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Glossary 
 
Institution - any residential 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 decisions which affect them, the requirement of the organization 
itself tends to take precedence over the residents individual needs1.  
 
Group home – house/apartment/flat where 4-9 persons with mental disabilities live 
independently and may or may not receive social and health care support  
 
Residential facility – social facility providing housing, full care, and social rehabilitation 
to persons who are unable to take care of themselves based on age, health condition or 
vulnerability. 
 
Deinstitutionalization – a political and social process directed towards transition from 
institutional care to independent living. It involves the closing down of institutions and 
development of quality, personalized community based care.  
 
Trans-institutionalization – movement of persons with disabilities from one 
institution to another or to a home with institution type settings.  
  
Supported living - having a safe and decent home of your own, choice, and personalized 
assistance and support from others who care about and respect you2. 
 
Mental disability – broad term encompassing both intellectual disability and 
psychosocial disability. 
  
Community based services – alternative care to institutional care allowing a person to 
receive social care, rehabilitation or medical services in their homes or as near as 
possible to them.  
 
Long term care – social institution providing housing, full care, and social rehabilitation 
to persons who are unable to take care of themselves based on age, health condition or 
vulnerability.  
 
Person centred planning - a set of tools designed to assist someone to plan their life 
and supports. It is used most often as a life planning model to enable individuals with 
disabilities or otherwise requiring support to increase their personal self-determination 
and improve their own independence. 
 
Assessment - clinical evaluation of conditions and how it significantly affects the 
wellbeing of both patients and society on financial remuneration, ability to work, quality 
of life, current and future needs.  
 
Personal budgets – financial allocation to persons with disabilities based on the 
assessment of needs.  

                                                           
1
 Common European Guidelines on the Transition from Institutional to Community Based Care, pg 25 

2
 Better for you, Better for Us.  
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“If I could, I would not want anyone to be in an institution. There is no freedom there. I 

wish my country was like Canada.  I hear there are so many people from all over the 

world, there is freedom from institutions, you can go to the library and no one notices 

you are disabled....”3 
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 Interview with a young man at RC ZELDA office, January 18, 2016.  
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1. Introduction  
 
The chance to grow in a family, choice as to where one lives as an adult, participate in 
the community and make your own choice are opportunities that most humanity takes 
for granted. The importance of this choice is recognized by the UNCRPD in Article 19 
which sets out the right to live independently and be included in the community on an 
equal basis with others. By doing so, it recognizes disability results from the interaction 
between persons with disability and attitudinal and environmental barriers that hinder 
their full and effective participation in society4.  
 
Traditionally, persons with disabilities especially psychosocial or intellectual disability 
were confined to institutions or living in institution type of settings. To be fair, this is 
mostly in jurisdictions that rely on the medical method of disability where persons with 
disabilities were institutionalized as a result of various laws and policies. Others were 
institutionalized as a result of being abandoned by their families. Some common 
violations of Article 19 include segregation through institutionalization, isolation 
through group homes or family settings, exclusion from the community through lack of 
support services.   
 
The social model of disability however adopts the view that with proper supports, all 
persons with disabilities can live in the society, successfully. This is the approach taken 
up by the Convention on the Rights of Persons with Disabilities.  Independent living calls 
for a mechanism where persons with disabilities can live on their own based on their 
own choices and participate fully in society. This goes beyond deinstitutionalization. It 
means that one needs to be empowered to have choice and control over their lives. This 
includes voting rights or standing for a public office, reasonable accommodations at the 
work place, the right to enter into contractual agreements and should not be unduly 
deprived of their liberty by administrative means5.  
 
Though widely accepted, there is no blanket application of the social model of disability 
especially on deinstitutionalization. The mechanisms underlying policy adoption and 
implementation differ for early- versus late-adopters of the model.  Countries that are 
innovators in mental health care tend to face the dilemma of lack of information on 
policy alternatives and outcomes of costs v. benefit resulting in trial and error basis6 .  
Late adopters on the other hand have the advantage of learning from early adopters. 
Policymakers in late-adopting countries are indirectly affected by both the availability of 
and access to an evidence base of mental health policy’s effectiveness as it has been 
tested at home or abroad7 .  
 
Developed and developing countries face different challenges when it comes to mental 
health system development. The population in developing countries make up 84% of the 
world’s population, and yet developing countries claim only 11% of the world’s net 

                                                           
4
 European Union Agency for Fundamental Rights, Choice and Control: The Right to independent living, 2012, 

pg 7 
5
 Ibid 

6
 Mukand S, Rodrik D. In Search of the Holy Grail: Policy Convergence, Experimentation, and Economic 

Performance. No. w9134. Cambridge, MA: National Bureau of Economic Research; 2002 
7

 Meseguer C. What role for learning? The diffusion of privatisation in OECD and Latin American 

countries. Journal of Public Policy. 2004, pg 24 
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health spending8. Developing countries grapple with an under-provision and budgeting 
of resources, personnel and services. The situation is different for developed countries 
where the process of deinstitutionalization has led to closures of mental hospitals and 
asylums, as well as a reduction in the number of patients in the ones left standing. 
However, the development of community-based residential and occupational facilities 
and the uptake of incident clinical cases have not been commensurate with the pace of 
downsizing or closing psychiatric institutions 9 . Both developing and developed 
countries face problems such as parity in the provision of resources between physical 
and mental health services, the need to promote detection and treatment of mental 
disorders in primary care settings, and competing demands of psychiatric and other 
specialty services10. 
 
The purpose of this study is to create awareness on Article 19 by documenting good 
practices and failures on implementation of the right to live independently. This 
research will assist any country in implementing independent living or any organization 
that works on advocacy for persons with disabilities particularly on matters Article 19 
to be able to understand the process involved legal implications and learn lessons from 
other countries. Thus, this research will be mainly through a desk review of laws, 
policies and published articles documenting best practices on independent living across 
selected countries. There will also be an analysis of failures and questionable practices 
that can help any country or organization learn which pitfalls to avoid.  
 
In this regard, the following countries were selected for purposes of identification of 
best practices and lessons learnt on independent living, United Kingdom and Northern 
Ireland, Sweden, Canada, USA, Croatia, Czech Republic, Italy, Bulgaria and Hungary. This 
selection does not limit practices from other countries as well but aims at guiding the 
limits of this study.  
 
To give a broader scope on independent living, this study will encompass a section 
covering regional approaches that can be identified as best practices. The European 
Union in particular will inform this paper as the European Union has made major strides 
in ensuring independent living becomes a reality within the Union and its member 
states.  
 
In order to make a proper comparison, the countries selected represent different stages 
in deinstitutionalization. Some countries started the deinstitutionalization process much 
earlier and can be deemed to have more progressive lessons. Other countries started the 
process much later and have been building on experiences gained from the early 
starters.  
 
 
 
 
 

                                                           
8
 Schieber G, Maeda A. Health care financing and delivery in developing countries. Health Aff. 1999, p.18 

9
 Thornicroft G, Tansella M. The Mental Health Matrix: A Manual to Improve Services. New York, NY: 

Cambridge University Press; 2006. 
10

 Gordon C. Shen and Lonnie R. Snowden, Institutionalization of deinstitutionalization: a cross -

national analysis of mental health system reform , International Journal on Mental Health Systems, 

2014 vol. 8, pg 47.  
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Development of deinstitutionalization  
 
Institutions for persons with mental health conditions originally started as therapeutic 
asylums to help integrate those who were deemed incapable back into the community11. 
Institutionalization however was spurred by various factors such as poverty, 
stigmatisation, public perception and government policies12. Persons with intellectual 
disabilities were placed in institutional facilities based on the assumption that their 
limited potential for normal development and the 'burden' that care would impose on 
families and communities left few or no other options13.  For instance, in Hungary, the 
psychiatry ‘annexes’ of general hospitals were initially conceived as dumping grounds 
for chronic patients who presumably had no access to the psychiatric treatments and 
psychotherapy that the state asylums had on offer. Towards 1900, there were only four 
state asylums in Hungary (with 2300 patients), but 12 general hospital annexes with 
more than 100 patients each, in addition to numerous other smaller psychiatry wards in 
general hospitals, housing a total of over 5000 patients14. In subsequent years, these 
general hospital units came to admit acute cases of all kinds, not just chronic patients 
dumped from the progressive asylums; and they also eventually acquired psychiatrists 
as directors15. 
 
