users and
carers.

355 Example obtained from the European Social Network.
356 UNICEF & World Bank, op. cit., p.8.
357 Ibid., pp.8–9.
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Local/regional level
Tasked with providing for,
coordina!ng and planning the
provision of services that are
responsive to local needs.

1. Implemen!ng or improving quality assurance
mechanisms for service planning, management and
purchasing of services, coordina!on of local services
and directly-provided services.
2. Implemen!ng or improving inspec!on services. If
required set up inspec!on unit and recruit and train
inspectors.
3. Implemen!ng or improving systems to iden!fy
problems or opportuni!es for improving quality
including informa!on systems, complaints systems,
problem repor!ng and iden!fica!on mechanisms,
surveys, sta!s!cal monitoring, research and
performance measurement using indicators,
benchmarking and quality teams.
4. Promo!ng understanding and acceptance of standards
and performance improvement mechanisms by
personnel, local communi!es, users and parents.

Prac!ce se)ngs
To include a review of the
organisa!on’s services.

1. Assessing the current situa!on, iden!fying areas of
exemplary prac!ce and poor prac!ce requiring change.
2. Selec!ng a quality improvement approach. This may
focus on monitoring desired or adverse outcomes, or
on service delivery and support processes to determine
areas for improvement.
3. Se-ng up a team responsible for ini!al quality
assurance ac!vi!es.
4. If the service’s mission is unclear, or if it is unresponsive
to community needs, strategic planning might be
required. To do this: define the organisa!on’s mission;
assess the opportuni!es and constraints in the external
environment and the organisa!on’s internal strengths
and weaknesses and determine priori!es.
5. Se-ng standards, developing guidelines, standard
opera!ng procedures and performance standards
through a consulta!ve process involving all personnel,
carers and users.
6. Developing or improving monitoring systems such as
informa!on systems; complaints systems and indicators.
7. Developing a quality assurance plan covering
the objec!ves and scope, responsibili!es, and
implementa!on strategies.
8. Reviewing achievements and restar!ng the process to
implement ongoing improvements.
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3. Defining the content of quality standards
3.1 European quality frameworks
At the EU level, social services are defined in the European Commission Communica!on on social
services of general interest of April 2006.358 They include services such as social assistance, longterm care, childcare, employment and training services, personal assistants and social housing. The
objec!ves and principles which should guide the organisa!on of social services are set out in the
2007 Commission Communica!on on services of general interest and on social services of general
interest. Among these is that social services must be “comprehensive and personalised, conceived
and delivered in an integrated manner.”

3.1.1

Voluntary European Quality Framework for Social Services

The European Quality Framework for Social Services (‘the Framework’)359 was adopted in 2010
by the Social Protec!on Commi&ee, with the aim of developing a common understanding of the
quality of social services within the EU. The Framework iden!fies quality principles and proposes
a set of methodological guidelines. These can be used by public authori!es in the Member States
to develop their own tools for the defini!on, measurement and evalua!on of the quality of social
services. The implementa!on of the Framework is voluntary and can be applied in the na!onal,
regional and local context.360
The European Quality Framework (summarised in the chart below) establishes the overarching
quality principles for service provision. It covers three dimensions of service provision:
1.

the rela!onships between service providers and users;

2.

the rela!onships between service providers, public authori!es and other stakeholders; and

3.

human and physical capital.

For each of these, opera!onal criteria (i.e. indicators) are listed, which should help countries to
monitor and evaluate social services. For example, one of the quality principles is “respect for
users’ rights”. The quality criteria include: providing workers and volunteers involved in service
delivery with adequate training in rights-based, person-centred service provision of everyday care;
and promo!ng users’ inclusion in the community.

358 Communica!on from the European Commission “Implemen!ng the Community Lisbon Programme: Social Services of
General Interest in the European Union” COM(2006)177 final.
359 Social Protec!on Commi&ee, op. cit.
360 For further informa!on, please see: h&p://cms.horus.be/files/99931/Newsle&er/FINAL%20-%20SPC-VQF-SSGI10.08.10.pdf
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Chart: Summary of the European Quality Framework for social servces
Overarching quality
principles
Available
Accessible
Affordable
Person-centred
Comprehensive
Continuous
Outcome-oriented

Relationships between
service providers and
users
Respect for users’ rights
Participation and
empowerment

3.1.2

Relationships between
service providers,
public authorities,
social partners and
other stakeholders
Partnership
Good governance

Human and
physical capital
Good working
conditions and working
environment
Investment in human
capital
Adequate physical
infrastructure

Other initiatives to define quality principles

At the European level, there have been a number of ini!a!ves aiming to establish common quality
principles for social and health services. The Social Pla*orm has iden!fied nine principles, each of
which is followed by a set of indicators. For the Social Pla*orm, a quality social and health service
should:
1.

respect human dignity and fundamental rights;

2.

achieve expected results;

3.

be tailored to each individual;

4.

ensure the security of all users, including the most vulnerable;

5.

be par!cipa!ve and empower users to make decisions on their own;

6.

be holis!c and con!nuous;

7.

be provided in partnership with communi!es and other stakeholders;

8.

be provided by skilled professionals working under good employment and working condi!ons;
and

9.

be managed in a transparent way and be accountable.