Calls for deinstitutionalization has been characterised between two periods i) the late 
1970s and the early 1980s when much attention was given to institutional reform and 
ii) 1990s on activism.  The 1970-80s affected the Scandinavian, the UK and North 
American regions and was based on reports of systematic abuse and inhumane 
treatment of persons with disabilities who lived in institutions16.  In addition institutions 
were deliberately built away from cities to which was justified as contributing to the 
general wellbeing of persons with disabilities as well as a mean to create employment17. 
This only resulted in exclusion of persons with disabilities and resistance to 
deinstitutionalization by staff working in institutions for fear of unemployment. Around 
this time, the process of closure of institutions began in Sweden, as it did in USA and UK. 
Calls by activists and non-governmental organisations in the 1980s came to be the 
decade when this task began to be realised on any scale, as the development of 
community services reached sufficient levels to permit the final abandonment of 
institutional care18. The beginning of the 1990s has seen the start of a period of closure, 
furthered by the law in favour of community based alternatives. At a joint WHO–
European Commission meeting in 1999, the consensus was that “In many cases reform 

                                                           
11

 James W. Conroy, Outcomes of the Robert Wood Johnson Foundation's National Initiative on Self-

Determination for Persons with Developmental Disabilities, Center for Outcome Analysis, 2002, pg 5 
12

 Ibid. 
13

 Multiple authors, “Trends in institution closure” in “Community for All” Tool Kit: Resources for Supported 

Community Living, Syracuse Human Policy Press, 2004 pg 70. 
14

 Pandy, K. Die, Irrenfürsorge in Europa: eine vergleichende studie (The Care of the Mentally Ill in Europe: A 

Comparative Study), 1908, pg 439–40. 
15

 Edward Shorter, The historical development of mental health services in Europe, Mental health Policy and 

Practice across Europe, ed Martin Knapp et al, 2007 
16

 G. P. Wilson, Reflections on the Ormrod Committee Report, Modern Law Review, Vol. 34 No. 6 (Nov 1971), 

pp. 635-641 
17

 L’Arche Canada, A resource document on Institutions and De-institutionalization, 2014.  
18

 Jim Mansell and Kent Erricsson, Deinstitutionalization and Community Living: Intellectual disability Services 

in Britain, Scandinavia and the USA, 1995 
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initiatives originated from the non-governmental field, with governments either being 
largely indifferent or even hostile”19.  
 
The second period (1990s) saw increased activism towards deinstitutionalization 
mostly in Central and Eastern Europe based on reports of cruel and inhumane treatment 
of persons with disabilities and persons being stripped of their rights. For instance in 
Bulgaria20 was the institutionalization of children and in Hungary on calls against forced 
institutionalization21. In addition, residential institutions were a central part of social 
policy in most of Central and Eastern Europe and the former Soviet Union. Residential 
institutions were more than merely housing for marginalized populations but served as 
a model of social protection and social regulation22. The long history of reliance on 
residential institutions in the former Soviet Union and the more recent reliance on them 
in Central and Eastern Europe has created a large and influential constituency interested 
in preserving these institutions. As employment options have narrowed during the 
transition, these groups have become increasingly dependent on residential institutions 
for their work, income, and social well-being23. All these factors have played a role in 
influencing the transition from institutions to community based care in Europe.  
 
Despite the challenges of deinstitutionalisation and country level, gains have been made 
at a regional level against forced institutionalization. In most countries, person with 
mental disabilities have been institutionalized through use of guardianship laws and 
involuntary mechanisms. The European Court of Human Rights (ECtHR) has decided a 
number of cases based on Article 5 of the ECHR about when “detention” has occurred, 
and the safeguards needed to prevent arbitrary detention. According to the ECtHR’s 
jurisprudence, people who have been placed in institutions are “deprived of liberty” 
within the meaning of Article 5 when they have not consented to placement in the 
institution, and staff at the institution exercise “complete and effective control over 
[their] care and movements.24”Additionally, a person is deprived of liberty when placed 
in an institution against his or her will even if that person is not actively resisting 
institutionalization, the facility is not locked or lockable, or the person has been 
permitted to frequently leave the facility unsupervised25. This interpretation is further 
supported by Article 12 of the CRPD, which provides for the respect for “rights, will and 
preferences” of persons with disabilities26. For persons deprived of legal capacity, 
moving from an institution to the community can be far more complex and take much 
longer, as was the case in Stanev v. Bulgaria27.  

                                                           
19

 Edward Shorter, The historical development of mental health services in Europe, Mental health Policy and 

Practice across Europe, ed Martin Knapp et al 2007 
20

 UNICEF, Deinstitutionalization of Children in Bulgaria- How far and Whereto? Independent Review of 

progress and challenges, June 2014.  
21

 Mental Disability Advocacy Centre, My Home My Choice in Hungary: The right to community living for 

people with mental disabilities in 2014 , 2014 
22

 World Bank, Moving from Residential Institutions to Community-Based Social Services in Central and 

Eastern Europe and the Former Soviet Union, 2000 pg 15 
23

 Herczog, Maria, “Hungary.” In Matthew Colton and Margaret Williams, eds., The World of Foster Care: An 

International Source Book on Foster Family Care Systems. Aldershot, U.K.: Ashgate, 1997, pg. 116. 
24

 European Court of Human Rights, Storck  v. Germany, para. 74;  
25

 European Court of Human Rights, H.L. v. United Kingdom, (no. 45508/99), judgment of October 5, 2004, 

ECHR 2004-IX, available at www.echr.coe.int, para. 191. 
26

 Human Rights Watch, Once you Enter you never leave: Deinstitutionalization in Croatia, 2010. Pg 23  
27

 The applicant was born in 1956 in Ruse, where he lived until December 2002 and where his half-sister and his 

father’s second wife, his only close relatives, also live. On 20 December 1990 a panel of occupational physicians 

declared him unfit to work. The panel found that as a result of being diagnosed with schizophrenia in 1975, the 
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As demonstrated above, deinstitutionalization is an ongoing process. Continuous 
monitoring, evaluation and improvement must be done in order to perfect the process.  
 
The Need for Community-based Supports to Promote Social Inclusion  
 
Independent living varies from one community to another and is highly dependent on 
the societal and cultural norms. This is why Article 19 embodies the positive philosophy 
which is about enabling people to live their lives to the fullest within society. The core of 
the right is about neutralizing the isolation and loss of control over one’s life against the 
background of an inaccessible society. “Neutralizing” being understood as removing 
barriers to community access in housing and other domains and providing access to 
individualized disability-related supports28. In the past 20 years, a body of literature has 
developed on deinstitutionalization of people with developmental disabilities.  It shows 
what happens to the quality of life of people with developmental disabilities when they 
move from large congregate care settings to community living. The result was that 
persons living in community settings experience a better quality of life compared to 
those in institutions29.  
 
A primary reason for the institutionalization of people with disabilities is the severe lack 
of support in local communities that would enable them to live in their own homes or 
with their families. Also a general lack of commitment by governments to transform the 
system of institutional care while supporting the development of a range of services that 
would enable all people with disabilities to live in their communities limits the right to 
live independently. Though many governments have policies that seek to promote the 
human rights and social inclusion of persons with disabilities, progress in developing 
alternatives to institutionalization is painfully slow30.  
 