The European Pla*orm for Rehabilita!on has developed a set of European Principles of Excellence in
Social Services (EQUASS) and offers three levels of accredita!on. These are intended to complement
cer!fica!on programmes at the na!onal level.361 Accredita!on is based on the ten EQUASS criteria:
leadership, personnel/professionals, rights, ethics, partnership, par!cipa!on, person centred, comprehensiveness, result orienta!on and con!nuous improvement – with more than 100 indicators
361 For further informa!on, see h&p://www.epr.eu/index.php/equass
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used for the assessment. Some countries, such as Norway, have officially recognised the EQUASS
cer!fica!on system and use it for the alloca!on of public funding for rehabilita!on services.
The Quality4Children Standards for Out-of-Home Child Care in Europe, developed by FICE
Interna!onal, SOS Children’s Villages and IFCO, aim to inform, guide and influence those involved
in out-of-home childcare. These include children and young people, biological families, care-givers,
care organisa!on managers, social workers, representa!ves of public authori!es and others. The
Standards were developed in consulta!on with children and young adults who have experienced
out-of-home care. 362
As part of a European project against elder abuse, a group of organisa!ons developed standards
for services for the older people, based on the European Charter of rights and responsibili!es for
older people in need of long-term care and assistance. The guide363 is accompanied by examples
of good prac!ce.

3.2 Schalock’s Quality of Life Framework
When defining, monitoring and evalua!ng the quality of services, one needs to focus on how they
affect the quality of life of people using them. Quality of Life, as defined by Prof. Robert Schalock, is
a mul!dimensional phenomenon composed of core domains influenced by personal characteris!cs
and environmental factors. These core domains are the same for all people, although they can vary
individually in rela!ve value and importance. The assessment of quality of life is therefore based on
culturally sensi!ve indicators.364 They are presented in Table 9.
Schlock’s Quality of Life framework has a number of applica!ons, including in policy development.
For example, in the US, many laws involving people with intellectual disabili!es require individual
support plans that can be developed within the Quality of Life framework. The framework aligns
support needs with quality of life factors and domains and includes the assessment of quality of
life-related personal outcomes.365
Since the eight domains are in line with the UN Conven!on on the Rights of Persons with Disabili!es,
the framework can be used a tool for measuring the implementa!on of the Conven!on. It can also
be used for repor!ng, monitoring, evalua!on and con!nuous quality improvement to underpin the
transforma!on of ins!tu!onal care providers into community-based service providers.366

362 SOS-Kinderdorf Interna!onal (2007) Quality4Children Standards for out-of-home child care in Europe – an ini!a!ve by
FICE, IFCO and SOS Children’s Villages. SOS-Kinderdorf Interna!onal, Innsbruck, Austria.
363 European Charter of the Rights and Responsibili!es of Older People in Need of Long-term Care and Assistance.
Accompanying guide (2010). For good prac!ce examples, see: h&p://www.age-pla*orm.eu/en/age-policy-work/
quality-care-standards-and-elder-abuse/1077-good-prac!ces
364 Interview with Prof. Schalock by Exper!se Centre Independent Living, published in the Newsle&er of the European
Network on Independent Living on 31 May 2011, available at: h&p://www.enil.eu/news/interview-professor-robertschalock/
365 Wang, M., Schalock, R.L., Verdugo, M.A. & Jenaro, C. (2010). Examining the factor structure and hierarchical nature of
the quality of life construct. American Journal on Intellectual and Developmental Disabili!es, 115, 218–233, p.230.
366 Interview with Prof. Schalock, op. cit.
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Table 9: Schalock’s Quality of Life Framework367
Domain

Indicators and descriptors

Emo!onal Well-Being

1. Contentment (sa!sfac!on, moods, enjoyment)
2. Self-concept (iden!ty, self-worth, self-esteem)
3. Lack of stress (predictability and control)

Interpersonal Rela!ons

4. Interac!ons (social networks, social contacts)
5. Rela!onships (family, friends, peers)
6. Supports (emo!onal, physical, financial)

Material Well-Being

7. Financial status (income, benefits)
8. Employment (work status, work environment)
9. Housing (type of residence, ownership)

Personal Development

10. Educa!on (achievements, educa!on status)
11. Personal competence (cogni!ve, social, prac!cal)
12. Performance (success, achievement, produc!vity)

Domain

Indicators and descriptors

Self-Determina!on

13. Autonomy/personal control (independence)
14. Goals and personal values (desires, expecta!ons)
15. Choices (opportuni!es, op!ons, preferences)

Physical Well-Being

16.
17.
18.
19.

Rights

20. Human (respect, dignity, equality)

Social Inclusion

21.
22.
23.
24.

Health (func!oning, symptoms, fitness, nutri!on)
Ac!vi!es of daily living (self-care, mobility)
Health care
Leisure (recrea!on, hobbies)
Legal (ci!zenship, access, due process)
Community integra!on and par!cipa!on
Community roles (contributor, volunteer)
Social supports (support networks, services)

4. Monitoring and evaluation
KEY GUIDANCE 13: MONITORING MECHANISMS AND UN GUIDELINES
FOR THE ALTERNATIVE CARE OF CHILDREN
According to the UN Guidelines for the Alterna!ve Care of Children, “Agencies, facili!es
and professionals involved in care provision should be accountable to a specific public
authority, which should ensure, amongst other things frequent inspec!on comprising
both scheduled and unannounced visits, involving discussion with and observa!on of the
staff and children”. The Guidelines also set out the func!ons of the monitoring mechanism,
which should, among others “recommend relevant policies to appropriate authori!es
with the aim of improving the treatment of children deprived of parental care”.368

367 Wang, M., Schalock, R.L., Verdugo, M.A. & Jenaro, C. (2010). Examining the factor structure and hierarchical nature of
the quality of life construct. American Journal on Intellectual and Developmental Disabili!es, 115, 218–233, p.221.
368 United Na!ons Guidelines for the Alterna!ve Care of Children, para. 128–130.

l 143 l
MOVING FROM INSTITUTIONAL CARE TO COMMUNITY"BASED SERVICES

Guidelines-new.indd 143

2013.01.16. 19:10:36

Monitoring and evalua!on are indispensable components of the planning and implementa!on
of services. They can ensure transparency, accountability and control of all phases of service
provision. Policies and strategies for monitoring and evalua!on should be built into all stages of
deins!tu!onalisa!on, including the implementa!on of strategies, ac!on plans for closure and
individual plans.
Monitoring and evalua!on should be performed in close coopera!on with the actual and poten!al
users of services and their families, as well as their representa!ve organisa!ons. Through the use
of benchmarking procedures, evalua!on can contribute to the promo!on of innova!ve services
and best prac!ce. Most importantly, monitoring and evalua!on can ensure compliance with quality
standards: in other words, respec!ng the interests of the users and their ac!ve involvement in
service provision.369

4.1 Monitoring
Effec!ve monitoring requires se-ng up a range of mechanisms, which can include370:
•

Regulatory mechanisms such as licensing, accredita!on and cer!fica!on.