Failure to provide community based alternatives can lead to re-institutionalization or 
trans-institutionalization. Trans-institutionalization has become fairly common in the 
US where the numbers of persons with mental health conditions in the criminal justice 
system are on the increase31. This is because of lack of access to affordable health care or 
community based services leading people to seek alternative treatment in the prison 

                                                                                                                                                                                     
applicant had a 90% degree of disablement but did not require assistance. He is in receipt of an invalidity 

pension on that account. The applicant complained of his placement in a social care home for people with mental 

disorders and his inability to obtain permission to leave the home (Article 5 §§ 1, 4 and 5 of the Convention). 

Relying on Article 3, taken alone and in conjunction with Article 13, he further complained of the living 

conditions in the home. He also submitted that he had no access to a court to seek release from partial 

guardianship (Article 6 of the Convention). Lastly, he alleged that the restrictions resulting from the 

guardianship regime, including his placement in the home, infringed his right to respect for his private life within 

the meaning of Article 8 taken alone and in conjunction with Article 13 of the Convention. 
28

 Human Rights Watch, Once you Enter you never leave: Deinstitutionalization in Croatia, 2010pg 4 
29

 Spreat, S., Conroy, J., & Fullerton, A., A Cost-Benefit Analysis of Community and Institutional Placements for 

Persons with Mental Retardation in Oklahoma.  Research in Developmental Disabilities, (2004) pg 17-31. 
30

 European Union Agency for Fundamental Rights, Choice and Control: The right to independent living, 2012, 

pg 7 
31

Criminal Justice/Mental Health Consensus Project, Does transinstitutionalization explain the 

overrepresentation of people with serious mental illnesses in the criminal justice system?, Council of State 

Governments Justice Center, New York, 2011 
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system32. Re-institutionalization has been witnesses mostly in the case of visible 
homelessness, drug addiction and poverty. Lack of support services such as housing, 
access to health care or gainful employment especially in the case of mental health 
conditions pushes such person to the street making their conditions more visible. Lack 
of political willingness and pressure to address the visibility of mental disability has 
caused increased calls for institutionalization of persons with disabilities33.  
 
The lack of community-based services also impacts upon people with disabilities who 
remain with their families. The families are likely to have little to no support in caring 
for them. Furthermore, due to the widespread and pervasive stigma attached to 
disability generally and in particular to mental health problems and intellectual 
disabilities, families may seek to hide the very existence of their disabled relative34. Like 
their peers living in institutions, they are also marginalized, excluded, and forgotten. 
Unless and until action is taken to develop community-based alternatives, persons with 
disabilities will continue to be placed in institutions or isolated in their own homes. 
 
Article 19 of the Convention on the Rights of Persons with Disabilities promotes the 
right to live in the community. It includes three clear requirements. States must: i. 
Recognize the right of people with disabilities to live in the community, ii. Take effective 
and appropriate measures to facilitate their full enjoyment of that right, with choices 
equal to others, and iii. Take effective and appropriate measures to facilitate people with 
disabilities’ full participation and inclusion in the community35. Further Article 19 goes 
beyond institutionalization to inclusion. While on one hand it calls for a firm 
commitment to deinstitutionalization, on the other, one should not be isolated from the 
community due to inaccessible facilities such as school, healthcare and lack of 
community support services. Institutionalization should not be replaced with other 
forms of exclusion such as lack of choice or no interaction with the community36.  
 
Article 19 cannot be fully achieved without implementing the CRPD in its entirety. This 
is because independent living is dependent on a lot of factors.  For example, for one to 
exercise choice in independent living, they must have legal capacity (Article 12) freedom 
from discrimination in housing (as articulated in Article 5), liberty (Article 14), 
accessibility (Articles 9 and 20), access to support services such as health (Article 25) 
and employment (Article 27). Further social security (Article 28) acts as a safety net for 
persons with severe disabilities and their families. Most states should be encouraged to 
implement Article 19 as it envisions a wider application of the CRPD.  
 
Most countries have some laws, practices or policies that may legalize confinement on 
the basis of their disability. These laws touch on Articles 14, 15, 17, 29 and 30 of the 
Convention.   These practices are wrongfully legitimized in mental health laws which 
regulate the practice of commitment to psychiatric institutions and the ramifications of 
                                                           
32

 Fredrick H. Lowe, Clinical Psychologist to head Cook County Jail, the nation’s largest Mental health 

institution, May 20, 2015 available at http://www.northstarnewstoday.com/news/clinical-psychologist-to-head-

cook-county-jail-the-nations-largest-mental-health-institution/ 
33

 Marina Morrow, Paul Dagga and Ann Pederson, Is Deinstitutionalization a Failed experiment? The Ethics of 

Deinstitutionalization, Journal of Ethics and Mental Health, 2008 
34

 Ibid, pg 24 
35

 Open Society Foundations, A community for All Checklist, Implementing Article 19 of the Convention of 

Persons with Disabilities, December 2011.  
36

 Council of Europe Commissioner for Human rights, The Right of People with Disabilities to live 

Independently  and be included in the community, Issue Paper, March 2012, pg 2 
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most guardianship laws.  These laws validate the “normality” of exclusion and treat acts 
of medical violence as a “right” and “benefit”.  They also alienate the community from 
persons with disabilities and create a situation of insecurity for persons with disabilities 
who are vulnerable to repeated instances of discriminatory detention at the behest of 
neighbours, family members, service providers and police37.   
 
Institutionalization however seems to be a problem associated with the developing 
world38. Therefore some countries may not see the importance of implementing the 
CRPD and Article 19 in particular. Though in most countries of the global south there are 
few institutions, there is also very little support in the community for persons with 
disabilities and their families as well as very strong stigma leading to loss of choice and 
autonomy of persons with disabilities and isolation within their communities39. These 
results in exclusion of the persons form the society, which is addressed under Article 19.  
In conclusion, Article 19 addresses those different contexts and situation. While the 
starting point may be different, the outcomes should be the same: choice, access to 
support, as well as accessible and responsive community services enabling living 
independently and being included in the community40.    

2. Interpretation of Article 19  
 

I. Legal Obligation upon states 
 
The opening narrative of Article 19 is to the effect that States parties ‘recognize’ the 
equal right of all persons with disabilities to live in the community with choices ‘equal; 
to others41.’ This places an obligation upon signatories of the CRPD to make Article 19 a 
reality.  
 

II. The aspect of choice 
 
Enabling a person to have a home can be understood as a necessary support to help 
develop the will and preference and legal capacity of the individual as is required under 
Article 1242. Council of Europe (CoE) Commissioner Hammarberg has endorsed this link 
between Article 12 and Article 19 and has emphasized that “(...)Curtailing the overall 
ability of individuals to make choices or have them respected naturally compromises 
opportunities to make more specific choices about where to live and how one’s life will 
look in relation to the community”. At the same time, exclusion from life within the 
community increases the risk of legal capacity being denied. Little opportunity exists in 

                                                           
37

 Inclusion International,  Inclusive Communities= Stronger Communities: Global Report on Article 19, 2012, 

pg 55 
38

 European Coalition for Community Living, Focus on Article 19 on the Rights of Persons with Disabilities, 

2009, pg 5 
39

 Inclusion international, Independent but not alone: A Global report on the  right to decide, 2014, pg 39 
40

 International Disability Alliance, Submissions on Article 19 pursuant to letter dated 8th July 2014 requesting 

information on Article 19 to prepare a Study on the Topic in Light of the HRC Resolution 25/20 
41

 Council of Europe Commissioner for Human Rights The Right of People with Disabilities to Live 

Independently and be Included in the Community, Issue Paper (2012)3 (Strasbourg, 13 March 2012 
42

 Ibid, pg 27 
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the strictly controlled lifestyle, and lack of choice, inherent to institutional life, for an 
individual to voice his or her will.43 
 
One cannot underscore the link between Article 12 and 19 when discussing choices. For 
one to be able to live independently, they have to have autonomy in decision making. As 
the Commissioner for human rights states:  “Independent living occurs if, in whatever 
living scheme one chooses, within the family or separate from it, they have to retain 
control over one’s life and decision while accessing the individualized supports needed 
to do so”44.  
 
III. Personalized services to allow independence and inclusion.  

 
This includes designing social services fitting individual circumstances. The services – or 
their manner of delivery – may well have met need but tended to do so in a way that 
accentuated isolation and exclusion from the community.45 The personalization of social 
services is a general trend around the world and is partly aided by new technology and 
better matches resources with real needs. Many social systems are experimenting with 
allocating individualized budgets that enable individuals to purchase services to meet 
their needs against an expanding range of suppliers (including many non-traditional 
suppliers). So the litmus test of a ‘good’ service is not merely that it meets needs as 
classically understood but that it truly positions the person to engage and gain from 
meaningful community inclusion.46 
 
IV. Community services  

 
Sustainability of deinstitutionalization is dependent on access to services within the 
community. This requires that resources be utilised in provision of community services 
rather than in institutional settings.  This is evidenced by research in the US where 
attempts in the 1970s and 1980s at ‘deinstitutionalization’ have stumbled because of a 
lack of attention to community facilities and services47 resulting in mass incarceration of 
persons with mental disabilities in the prison system48.  
 
Concepts on Independent Living 
 
Independent living may seem like an abstract concept especially in the eyes of States. 
There is no country where the goals of independent living and being included in the 
community have been fully achieved49. Further disability is a diverse concept and 

                                                           
43

 Council of Europe Commissioner for Human Rights The Right of People with Disabilities to Live 

Independently and be Included in the Community, Issue Paper (2012)3 (Strasbourg, 13 March 2012), p. 12. 
44

 Council of Europe Commissioner for Human Rights, The Right of People with Disabilities to live 

Independently and be included in the community, Issue Paper, March 2012, pg 7 
45

 Barnes and Mercer, Independent Futures: Creating User-led Disability Services in a Disabling Society, Caring 

for independent lives: Geographies of caring for young adults with intellectual disabilities (2008) 67 Social 

Science & Medicine 5, pg 834. 
46

 Inclusion International, Independent but not alone: A Global report on the  right to decide, 2014,  pg 29 
47

 Bagenstos, The Past and Future of Deinstitutionalization Litigation, University of Michigan Law School 

Public Law and Legal, Theory Working Paper Series, 2012 
48

 Darrel Steinberg, David Mills and Michael Romano, When did Prisons become Acceptable Mental Healthcare 

Facilities?, Stanford Law School, 2014. 
49

 Inclusion International, Inclusive Communities = Stronger Communities: Global Report on Article 19: The 

Right to Live and Be Included in the Community, 2014.  
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generalizations about “disability” or “people with disabilities” can mislead. Persons with 
disabilities have diverse personal factors with differences in gender, age, socioeconomic 
status, sexuality, ethnicity, or cultural heritage and in turn influence how they live50. 
However, given the disparities, governments or organizations cannot rely on them to say 
that Article 19 is unachievable. Independent living, in the absence of services and 
natural supports in the community and the failure of communities to build inclusive 
systems, is unachievable meaning person with disabilities around the world have to 
depend on their families for lifelong support and care51.  
 
For Article 19 to become a reality is dependent on several other Articles. The foundation 
of an independent and inclusive life in the community for persons with disabilities is 
provided for by the general principles of the Convention (art. 3), in particular the 
principles concerning full and effective participation and inclusion in society, and respect 
for the individual’s inherent dignity, autonomy and independence52. Full enjoyment of 
the right to live independently in the community is involves combating of stereotypes 
and prejudices through awareness (art. 8), non-discrimination (art. 5) and accessibility 
(art. 9) and the freedom of choice as envisioned under Article 19 (a) and  (Article 12). 53 
 
Article 19 calls for an overhaul of the current system to a new system that will require 
strong leadership amongst stakeholders54. Some concepts may be easily achievable like 
closing institutions. However, setting up social services, personalized services and safety 
nets may not be as easy. These may be achieved progressively.  As one author puts it, it 
is recommended that countries that are just starting the process of deinstitutionalization 
should avoid making the mistakes of those who have gone before and should aim from 
the very beginning for persons centred, individualized services and not simply 
modifying the nature of institutions.55 Article 19’s language is strong and clear. Though 
it does not specifically call for closing institutions, its provisions are incompatible with 
institutionalization56. 
 
Inclusion International in its report pointed out that in order to deinstitutionalize 
persons, institutions must be guided by those values and principles that are known to 
achieve positive outcomes. A deinstitutionalization plan must ensure that people have: 
the right to choose where they will live, and with whom, services/programmers that are 
person centred, directed and controlled by the person within the context of their culture, 
the right to individualized living arrangements and control over the needed resources, 
necessary disability related supports needed to fully participate in the community, 
support, as necessary, from friends/family/advocates to assist in decision making 
(supported decision making).57 
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The International Disability Alliance identified key elements of Article 19 as follows:  
- Respect for choice on equal basis with others, of an individual about her/his 

living arrangement (where and with who) and about her/his participation in 
community  

- Duty to provide access to necessary support services as conditions for free 
choice on equal basis with others. This implies availability, affordability and 
quality of services. 

- Duty to ensure that all community services are inclusive, accessible and 
responsive to the needs of persons with disabilities (including labour market, 
housing, transportation, health care, education etc.) and develop according to 
universal design. 58 
 

The CoE Commissioner for Human Rights highlights three elements that are necessary 
to achieve the objectives of article 1959: 

1. Choice which means giving a person the opportunity to weigh on how 
alternatives are shaped. 

2. Individualized support services which presupposes the need to set a standard of 
support below which inclusion is not possible. A standard below which states 
cannot derogate from.  

3. Inclusive community services. This means that facilities that are open to the 
general public should be responsive to the needs of person with disabilities. Such 
services include those offered in healthcare, education, employment, 
transportation etc.  

3. Good Practices  
 
There is no clear guideline on what would amount to a best practice under Article 19. 
This is because there are various approaches to Article 19. For instance, Article 19 is 
closely connected to provisions in other human rights treaties, including the 
International Covenant on Civil and Political Rights,60 the International Covenant on 
Economic, Social and Cultural Rights61 and the Convention on the Rights of the Child.62 
The right to live independently and to be included in the community has also been 
recognized in regional human rights documents, such as the European Social Charter 
(art. 15) and the Inter-American Convention on the Elimination of All Forms of 
Discrimination against Persons with Disabilities (art. 4, para. 2 (b))63. In addition, the UN 
Committee on the Rights of Persons with Disabilities has repeatedly urged State parties 
to adopt adequately funded strategies for deinstitutionalization with clear time frames 
and benchmarks, in cooperation with organizations of persons with disabilities.64  
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Secondly is the aspect of personalized services.  Mental health conditions are diverse 
with different means of addressing the challenges presented by each condition that are 
unique to the individual. For deinstitutionalization and independent living to become a 
reality, it is important to consider everyone who needs services when planning the 
transition from institutional care to services in the community. Some people formerly 
cared for in institutions will be able to live independently with very little support; others 
will need constant help from staff to accomplish activities of daily living at home and in 
the community. The spectrum of services available will need to include options for 
people with widely differing needs for support. Individuals will also vary in their needs 
over time – sometimes needing more support, sometimes less. Some of this support 
might need to be in the form of respite or short break care, or for assessment and 
treatment in (general or psychiatric) hospital65. Thus decision makers have to plan for a 
system of services in the community that will meet various needs. Decision-makers need 
a thorough understanding of the structure of service provision. 
 
Third, underlying financing arrangements, and the ways in which services are funded 
determine the success or failure of deinstitutionalization and which approaches to take. 
The assumption is that institutions are cheaper to run than community based care. The 
reality though is that community based care is more cost effective and ensures quality 
service delivery when compared to institutions66. The underlying rule is that when 
services are developed in the community for people with more severe and complex 
needs, they are likely to be more expensive than the existing community services. Thus 
where a service is cheap to provide then the quality must be lacking 67 Also using 
persons with complex needs as a benchmark works to the advantage of any community 
based program in that persons with complex needs will always require more services. 
Thus if a community can meet their needs, then it would be easier to meet the needs of 
those with less severe disabilities68.   
 