•

Inspec!on: using standards as the basis, inspec!ons should result in a report highligh!ng
good prac!ce, areas for improvement and recommenda!ons. In line with best prac!ce,
reports should be public.

•

Performance measurement and indicators: increasingly used to assess the performance of
services funded by the state; requires the existence of measurable indicators, which can give
an accurate indica!on of the quality of the service.

•

Complaints system: should provide protec!on for those making the complaints and an
independent system for processing complaints.

•

Ombudsmen, children’s (and other) advocates: these can deal generally with the rights of
different groups (and inform policy), as well intervene in individual cases.

In terms of what is monitored, the focus should be on the personal outcomes and sa!sfac!on
of each individual, i.e. the extent to which the wishes, preferences and needs of each individual
(and their family, where relevant) are being addressed.371 For children leaving ins!tu!onal care,
monitoring requires a recogni!on of indicators of placement breakdown, since these will require
an urgent and appropriate response.372

4.2 Evaluation
Evalua!on of services can be external and internal (self-evalua!on). Before beginning evalua!ons,
terms of reference should be dra$ed. These should outline:
•

the objec!ves and scope of the evalua!on;

•

the methodology;

•

the necessary resources and !metable; and

•

how results will be communicated.

369 Chiriacescu, Diana, op. cit., p.42.
370 UNICEF & World Bank, op. cit.
371 People First of Canada/Canadian Associa!on for Community Living op. cit.
372 Mulheir, G. & Browne, K. op. cit., p.133.
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Those carrying out the evalua!on should be adequately qualified or trained. Evalua!ons should
target the structure, the process and the results of a par!cular service. They should be followed by
recommenda!ons for improvement. Results of the evalua!on should also have implica!ons for the
con!nua!on of the service and funding.
In evalua!ng services, the use of benchmarking is recommended. This refers to evalua!on of the
results achieved by a service provider in comparison with more successful or effec!ve organisa!ons,
considered to be best prac!ce.373 Benchmarking can help services avoid repea!ng the same
mistakes and promotes replica!on of best prac!ce.
It is also important to monitor and evaluate the process of deins!tu!onalisa!on itself. It is
suggested that monthly reports should be prepared based on key indicators. They should include
details of the individuals affected by the process, the personnel, development of new services
and the financial posi!on. A more detailed report can be prepared every six months, based on
monthly reports. This could include qualita!ve informa!on showing the service users’ (and other
stakeholders’) sa!sfac!on with the process. The final report can look into wider issues, such as
analysis of the impact of the deins!tu!onalisa!on programme on service users, families, personnel,
local agencies and communi!es, along with lessons learned.374

4.3 Involving users in evaluating services
In the spirit of partnership, people using the services and their representa!ve organisa!ons, as well
as families where relevant, should not only be involved in defining the quality standards, but also
in the process of monitoring and evalua!ng services.
Quality evalua!on from the client’s perspec!ve is about their personal experience with their
housing, living, working condi!ons. The focus should be on the achievement of outcomes derived
from the person’s preferences and lifestyle. Different aspects can be evaluated:
•

their sa!sfac!on with certain aspects of their life and the support they are ge-ng;

•

the value and rela!ve importance people a&ach to these aspects;

•

the degree to which their individual needs, wants and preferences are met;

•

the degree to which they can aim for personal objec!ves; and

•

the degree to which they have the feeling that change or improvement is possible.375

While the principles of user involvement will be the same for all the groups, the way their
involvement can be facilitated will be different. Organisa!ons represen!ng children, people with
disabili!es, people with mental health problems and older people should be consulted, so that the
process gives a real voice to the people involved and empowers them to contribute to improving
services.

373 Chiriacescu, Diana, op. cit., p.42.
374 Mulheir, G. & Browne, K. op. cit., p.135.
375 Inclusion Europe (2003) Achieving Quality, Consumer involvement in quality evalua!on of services. Report. Brussels:
Inclusion Europe, p.3.
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CASE STUDY 39: THE NUEVA EVALUATION MODEL, AUSTRIA376
The Nueva evalua!on model was developed by the Atempo Associa!on in Austria. Quality
criteria, developed by people with intellectual disabili!es, are formulated as ques!ons for
interviews with the users of services. There are different ques!onnaires for different kinds of
services – some are for residen!al services and others for supported living services. For people
who are not able to answer ques!ons, observa!on criteria are used. There are between
60 and 120 criteria for different kinds of services, which are outlined in five to six quality
dimensions. These quality dimensions were also defined by the users’ group and should help
users understand the results of the evalua!on easily. When evalua!ng living services the
dimensions are self-determina!on, security, private sphere, support, care and sa!sfac!on.
When evalua!ng workplaces, the quality dimensions are self-determina!on, normalisa!on
and integra!on, security, support and sa!sfac!on.
The Nueva evaluators and their assistants regularly organise quality circles with users, staff
and representa!ves of authori!es in order to discuss with them which quality criteria they
want to add or to remove. As a result of these quality circles and various research projects,
the defini!ons for quality are reconsidered every two years for improvement.
The methods used to collect informa!on are both quan!ta!ve and qualita!ve. Nueva evaluators
conduct structured interviews (verbally and with picture support), undergo structured
observa!ons and par!cipa!ve observa!ons, as well as analyse wri&en ques!onnaires to
evaluate the structural and processes data. Within the qualita!ve approach, they carry out
workshops with users and staff members in order to discuss with them their target states and
ideas for quality improvement.
A$er data collec!on the Nueva evaluators enter the data in a database for sta!s!cal analysis.
This was specially developed in an accessible format for people with disabili!es. Nueva
evaluators are trained for two years in order to become experts in quality of services for their
peer group and to be able to conduct interviews of people with disabili!es.
In the Nueva model, the evaluators are people with intellectual disabili!es. They do not only
define quality in their own perspec!ve but also undertake the interviews. The evaluated
services are presented in an online catalogue, where people can search through the database
according to different criteria.

5. Inspecting and evaluating institutional care
The process of developing alterna!ves to ins!tu!onal care may take a long !me, especially in
countries where the number of people in ins!tu!ons is very high. Therefore, during this process,
it is important to ensure that the rights of those who remain in ins!tu!onal care are respected.
A European report377 recommends that countries establish independent inspectorates which
will have guaranteed access to all ins!tu!ons and be able to make unannounced visits. They
recommend the publica!on of comprehensive reports and coopera!on with civil society, in
par!cular organisa!ons which represent users of such services. The legally mandated inspectorates
should also be able to deal with any individual complaints.
376 Atempo & Inclusion Europe (2010), User Evalua!on in Europe, Analysis of Exis!ng User-evalua!on Systems at Na!onal
Level, available at: www.nueva-network.eu/cms/index.app/Index/download/?id=139
377 MDAC (2006) Inspect!, Inspectorates of Mental Health and Social Care Ins!tu!ons in the European Union. Budapest:
Mental Disability Advocacy Centre.
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Another aspect that should not be neglected is the quality of care in ins!tu!ons during the process
of transi!on and closure. Every effort should be made to improve the quality of care, especially
where the residents’ health and safety is at risk. Maintaining quality is par!cularly challenging
where personnel are being made redundant. Involving personnel in every stage of the reform and
assis!ng them to learn new skills while the ins!tu!on is closing (such as assessing children and
preparing them for the transi!on) has proven to assist in maintaining the quality of care.378

CASE STUDY 40: EXAMPLES OF TOOLS FOR EVALUATING QUALITY OF CARE
IN RESIDENTIAL SETTINGS
WHO Quality Rights Tool Kit provides countries with prac!cal informa!on and tools for
assessing and improving quality and human rights standards in mental health and social care
facili!es. The Toolkit is based on the United Na!ons Conven!on on the Rights of Persons with
Disabili!es.379
The E-Qalin is a quality management system for care homes, home care facili!es and services
for people with disabili!es. It is based on training of E-Qalin process managers and a selfassessment process in the organisa!on during which 66 criteria in the area of ‘structures &
processes’, and 25 foci in the area of ‘results’ are assessed. By involving all stakeholders in
the self-assessment and the con!nuous improvement of quality, E-Qalin strives to strengthen
the individual responsibility of staff and their ability to cooperate across professional and
hierarchical boundaries.380
www.Heimverzeichnis.de is an ini!a!ve which has grown out of consumer protec!on. It
aims for more transparency and be&er informa!on for users of residen!al care services in
Germany. In addi!on to publishing structural data concerning the number of places, the
infrastructure and prices, the website highlights those care homes in which high standards
for the quality of life of their residents are achieved. The criteria, against which quality of life
is measured and assessed in the par!cipa!ng organisa!ons, were developed by associa!ons
of care homes, representa!ves of health insurance funds, interest groups of seniors and
ins!tu!ons for consumer protec!on.381

Further reading
Atempo & Inclusion Europe (2010) User-Evalua!on in Europe: Analysis of Exis!ng User-Evalua!on
Systems at Na!onal Level, UNIQ – Users Network to Improve Quality.
Center for Outcome Analysis (USA) – h&p://www.eoutcome.org/
Chiriacescu, D. (2008) Shi'ing the Paradigm in Service Provision: Making Quality Services Accessible
for People with Disabili!es in South East Europe, Disability Monitor Ini!a!ve, Handicap Interna!onal.

378 Mulheir, G. & Browne, K. op. cit., p.106.
379 For further informa!on see: h&p://www.who.int/mental_health/publica!ons/QualityRights_toolkit/en/index.html
380 For more informa!on see: h&p://interlinks.euro.centre.org/model/example/e-qalin
381 For more informa!on see: h&p://interlinks.euro.centre.org/model/example/wwwHeimverzeichnisde_Cer!fied
QualityOfLifeInNursingHomes
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CHAPTER 10:
DEVELOPING THE WORKFORCE
There is a strong link between personnel and the successful development and maintenance of
quality services in the community. The availability of trained personnel to work in the community will
affect how quickly new services can be put in place. Most importantly, well-trained and mo!vated
personnel can ensure that ins!tu!onal prac!ces are not replicated in community se$ngs.
This chapter outlines a process of workforce development that countries can follow while moving
from ins!tu!onal to community-based services in order to sustain the provision of quality services
in the community.

Obliga!ons under the UN Conven!on on the Rights of Persons with Disabili!es
In line with Ar!cle 4(1)(i) of the CRPD, State Par!es should “promote the training of
professionals and staff working with persons with disabili!es in the rights recognised in the
present Conven!on so as to be&er provide the assistance and services guaranteed by those
rights”. They must also ensure that there is ini!al and con!nuing training for professionals and
staff working in habilita!on and rehabilita!on services (Ar!cle 26).
In line with the general obliga!ons of the CRPD, in developing and carrying out training
for the professionals and staff, countries should “closely consult with and ac!vely involve”
persons with disabili!es, including children with disabili!es, through their representa!ve
organisa!ons (Ar!cle 4(3)).