Finally, the difficulties of coordination across agencies and budgets could be better 
addressed if provision is spread across public, voluntary (non-profit, charitable) and 
private sectors. In some countries the state sector dominates provision though strategic 
responsibility for setting the policy, legal and financial frameworks for provision, access, 
allocation and quality Assurance69.  In some countries, the civil society has taken the 
lead especially in matters involving advocacy, family support and supported decision 
making. For independent living to be successful, the issue of coordination across 
government and civil society interventions needs to be addressed. The European Union 
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for Fundamental Rights (FRA)70 has pointed out basic human rights indicators that 
capture the above: 
 

1. Structural- legal, policy and institutional framework. Is there a commitment to 
human rights work, adoption of appropriate legislation, policies, strategic plans, 
actions plans and/or guidelines, existence of a complaints mechanism? 

2. Processes have to be effective. This means through budgetary allocations, 
implementation of policies, guidelines, actions plans, and an effective complaints 
mechanism.  

3. Finally outcome of the structure and process should result in awareness creation 
of rights, measurable impact of the process and reduction in occurrence of 
violations.  

Therefore, in order to identify best practices, the author shall rely on the minimum 
standards and indicators identified. 

3.1. Legal Obligation  
 
Article 19 of the CRPD requires that states put in place key laws and policies to make 
deinstitutionalization effective. Laws and policies are influenced by both internal and 
external factors. The mechanics underlying policy adoption and implementation on 
deinstitutionalization is depending on internal and external factors. Under internal 
factors, are issues such as lack of information on the merits and demerits of 
deinstitutionalisation, alternatives to deinstitutionalization and cost verses benefit 
analysis of the policy and evidence based mental health policy effectiveness which 
enables the government to make rational decisions 71 . External factors include 
constructive logic where countries are engaged in various policies to improve their 
legitimacy on the global stage. This is where a country may pass laws and policies a 
symbolic gesture with no intention to implement, enforce or monitor its 
implementation72.   This section will analyse how both internal and external factors have 
been used to deinstitutionalize person with disabilities in Sweden, Bulgaria and 
Hungary.   
 
Regional Approach to Legal Obligation in the European Union  
 
Across the EU, psychiatric hospitals/residential institutions continue to play a central 
role in a number of countries.  However, for some countries, hospitals are no longer used 
or have no more a central role in the mental health system e.g. Italy, Sweden and the UK 
have closed all or the majority of their psychiatric hospitals73. Between 2005 to 2011, of 
the 21 countries for which information is available, only 8 countries provide access to 
home treatment to more than 50% of people with mental disorders; and 5% ensure 
access to 21-50 % of the population; of the 20 countries with reliable information, only 
12 offer access to community-based rehabilitation to more than 50% of the people with 
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mental disorders74. These changes can be attributed to various factors as discussed 
below.  
 
The EU has been instrumental in ensuring deinstitutionalization of person with 
disabilities in the region. In particularly the EU has been largely successful in engaging 
governments in ensuring that disability rights become a reality compared to other 
regional bodies such as the African Union or the Inter American Commission.  First is the 
European Social Charter 1961, (revised in 1996) which explicitly ...guarantees to persons 
with disabilities the effective exercise of the right to independence, social integration and 
participation in the life of the community75. Secondly the EU is the first and only regional 
body that has ratified the CRPD76 and was recently reviewed by the CRPD Committee. 
When the European Union joined the CRPD in 2010 it became an integral part of EU 
law77.  In addition EU treaties, regulations, directives and decisions of the European 
Court of Justice are binding on member states. Thus once a 
treaty/directive/regulation/decision is adopted, member states are required to abide by 
it. Of particular importance is Article 2678 of the Charter for Fundamental Rights (CFR) 
which reinforces the views enshrined in Article 19 of the CRPD though it does not 
indicate if it is a positive or negative right. In the alternative, Article 6 and 21 on non-
discrimination can suffice. In addition, the EU has internalized the right to live 
independently and be included in the community through adoption of the Europe 2020 
strategy (on social inclusion), European Disability Strategy 2010-202079. One theme that 
cuts across these strategies is to ensure ‘economic, social and territorial cohesion’ by 
rising awareness and recognizing ‘the fundamental rights of people experiencing 
poverty and social exclusion, enabling them to live in dignity and take an active part in 
society.’80 
 
EU law does not deal with specific questions related to the involuntary placement and 
involuntary treatment of persons with mental disabilities81. However the Council of 
Europe adopted an Action Plan to ban institutionalization of persons with disabilities 
based on their disability or against their will82. Further under the same declaration, 
person who chose to live in institutions are guaranteed their human rights under the 
charter83. The Parliamentary Assembly noted in its resolution on “Access to rights for 
people with disabilities and their full and active participation in society” that the ECHR 
protects everyone, including people with disabilities and that Article 15 (the right of 
persons with disabilities to independence, social integration and participation in the life 
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of the community) of the EU’s Disability Strategy states that the European Commission 
will promote the transition from institutional to community-based care.84 
 
The above paragraphs allude to external factors that can influence government policies 
on deinstitutionalization. However, individuals can also use EU accession to the CRPD as 
an internal factor to advocate for deinstitutionalization. While individuals may not use 
the CRPD directly as a cause of action (except when a member state has ratified the 
Optional Protocol) they may rely on the CRPD indirectly via a duty of consistent 
interpretation in the application of EU law. Article 19 of the CRPD’s negative obligations 
can be enforced indirectly via Articles 6 and 21 of the CFR. Article 19 of the CRPD’s 
positive obligations cannot be enforced using the same legal device. However, it may be 
possible to enforce Article 19 of the CRPD’s positive obligations using incidental effect if 
an individual could rely on a cause of action for instance, by deciding to reject a 
deinstitutionalisation project proposal, or by adopting calls for proposals that do not 
include deinstitutionalisation projects85. Such projects may include the use of EU 
structural funds to improve institutions rather than improving access to community 
services.  
 
Another push factor is the review of the EU by the CRPD Committee in September 2015. 
Under Article 19, the Committee recommends that the European Union develop an 
approach to guide and foster deinstitutionalisation, to strengthen the monitoring of the 
use of ESI Funds - to ensure they are being used strictly for the development of support 
services for persons with disabilities in local communities and not the re-development 
or expansion of institutions. It further recommends that the European Union suspend, 
withdraw and recover payments if the obligation to respect fundamental rights is 
breached86. Bulgaria, Croatia and Hungary, the countries under review in this section; all 
3 are signatories to the CFR and members of the EU which then requires them to comply 
with the provisions of Article 19 on deinstitutionalization. In addition, all three countries 
receive funding from the EU which largely influences how policies on 
deinstitutionalization are adopted by each country.   
 

In summary, a clear public policy supporting community living should be established to 
provide the foundation for community living rights and a clear message that 
institutional models will no longer be supported by public policy or funds87. Government 
and community leaders must share a clear, unequivocal, public commitment that the 
institution will be closed, that resources will be allocated to the community and that 
planning will ensure that each person residing in the institution will be supported to 
move to his or her own home in the community with clear timelines. 88 
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Sweden 
 
It has been estimated that 20% to 
40% of the Swedish population 
suffer from some type of mental 
health disorder, ranging from mild to 
moderate to severe mental health 
disorders and psychos 89 .  The 
development of health services in 
Sweden has undergone major 
legislative and organisational 
changes since the 1960s. In 1967, 
the county councils and their 
responsibilities were restructured, 
marking the end of the State mental 
hospital system90.  As part of the 
reform, Sweden was divided into 26 
administrative units (county 
councils), under which operated 
general hospitals, primary health 
care units as well as psychiatric care 
services 91 . In the 1970s, several 
county councils established 
strategies to develop the psychiatric 
care system at a regional level. The 
aim was to abolish the system of 
separate mental hospitals and to 
move all psychiatric inpatient 
treatment to general hospitals. This 
engagement resulted in, for instance, 
the reduction of psychiatric beds: 
between 1973 and 1980, the number 
of psychiatric beds in Sweden 
dropped from 4.17 to 3.42 per 1 000 
populations92.   
 
The emergence and impact of a 
strong disability rights movement in 
Sweden during the 1980s saw the 
government adopt the Disability Act 
which introduced the use of a multi-level approach as part of their cost shifting strategy  
to guide deinstitutionalization and provision of community based care. The Disability 
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Up to the 80s, Sweden had a number of psychiatric 
institutions to cater for the needs of persons with mental 
health conditions. Around this time disability rights 
advocacy gained momentum causing a gradual shift from 
institutional care to community based care.  The 
implementation of the Swedish Psychiatric Reform Bill 
passed in 1995 led to a structural change of the mental 
health care system and to the reallocation of financial 
resources from the counties to the municipalities. At the 
same time, outpatient and inpatient facilities were further 
extended and decentralised. The current system provides 
integrated outpatient and inpatient care in community-
based units that have a small number of beds. Services are 
organised in a way that reinforces accessibility to services, 
continuity of care, integrated care, and the involvement of 
families and key organisations in the community. There are 
no units directly connected with a psychiatric hospital and 
all of them are located in residential areas. There are a small 
number of in-patient care beds (75 beds for 270,000 
inhabitants). Most of the efforts are concentrated on 
outpatient care and over 65% of the resources are directed 
towards outpatient care. Psychiatric health care at home 
with home visits is the primary working method. Daytime 
activities, working in groups and family- and network-
oriented working methods are an important part of 
outpatient care. The 9 inpatient care facilities have an 
integrated responsibility for both in-patient and outpatient 
care of the long-term patients. The mental health teams have 
an extensive collaboration with the social services in each 
residential area. On-duty and open care centres have a long-
term collaboration with primary health care centres in the 
residential areas. In order to provide care adapted to some 
specific needs, there are specialised units/programmes for 
forensic patients, people with eating disorders, geriatric 
patients and psychotherapy. As part of the reform, 
municipalities should provide acceptable housing and 
support connected to housing, employment and some leisure 
time options. 
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Act, fundamentally changed both the scale and scope of services available to people 
covered by it; in that care  is provided within a universalistic care regime, underpinned 
by a “care responsibility culture” encompassing the roles of the private sector, public 
sector and the family. One defining feature of the Swedish care regime is that families do 
not have a legal responsibility to provide for the care needs of their adult members, even 
though in practice families play a considerable role93. 
 
A special government investigation was carried out in the early 1990s to investigate the 
conditions of treatment for people with long-term mental health disorders. The final 
report of this investigation highlighted important shortcomings in terms of the quality of 
care and social support for these patients94. Following the findings of this investigation, 
a mental health care reform including changes in legislation was carried out in 1995 in 
Sweden. The main objective of the reform was to enable long-term psychiatric patients 
to live outside psychiatric institutions and nursing homes and to integrate these patients 
into the community. Psychiatric units and social service agencies were to increase 
efforts to coordinate care and support, given that social services held the responsibility 
for housing, daily activities and rehabilitation in the community. Adequate treatment 
methods were to be developed in specialised psychiatric care, and families and 
individuals were to be increasingly involved95.  
 
The Swedish state stipulates which populations municipalities are required to provide 
care for, how much they can charge for services, and what kind of organizations are 
allowed to offer services. People with severe disabilities under the Disability Act of 
1993, are entitled to certain absolute rights. E.g. those with extensive functional 
impairments (not caused by normal ageing), local authorities are obliged to provide or 
to ensure these persons “good living conditions”. Disabled people who qualify for the 
services under the Disability Act, and who need extensive help with basic needs, may 
also be entitled to personal assistance, in which case the state covers the municipality’s 
costs for assistance up to 20 hours per week96. The Social Services Act (SSA) introduced 
in 1982, regulates home-based care services and residential care including nursing 
homes. The goal of the SSA is to ensure a general right to claim support “if the needs 
cannot be met in any other way,” so that the individual can have a “reasonable level of 
living. “The legislation does not specify “needs” but there is a right to appeal to court if 
the individual is not satisfied with a decision. The challenge though is that while the 
Disability Act is clear on who is entitled, the SSA leaves the issue of determination to the 
municipalities. In addition, Sweden has the Swedish Personal Assistance Act of 199497  
that guides the provision of services and assessment of individuals. The results of this 
Act have been documented as follows: 
 

• tremendous improvement in quality of life for assistance users and their families;  
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• greater visibility of persons with extensive disabilities in public;  
• less need for services such as home helper, respite care, special transportation, 
etc;  
• better quality of life at lower costs than municipal home helper services. 

 
In conclusion, Sweden makes a good practice example because of its consistency in legal 
reform towards deinstitutionalization and successful implementation of 
deinstitutionalization policies.  
 

Bulgaria 
 
As at December 2014, the number of people under observation of psychiatric facilities, 
wards and consultation in Bulgaria were 64,89698.  4.8% of this population were 
children aged less than 16 years.  In addition, there are 28 psychiatric facilities with a 
bed capacity of 4,893. There is no current data on the number of persons in institutions 
versus those in community based care. 
 
Calls for deinstitutionalization in Bulgaria started after the release of reports of 
systematic discrimination and abuse of persons with mental disabilities in psychiatric 
hospitals and social care homes99. Of particular interest was the release of the 2007 
documentary of Bulgaria’s abandoned children in Mogilino Social Care Home which 
prompted the European Parliament to demand change for Bulgaria’s institutions100. This 
prompted the drafting of various laws and policies to deinstitutionalize children.  One 
key outcome of this was the closure of the Mogilino Social welfare home with all children 
being transferred to social homes or family placement within the community101. 
According to the Plan for Implementation of the National Strategy: Vision for the 
Deinstitutionalisation of children in Bulgaria102 in 2010 1,376 children and young adults 
were placed in 24 institutions for children with intellectual disabilities. Of those, 420 
were over 18.  In 2013, Bulgaria spent 17.6% of its GDP on social protection benefits103. 
By comparing the number of hospital beds to the number of person with mental health 
conditions, one can deduce that a significant number lives in the community. However, 
the allocated budgetary amount indicates that a small percentage do receive benefits 
from the government which indicates a low provision of community based care.  This 
background informs the reasoning behind the policies adopted by Bulgaria.  
 
The process of deinstitutionalizing and closure of institutions in Bulgaria exposed 
various gaps in the system that needed to be addressed. This include  unresolved system 
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(structural) problems, lack of  financing of the services, the access to external services, 
the lack of staffing and policies designed to identify the actual needs of children and 
young people, and the needs of the Services where they are placed, and hence the lack of 
real solutions to these problems. Some of the rights of children/young people are either 
not understood at all, or if there is certain understanding it is scarce104. There are 
several key policies that were adopted to guide deinstitutionalization in Bulgaria:  
 
1. The long-term strategy - Strategy for Equal Opportunities for People with disabilities 

2008 – 2015, of the Republic of Bulgaria adopted by the Council of Ministers in 2007. 
The policy outlines the country’s objectives with regards to person with disabilities. 
One key strategic objective of this policy was to prioritize the deinstitutionalization of 
children with its main source of funding being the EU structural funds.  

2. The National Policy for persons with disabilities whose main objective was to guide 
the implementation of the National Strategy in the short term.   

3. The Action Plan for Implementation of the Convention which outlines 10 strategic 
and operational objectives one of which was to identify key areas for legal reform, 
defining and implementing a coordination mechanism and capacity building. To 
coordinate the implementation of the Action Plan for Implementation of the 
Convention, a group of experts was established in 2013 with representatives who 
were to conceptualise the implementation of Article 19 in Bulgaria and be contact 
points at all responsible state authorities.  