Obliga!ons under the UN Conven!on on the Rights of the Child
Ar!cle 3 of the Conven!on obliges State Par!es to ensure that there is an adequate number
of suitable staff involved in care or protec!on of children.

1. Planning stage
1.1 Paradigm shift
The paradigm shi$ (medical model to social model, pa!ent to ci!zen, object of care to rights
holder) involved in the transi!on to community-based services will strongly affect the staffing
of services. The range of professions and roles required in the community will be different from
those in the ins!tu!ons. Whereas in ins!tu!onal care, posi!ons tend to be occupied by medical
personnel such as doctors and nurses alongside administra!ve and maintenance personnel, this
will not be the case for services in the community. In addi!on to social workers, teaching assistants
in schools, speech therapists, occupa!onal therapists, home-help personnel, new roles will need to
be introduced. These might include personal assistants, carers and advocates. The role, rights and
responsibili!es of informal carers (including volunteers) should also be considered.
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Moreover, if mainstream services are to become accessible to all, it is important to plan for the
training needs of personnel in all the relevant sectors, including health, educa!on, employment
and transport, culture and recrea!on.

1.2 Workforce strategy

“The aim should be to take people and organisa!ons from where they are and, by involving
all relevant stakeholders, develop quality towards defined goals and objec!ves. This calls for
quality management and respec!ve training and guidance.”382

Iden!fying personnel requirements for the new services will be one of the first steps in the planning
process. This is some!mes referred to as the workforce strategy, or human resource plan. The
strategy will deal with the staffing requirements for community-based services, skills development
and professional development requirements, in addi!on to the human resource management
aspects of the transi!on.383 It should go hand-in-hand with the assessment of the situa!on (see
Chapter 2), as staffing needs will very much depend on what is already available (including the skill
set of exis!ng personnel) and the range of services that will be developed in the community.
It is important that the strategy encompasses both management and support personnel and that
there is good coordina!on between na!onal and local strategies. The na!onal level strategy should
support those at lower levels. Models of good prac!ce developed in exis!ng community-based
services can be used in this process.384
In addi!on to the paradigm shi$ and the changing role of personnel, it is likely that the following
factors will influence the process385:
•

Diversified services, requiring an increased number of professionals.

•

The need to support people with different needs in mainstream services.

•

Reduc!on in the number of administra!ve posts required.

•

Change in the geographical loca!on of services, with services following the users (as opposed
to ins!tu!onal care).

Once the profile and number of personnel needed in the new services, as well as their loca!on,
is available, comparison should be made between the currently available posts in the ins!tu!onal
services and the requirements of services in the community. The comparison will make it easier to
an!cipate where dissa!sfac!on and resistance may arise, which in turn will allow planning of an
appropriate strategy to address these issues.

382 Quote obtained from the European Social Network during the consulta!on on the Guidelines.
383 Health Service Execu!ve, op. cit., p.110.
384 Ibid., p.110.
385 Mulheir, G. & Browne, K. op. cit., p.116.
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2.

Selection of personnel

It is important that the personnel are selected and trained (or re-trained) just before the new
services open. It is recommended that the selec!on process is a compe!!ve one based on
applica!on and interview. As a ma&er of good prac!ce, service users from the community should
form part of the selec!on commi&ees.
For applicants who have worked in the old service (such as an ins!tu!on that is closing down),
an appraisal of their work in the old service should be considered as part of their applica!on. For
personnel who have spent a long !me working in ins!tu!onal care, and who may have become
‘ins!tu!onalised’ themselves, their poten!al to change should be taken into account.386 Par!cular
a&en!on should be paid to ensure that individuals who are likely to engage in abusive behaviour
towards the users in the new service (as they may have done in the ins!tu!on) are screened out
during the selec!on process.
Some methods for evalua!ng the poten!al of personnel from the old services to work in the new
services can be found in De-ins!tu!onalisa!on of Children’s Services in Romania.387

3. Training and re-training
CASE STUDY 41: TRAINING DELIVERED BY PEOPLE WITH DISABILITIES
In one innova!ve approach to educa!on and training, people with disabili!es educate students
and health care providers on a wide range of disability issues, including discriminatory a-tudes
and prac!ces, communica!on skills, physical accessibility, the need for preven!ve care and
the consequences of poor care coordina!on. Training delivered by people with physical,
sensory, and mental health impairments may improve knowledge of issues experienced by
people with disabili!es.388

A systema!c and coordinated training curriculum is a precondi!on for the establishment of services
in the community and in ensuring personnel will be adequately trained. Training curricula need to
take into considera!on ini!al educa!on, in-service training and life-long learning.389
The star!ng point for a training curriculum should be the desired competencies of the workforce.
It is recommended that a core training curriculum is developed for each service and role-specific
components can then be added to this. For example, a core curriculum for personnel working
with children with intellectual disabili!es would include an understanding of what ‘intellectual
disability’ (ID) is and strategies for communica!ng with children with ID. It would also cover the
skills and tools needed to support a child’s educa!onal and voca!onal transi!on to adulthood.390

386 Ibid., p.118.
387 See Appendices in Mulheir, G. & Browne, K. op. cit.
388 World Health Organisa!on & World Bank, op. cit., p.79.
389 World Health Organisa!on (2010b) Build workforce capacity and commitment (Be&er health, be&er lives: children and
young people with intellectual disabili!es and their families. Bucharest, Romania, 26–27 November 2010), p.5.
390 Ibid., p.6.
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Foster carers also require ini!al and ongoing professional training and support. The training should
involve experienced foster carers as trainers, as well as young people currently living in care and
those that have graduated from the care system. It is also important to recognise the role and the
needs of birth children of foster carers and to provide appropriate training and support.
Central to any curriculum or training programme should be the rights of children, people with
disabili!es, people with mental health problems and older people. A WHO background paper on
building workforce capacity and commitment highlights that this requires more than just a tokenis!c
men!on of rights -: “it requires measurable outcomes and demonstrable rights in prac!ce rather
than rights in principle”. 391 Involvement of user groups (and their families, where relevant) in the
design and delivery of training can help achieve this objec!ve. There is a risk in giving academics
and social or health care professionals the sole responsibility for training curricula.
Human rights standards and guidelines, such as the UN Guidelines for the Alterna!ve Care
of Children, should form part of the relevant curricula, in addi!on to materials developed by
organisa!ons represen!ng users of services and service providers.