4. The National Reform Programme of the Republic of Bulgaria and the National 
Programme for the Development of the Republic of Bulgaria: Bulgaria 2020, Priority 2 
on reducing poverty and promoting social inclusion” were updated to make room for 
community based care. In this respect, a long term care strategy was adopted to 
create conditions for independent and dignified life for the elderly and people with 
disabilities by improving access to social services and their quality, expanding the 
network of those services in the country, deinstitutionalization and promotion of the 
interaction between health and social services, as well as providing comprehensive 
support to families who care for people with disabilities and the elderly105. 
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The social services that were 
outlined under the National 
Programme for the 
Development of the Republic of 
Bulgaria: Bulgaria 2020 strategy 
were: Personal Assistant, Social 
Assistant and Home Assistant. 
According to the state party 
report, projects implemented 
under the laws and strategies 
mentioned resulted in 376 social 
services for adults with 
disabilities106. There is no data 
on whether the legal reforms 
had an impact on the number of 
institutions107.   
 
The Government of Bulgaria 
approved amendments to the 
Social Assistance Act by-laws, 
which regulate the placement of 
disabled children and adults in 
need of constant medical care in 
family-type residential 
centres108. These changes came 
with the Government decision to 
close down eight residential 
institutions for children aged 0 
to 3, which was Bulgaria’s 
commitment under the 
Direction: Family Project 
implemented by the Ministry of 
Health and funded by the 2007 – 
2013 Human Resources 
Development Operational 
Programme of the Ministry of 
Labour and Social Policies109 . 
Most stakeholders agreed that 
Foster Care Project was 
successful with the numbers of 
foster carers in the country 
increasing to over 1000 and a 
total of 1943 children being 
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Outcomes of the Plan for Implementation of the National 
Strategy: Vision for the Deinstitutionalisation of children in 
Bulgaria  

This plan has been successful because it was run in partnership 
with a wide range of stakeholders thus ensuring inclusivity and 
documentation of the process. For example: the European 
Commission Bulgaria and the Bulgarian Ministry for Labour and 
Social Welfare, asked Lumos to assist them in transforming the 
Vision into a National Action Plan. Lumos assisted the 
government to:  
● Facilitate an inter-ministerial and inter-agency planning 
process that put in place a plan to end institutionalisation of 
children by 2025  
● Negotiate with the European Commission to allocate more 
than 100 million Euros to the deinstitutionalisation programme  
● Develop and implement assessment processes for children in 
institutions  
● Develop management mechanisms at national and regional 
level to oversee the implementation of the plan culminating in 
the closure of the Krushari Institution for children with severe 
intellectual and physical disabilities in January 2016.  
 
*Lumos, Ending the Institutionalisation of Children: A summary 

of progress in changing systems of care and protection for 

children in Moldova, Czech Republic and Bulgaria,  2014 

Another example of the outcomes is the strategic partnership 
with the Cedar Foundation and the National Network of Children 
which resulted in the complete closure of the Gorna Koznitsa 
institution for children with intellectual disabilities in April 
2010. The organisations applied a 5 step process starting with: 
1. Situational analysis to identify key stakeholders and 
municipalities that would collaborate with them on the project. 
2. Planning for change 3. Preparing the children, families and key 
stakeholders for change including training of staff on person 
centred planning and provision of community based services. 4. 
Moving children out of the institution and documentation of the 
process. 5. Assessment of the project focusing on outcomes and 
sustainability.  

 *Lindsay Saltsgiver, Margarita Parakova and Irina Papancheva, 
Creating New Horizons: Sharing the Experience of the Cedar 
Foundation in the closure of the Institution for children and 
youth with Disabilities in Gorna Koznitsa, 2012.  

http://www.enil.eu/news/re-institutionalisation-continues-in-bulgaria/
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cared for in foster care by the end of 2013110.   
 
The Plan to deinstitutionalise children has been largely successful making Bulgaria a 
good practice example.  Since 2010 the number of children in institutions has reduced 
by 54% especially since the Bulgarian government decided to start 
deinstitutionalization with the most vulnerable children – young babies and 
children with multiple complex disabilities111. Bulgaria has set itself the target of 
2025 to end institutionalisation. If the political will can be sustained, and EU funding 
continues to be channelled towards changing systems of care, it is likely that the target 
will be achieved much earlier112. 
 

Hungary 
 
According to the World Health Organisation, as at 2011 there were 799 mental health 
outpatient facilities, 29 day treatment centres and 3 mental hospitals with a total of 
7,202 psychiatric beds. There is no information on the number of community residential 
facilities113. NGO reports puts the figures at approximately 15,000 people with 
intellectual disabilities and 8,000 people with mental health conditions living in 
institutions in Hungary114. Government records as at December 2014 show that 8,775 
person with disabilities live in psychiatric homes and 15812 in temporary homes for 
handicap adults115.  A further 12,890 person with mental disabilities receive support 
services outside of institutions116. It is not clear what support they receive though a 
significant proportion of all people with disabilities live with their families, isolated from 
the rest of the society. The support services available are regulated by the Social Act of 
1993, however access to these services is rather limited117. In 2006 Hungary spent 9, 6% 
of total social benefit expenditure on disability benefits with the largest part of disability 
allowances covers pensions118. A legal framework has been established in the last 
decade to promote integration and equal treatment of disabled persons.  
  
Deinstitutionalisation of large institutions is a vital issue in Hungary. There are more 
large institutions than group homes, with majority of the existing group homes forming 
part of larger institutions119. Hungary has been in the lime light of mental disability 
rights because of; the large number of children living in institutions situation faced by 
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persons under guardianship where a decision on institutional care is made by the 
guardian rather than the person him/herself, and guardians are authorized to give 
consent to mental health care services120. In addition was the (now repealed )  Act CLIV 
of 1997 on Healthcare which allowed for subjecting persons with disabilities whose 
legal capacity is restricted to medical experimentation without their free and informed 
consent, as consent may be given by their legal guardians121.  
 
Legal reform on deinstitutionalization in 
Hungary started with Act XXVI of 1998 
on the Rights and Equal Opportunities for 
Persons with Disabilities which 
envisioned deinstitutionalisation of social 
institutions proving  nursing and care for 
people with disabilities with a capacity 
exceeding 50 beds in line with the 
requirements of Article 19 of the CRPD. 
This lead to the development of the 
Deinstitutionalization Strategy which  
aimed to  deinstitutionalise institutions 
with a capacity for at least 1,500 people 
with disabilities and people with mental 
health problems with EU co-financing by 
31 December 2013122. Unfortunately, the 
legal adaption of alternative housing is 
wanting. Article 57 recognises three 
types of housing services: "a flat or house 
designed for up to 6 people, a flat or 
house designed for 7-12 people, and flats 
or an ensemble of buildings designed for a maximum of 50 people which resemble 
institutions. According to Article 75 of the Hungarian Social Act, supported living 
includes housing services, case management that promotes independent living, 
accompanying support which takes into account the living conditions of the person who 
receives care, the individual's complex needs assessment and an optional support 
services in the area of meals, nursing care, development and participation in the social 
life of the community123.  
 
In 2009, several laws and policies were adopted (then later stopped by the Supreme 
Court) that had an impact on deinstitutionalization. First was the adoption of the 
National Programme of Disability Affairs (2007-2013) and the Governmental Resolution 
1062/2007. (VIII.7) whose main impact was to mainstream disability in a number of 
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The outcome of these laws can be 
summarised in the establishment of the 
National Body on deinstitutionalization. This 
body is tasked with the preparation of 3 year 
Action plans on deinstitutionalization to 
guide the use of EU financial resources, 
develop and define assessment methodology 
and supported living, organize training for 
professionals in the education, medical and 
social services field as well as awareness 
rising. There is very little data on the impact 
the laws have had on the number of 
institutions.   
 