CASE STUDY 42: EXAMPLE OF AN IN"SERVICE TRAINING PROGRAMME IN THE
MENTAL HEALTH NURSING SECTOR392
The in-service training programme should be based on the following principles:
Less experienced personnel have very different training and support needs; therefore the
training should help them:
•

develop a strong emo!onal link with people with disabili!es;

•

translate their knowledge into prac!ce; and

•

understand the needs and the difficul!es of people with disabili!es who have experienced years of ins!tu!onalisa!on.

More experienced personnel require support and supervision on more complex issues:
•

avoiding burn-out phenomena;

•

crea!ng a long-standing emo!onal bond with people with disabili!es and processing
important or unexpected events during the rehabilita!on route;

•

adap!ng to a group method of work that is based on the differences among the
special!es within the group and the benefits they bring;

•

good coordina!on with other partners in the team with the aim of cul!va!ng a
suppor!ve environment and enhancing morale; and

•

the need to keep updated on current methodologies, approaches and prac!ces.

391 Ibid., p.3.
392 Jones, J., & Lowe, T. (2003) The educa!on and training needs of qualified mental health nurses working in acute adult
mental health services. Nurse Educa!on Today, 23(8):610–9.
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4.

Professional values and ethics of the social work professionals

“Social workers should respect and promote people’s right to make their own choices and decisions,
irrespec!ve of their values and life choices ...”393
Social work is one of the key professions required for a community-based model of care and
support. Social workers are o$en the link between the person and the services and benefits to
which they may be en!tled. They have to use their professional judgment to balance advocacy on a
person’s behalf with the control of resources and respect for the law and due process. Social work
is based on respect for the inherent worth and dignity of all people; from this follows an approach
that empowers individuals with different support needs to live independent and fulfilling lives. The
Interna!onal Federa!on of Social Workers (IFSW) notes that “social work grew out of humanitarian
and democra!c ideals, and its values are based on respect for the equality, worth, and dignity of
all people.”
Social work endorses a number of values that are very difficult to enact in an ins!tu!on-based model
of care, for example freedom of choice. If a person is living in an ins!tu!on, typically the rigidity
of rou!ne does not allow them to make everyday choices, let alone life choices. Social inclusion
and the central importance of human rela!onships are also among the values of professional
social work. In the case of community-based care, this commitment could translate into nourishing
contacts between people, their family and the wider community. This ambi!on cannot be realised
when people are isolated in ins!tu!ons that segregate them from the rest of society.
To enable this, the values and ethics of all social and health professions may need to be revisited,
adapted or even completely rewri&en to reflect the transi!on.394 In the 21st century, the key values
for social work should be read in favour of empowering, inclusive community-based services that
promote users’ independence and par!cipa!on by trea!ng each person as a whole and iden!fying
their strengths.

Developing the social work workforce
A USAID report395 looking at social work educa!on and prac!ce environment in Europe and Eurasia
highlights the role of well-trained social work professionals in the crea!on of an effec!ve system
of social services. Building the social work profession involves crea!ng legisla!on and educa!on
programmes, developing and strengthening curricula, suppor!ng professional associa!ons of
social workers, developing licensing and prac!ce standards and raising awareness about the need
for social workers. The report presents a four-pillar framework for analysis and repor!ng, which
has been used to highlight models of best prac!ce in community-based prac!ce. This framework
can also be used to monitor and evaluate the state of social work in a given country. It is presented
in Table 10.
The report highlights the link between social work prac!ce and the quality of service delivery. The
standards for social work prac!ce, which should include an ethical code, clearly demonstrate what
the prac!ce and its desired outcomes should be. This can be combined with awareness-raising
ini!a!ves to improve the public image of social workers, all of which should contribute to increased
interest in the profession and improved reten!on of qualified personnel.396

393 Taken from the Code of Ethics for Social Work by the Interna!onal Federa!on of Social Work, available at: h&p://ifsw.
org/policies/statement-of-ethical-principles/
394 Taken from the Interna!onal Federa!on of Social Workers (IFSW), h&p://ifsw.org/resources/defini!on-of-social-work/
and h&p://ifsw.org/policies/code-of-ethics/
395 Davis, R. op. cit., p.ix.
396 Ibid., p.xiv.
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Table 10: Four-pillar framework for analysis and repor!ng397
Pillar 1 – Policy and Legal Framework
Policies and laws that reflect interna!onally
recognised standards for the profession of
social work, legal/policy mandates for social
work prac!ce that reflect good prac!ce for
community care models, and laws related to
social work associa!ons.
Pillar 3 – Educa!on and Training
Acquisi!on of knowledge, values and skills
for social workers providing direct services
and those managing and supervising services.
This includes professional educa!on and
training, curriculum development ac!vi!es
and conferences and workshops delivered by
a range of providers.

Pillar 2 – Structure of Services and Prac!ce
Environment
Programs and services in which social workers
prac!ce, qualifica!ons, rela!onships with other
social workers, role of social work associa!ons,
job func!ons, salaries, status, rela!onships
with clients, other professionals, and the public
authori!es.
Pillar 4 – Outcomes and Performance
Measures
Outcomes for social work interven!ons,
systems for monitoring social work inputs,
cost-benefits analyses, development of
evidence-based prac!ces, research on the
professionalisa!on of social work such as
salaries, standards, opinions and a-tudes,
client sa!sfac!on, client outcomes and
evalua!ons of programs and services.

5. Barriers to developing the workforce
5.1 Resistance of personnel to closure of the institution
Resistance of ins!tu!onal care personnel to closure is likely to be one of the major barriers in
the transi!on to community-based services. However, good communica!on and the engagement
of personnel at various stages of transi!on can help minimise this resistance and ensure that
personnel performance does not deteriorate during the process of closure. Experience shows that
even those facing redundancy are likely to be coopera!ve if this process is handled well.

5.2 Shortage of professional personnel
In some countries there is a severe shortage of qualified professionals to carry out services in the
community. The introduc!on of professions such as personal assistants, occupa!onal therapists,
careers coaches, psychologists, foster parents and social workers does, in some countries, require
not only training and cer!fica!on but also legal recogni!on and budge!ng at a na!onal level.398
The regulatory framework for professional groups is insufficient in some countries. Moreover,
there is a tendency for psychologists, pedagogues, sociologists and other professionals to occupy
posi!ons such as personal assistants, carers, occupa!onal therapists, due to the lack of adequately
qualified individuals for these roles.399

397 Davis, R. op. cit., p.x.
398 Chiriacescu, Diana, op. cit., p.145.
399 Ibid., p.144.

l 154 l
COMMON EUROPEAN GUIDELINES ON THE TRANSITION FROM INSTITUTIONAL TO COMMUNITY"BASED CARE

Guidelines-new.indd 154

2013.01.16. 19:10:36

5.3 Migration
Because of the low status assigned to social work and other professions in certain countries (mainly
in Central and Eastern Europe), there is a high level of migra!on of professional personnel to other
European countries. When combined with the overall shortage of professional personnel to work
in the new services, this can be a major barrier.400 In many countries it requires an increase in social
workers’ salaries in order to reflect the professional value of work the role requires and to prevent
regular turnover of personnel.
At the same !me, those countries that receive the migrants face the issue of jobs in the care sector
being occupied by largely untrained migrants who care mainly for older people with support needs
(the so-called ‘badan!’ in Italy and ‘24-hour-assistance’ in Austria). In many cases such individuals
are working illegally so they are not subject to control or regula!on.401

5.4 Problems of management politics, preferential treatment and
corruption
In some countries, managers of services are appointed on the basis of their alliance with the ruling
poli!cal party. Problems of preferen!al treatment, some!mes referred to as ‘clientelism’402, can
also exist in the leadership of non-governmental organisa!ons, who may be linked to a par!cular
party at a local (or other) level. This results in a lack of consistency and accountability in the
management of services, with managers changing as a result of poli!cal elec!ons. In the context
of service reform, which is a long process, this presents a major barrier and can hamper or reverse
progress towards community-based services. It is therefore recommended that managers of social,
health and educa!on services are appointed on the basis on their qualifica!ons and demonstrated
ability to lead and manage services. Special a&en!on should also be paid to training and retaining
senior and middle management personnel.403
It should be recognised that corrup!on can also be a major barrier to reform, with different
economic interests !ed to keeping ins!tu!ons running. Any suspicion of corrup!on should be
inves!gated and dealt with using appropriate channels.

Further reading
Felce, D. (1994) The quality of support for ordinary living: staff:resident interac!ons and resident
ac!vity. In: The Dissolu!on of Ins!tu!ons: an Interna!onal Perspec!ve (eds. J. Mansell & K.
Ericcson), Chapman & Hall, London.
Mulheir, G. & Browne, K. (2007) De-Ins!tu!onalising and Transforming Children’s Services: A Guide
to Good Prac!ce. Birmingham: University of Birmingham Press.
World Health Organisa!on (2010) Build workforce capacity and commitment. (Be&er health,
be&er lives: children and young people with intellectual disabili!es and their families. Bucharest,
Romania, 26–27 November 2010)
400 Ibid., p.144.
401 Hitzemann, A., Schirilla, N. & Waldhausen, A. (2012), Care and Migra!on in Europe. Transna!onal Perspec!ves from
the Field, Freiburg im Breisgau; and Di Santo, P. & Ceruzzi, F. (2010), Migrant care workers in Italy: A case study, Vienna:
Interlinks, available at: h&p://interlinks.euro.centre.org/sites/default/files/WP5_MigrantCarers_FINAL.pdf
402 Where resources are (legally) exchanged for support in an asymmetric rela!onship.
403 World Health Organisa!on op. cit. (2010b), p.9.
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Tools
Financing Taskforce of the Global Health Workforce Alliance (GHWA) and World Bank, The Resource
Requirements Tool, h&p://www.who.int/workforcealliance/knowledge/resources/rrt/en/index.html
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Frequently Asked Questions
(FAQ)
How big should a residen!al care se)ng be in order not to become an ins!tu!on?
The smaller the se-ng, the more likely it is to provide a personalised service and facilitate social
inclusion. However, even the smallest residen!al services can reproduce ins!tu!onal culture. Some
of the characteris!cs of ins!tu!onal culture include:
•

depersonalisa!on – removal of personal possessions, signs and symbols of individuality and
humanity;

•

rigidity of rou!ne – fixed !metables for ge-ng up and going to bed, ea!ng and ac!vi!es,
irrespec!ve of personal preferences or needs;

•

block treatment – processing people in groups without privacy or individuality; and

•

social distance – symbolising the different status of personnel and residents.

The focus should therefore be both on ensuring that the residen!al se-ngs, if they exist at all, are
small in size and that they do not reproduce ins!tu!onal culture.

Is it possible to provide high-quality care and support in an ins!tu!on?
While it is possible to improve the quality of care and the material condi!ons, life in an ins!tu!on
can never match living in the community. Rela!onships with families and friends and par!cipa!on
in the life of the community cannot be achieved in ins!tu!onal se-ngs. Living in the community
is not just about where one lives, but also about how one lives: developing rela!onships, going
to school or work, going to the cinema or sports events and in generally enjoying a life similar to
that of others. One of the key characteris!cs of ins!tu!ons is that they segregate people from the
community: this will not change regardless of the quality of care or the material condi!ons.

Some people prefer to live in residen!al se)ngs or in separate communi!es.
Everyone should be able to choose where and how to live and this choice should be respected.
However, some!mes people may decide to move to a residen!al se-ng because there is no
adequate support in the community or because the dominant view of them as less valuable puts
pressure on them to withdraw for the society. They may not want to be a ‘burden’ to their families,
or may face pressure from their families to move to residen!al care. Some decisions not to live in
the community might be based on fear of the unknown (their own or their families’), because they
have never had the opportunity to live anywhere but an ins!tu!on. Therefore, every effort should
be made to develop a range of op!ons in the community and to ensure that all people are seen as
valuable members of society.
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There are children and adults who need care 24/7. Isn’t residen!al care be#er for them?
Con!nuing care can be provided in any se-ng – in a residen!al ins!tu!on as well as in the home of
the person. The person and their family should be able to choose where and what kind of support
they receive. People rarely require 24/7 medical care, in which case they can live independently or
with their families (in case of children) and access medical care as needed. The needs of informal
carers should be considered and addressed together with the needs of the child or the adult for
whom they care. Families can be trained to provide assistance with procedures that are usually
carried out by a medical professional, such as tube-feeding or suc!on. This can be monitored by
community nurses and special equipment can be provided in a person’s home.

Independent living in the community is not suitable for people who are more
vulnerable as there is a higher risk to their health and safety.
There is no sound basis for the claim that living in the community comes with higher risks to health
and safety of the person concerned. Frequent cases of abuse and poor quality care in residen!al
se-ngs around the world show that the assump!on that residen!al care is a safer op!on is simply
wrong. In both residen!al care and community living, safeguards should be in place to prevent
risks (without being overly protec!ve) and to ensure !mely and adequate responses to ensure the
safety of the individual.

Deins!tu!onalisa!on of some people with mental health problems could pose a threat
to their families and the wider community.
Although it is quite common to think that people with mental health problems are a poten!al
threat to the community, research shows that they are 2.5 !mes more likely to become vic!ms
of violence compared to other members of society. In fact, people with mental health problems
need support, not seclusion. While there is prejudice about people with mental health problems
or past psychiatric diagnoses being more prone to violence, the reality is that they are more o$en
vic!ms (rather than perpetrators) of discrimina!on, exclusion and violence. Therefore, when
developing community-based services, we should not focus on protec!ng the community, but on
implemen!ng checks and balances to ensure that people with mental health problems cannot be
exploited by others.

How long should the process of deins!tu!onalisa!on take?
The length of the process will depend on a number of factors, including the level of ins!tu!onalisa!on,
the presence of a clear and shared vision, the existence of strong leaders, the strength of userled organisa!ons and the existence of sufficient, well-qualified professionals to manage the
process of change. What is important is to look at deins!tu!onalisa!on not only as an effort to
close residen!al ins!tu!ons. Such a narrow understanding may lead to a search for quick and
easy solu!ons and eventually to a prolifera!on of small-scale residen!al services, such as group
homes, instead of real community-based and family-based op!ons. Deins!tu!onalisa!on requires
a complete transforma!on of the social care and child protec!on systems towards preven!on and
development of community-based services, as well as comprehensive changes in all other systems
(such as health, educa!on and housing), in order to ensure that all children and adults have access
to high-quality mainstream services. Measures should therefore be implemented simultaneously
in a number of policy areas in order to ensure the sustainability of reforms.
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Contact information
For additional information, please contact the author of the Guidelines at coordinator@community-living.
info or any of the members of the European Expert Group on the Transition from Institutional to Communitybased Care:
Confederation of Family Organisations in the European Union

secretariat@coface-eu.org

Eurochild

info@eurochild.org

European Association of Service Providers
for Persons with Disabilities

info@easpd.eu

European Disability Forum

info@edf-feph.org

European Federation of National Organisations
Working with the Homeless

office@feantsa.org

European Network on Independent Living/
European Coalition for Community Living

secretariat@enil.eu

European Social Network

info@esn-eu.org

Inclusion Europe

secretariat@inclusion-europe.org

Lumos

info@lumos.org.uk

Mental Health Europe

info@mhe-sme.org

OHCHR Regional Office for Europe

brussels@ohchr.org

UNICEF

jclegrand@unicef.org

To download the Guidelines in English and a number of other languages, please visit
www.deinstitutionalisationguide.eu

l 163 l

Guidelines-new.indd 163

2013.01.16. 19:10:37

Guidelines-new.indd 164

2013.01.16. 19:10:37

Guidelines-new.indd C

2013.01.16. 19:10:37

The Common European Guidelines on the Transi!on from Ins!tu!onal
to Community-based Care provide prac!cal advice about how to make a
sustained transi!on from ins!tu!onal care to family-based and communitybased alterna!ves for individuals currently living in ins!tu!ons and those
living in the community, o$en without adequate support. The Guidelines are
aimed primarily at policy and decision makers in the European Union and the
neighbouring countries with responsibility for the provision of care and support
services for children, people with disabili!es and their families, people with
mental health problems and older people.
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