One of the main conclusions of this research 
study is that in Hungary, despite the signed 
international agreements and the relevant 
domestic legislation in this field, smooth 
implementation of deinstitutionalisation is 
not secured.  
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other government policies124.  With regards to deinstitutionalization, there are several 
legislations that guide the Hungarian government;125  
 

• Act XXVI of 1998 on the Rights and Equal Opportunities of People with 
Disabilities:  

• Act  CXXV of 2003 on the Equal Treatment and Promotion of Equal Opportunities  
• UN Convention on the Rights of Persons with Disabilities (Act XCII of 2007)  
• Government Decision 1257/2011. (VII.21.) on the strategy and the 

implementation of governmental tasks of the replacement of large social 
institutions providing nursing and caring for persons with disabilities in 
community based settings.  

 
The outcome of these laws can be summarised in the establishment of the National Body 
on deinstitutionalization. This body is tasked with the preparation of 3 year Action plans 
on deinstitutionalization to guide the use of EU financial resources, develop and define 
assessment methodology and supported living, organize training for professionals in the 
education, medical and social services field as well as awareness rising. There is very 
little data on the impact the laws have had on the number of institutions.  In Addition, 
the New Hungary Development Plan (UMFT) that defined the directions for 
development for the period 2007-2013, explicitly mentioned replacement of residential 
institutions as a goal and led to the creation of flat-homes126 for children127.  
 
In conclusion Hungary is still in the initial stages of deinstitutionalization and 
developing community based alternatives to institutionalisation with majority of 
persons with disabilities still living in institutions128. The process is highly centralised 
and controlled by the National Government hence little information on progress.  Also 
there are findings that the government is using EU structural funds to build or improve 
institutions instead of developing community based services129. Thus Hungary cannot be 
deemed as a good practice example.  

Challenges  
 
The move by the European Union and several countries to anchor deinstitutionalization 
in the law is a good practice. In that, this gives the individual the power to contest their 
right to live in the community or access to community services should the government 
fail to put in place measures. In addition, anchoring deinstitutionalization in the law 
makes it easier to measure impact through policy analysis and outcomes. However, the 
one challenge that stands out is in the implementation of the said policies as is the case 
in Bulgaria and Hungary where there are no clear outcomes of the policy. For instance in 
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the case of Bulgaria’s Family Project done in partnership with civil society; project 
partners complained that the state had no clear vision of how to support parents and 
families. Instead, the current situation was that sanctions and penalties to parents are 
the most used tools of the state when working with them resulting in the fact that the 
number of “children raised by the state” was not decreasing, even though there is a 
deinstitutionalisation process going on.130.  
 
Secondly is the use of archaic language in the law which then affect the implementation 
of the policy. For example, the Law on Integration of Persons with Disabilities and Social 
Assistance Act of Bulgaria, where disabled population is treated as beneficiaries of social 
assistance and users of services who need special protection (as opposed to citizens 
with equal rights who need support to participate in the life of communities by their 
individual choice)131.  
 
Thirdly is the issue on stakeholder engagement and consultation in passing laws. Where 
stakeholders and in particular civil society and DPOs are left out of a discussion, the laws 
or policies passed may not be reflective of the needs of persons with disabilities. For 
instance, Hungarian government has been mentioned in several reports for delaying 
deinstitutionalization be refusing to consult with civil society especially in the use of 
structural funds which have been used to expand institutions rather than development 
of community services.132 
 
3.2. Choice and Control 
 
The issue of choice and control links Article 12 of the CRPD to Article 19. When 
analysing country practices on choice and control with regards to independent living, 
the paramount consideration should be the individual will and preference of the person 
and not the best interest of the person. This is important as most states implementing 
de-institutionalization have implemented deinstitutionalization programs based on the 
best interest principle. In addition, family members have been known to use 
guardianship laws to institutionalise persons with debilities under the best interest 
principle. However Article 19 envisions the will and preferences of the person over 
where to live, who to live with supports required and safeguards in place to protect the 
choice of the person. Individuals have a right to make decisions about their lives and to 
have control over the support they receive thus access to information, advice and 
advocacy should be provided so people are able to make informed choices about the 
support they want133. 
 
The UN General Comment on Article 12 links the issue of legal capacity to independent 
living and deinstitutionalization. There is a clear link between guardianship and choice. 
Historically, guardianship laws have been used to institutionalize person with mental 
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disabilities. Thus the General Comment gives clear interpretation of what choice and 
control in independent living is:  

“(40) To fully realize the rights provided for in article 12, it is imperative that 
persons with disabilities have opportunities to develop and express their will and 
preferences, in order to exercise their legal capacity on an equal basis with others. 
This means that persons with disabilities must have the opportunity to live 
independently in the community and to make choices and to have control over 
their everyday lives, on an equal basis with others, as provided for in article 19. 
 
(41) Interpreting article 12, paragraph 3, in the light of the right to live in the 
community (art. 19) means that support in the exercise of legal capacity should be 
provided using a community-based approach.  
 
(42) (…) widespread denial of legal capacity to persons with disabilities, which 
allows others to consent to their placement in institutional settings. The directors 
of institutions are also commonly vested with the legal capacity of the persons 
residing therein. This places all power and control over the person in the hands of 
the institution. In order to comply with the Convention and respect the human 
rights of persons with disabilities, deinstitutionalization must be achieved and 
legal capacity must be restored to all persons with disabilities, who must be able 
to choose where and with whom to live (art. 19).  A person’s choice of where and 
with whom to live should not affect his or her right to access support in the 
exercise of his or her legal capacity.”134. 
 

The concept of legal capacity and its link to liberty/institutionalization was discussed by 
the European Court of Human Rights in its 2008 judgment of Shtukaturov v Russia. The 
Court noted that 'as a rule, in such a complex matter as determining somebody's legal 
capacity, the authorities should enjoy a wide margin of appreciation. The extent of the 
margin will depend on 'the nature of the issues and the importance of the interests at 
stake' and 'the quality of the decision-making process135'. In conclusion the court ruled 
that a mental illness cannot be the sole reason to justify deprivation of legal capacity and 
that such deprivation is not a ground to deprive a person of their liberty.136 
 
Choice and control over living space has largely been influenced by guardianship laws.  
It is not surprising to find families using guardianship laws to institutionalise person 
with mental health conditions. Thus Article 12 of the CRPD is important in that person 
with mental health conditions need to have their legal capacity restored in order to 
move and stay put of institutions.  
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Canada 
 

In the 1980s, guardianship laws came into 
focus in Canada.  Civil society and self 
advocates brought the issue of forced 
institutionalization into the lime light. In 
1984, the Canadian government prompted 
by anticipation that much of existing mental 
health legislation was susceptible to possible 
challenge under the Charter, a “Uniform 
Mental Health Act” was developed by a 
working group established under the 
Uniform Law Conference as a model for 
provincial mental health legislation.  The 
working group consisted of a lawyer and a 
senior mental health official from each 
participating province and territory.  The 
Uniform Mental Health Act was adopted by 
Uniform Law Conference representatives in 
1987.  The ensuring principles form the 
essence of the proposed Uniform Mental 
Health Act: 

 A system that promotes voluntary 
admission and treatment with 
informed consent is preferred to 
compulsory services; 

 Where there is no alternative to 
involuntary detention and treatment 
which limit a person’s liberty or 
right to make decisions, these 
limitations must conform with the 
Charter; 

 A range of appropriate treatment 
options, including the least restrictive and intrusive alternatives, are offered and 
explained to the person; 

 The duty of confidentiality of information in the medical file/record is 
heightened by the vulnerability of mentally-ill persons and the potentially 
severe consequences of improper release of such information; 

 The patient has the right to view, for purposes of accuracy, documents gathered 
for the purpose of his/her medical treatment; 

 If a person’s rights and freedoms are affected by legislation, an independent 
body or a court can review the decision to determine whether or not the 
decision was reached fairly.  

 
Although the Uniform Mental Health Act was never implemented as such in each 
province and territory, many jurisdictions have enacted legislation which conforms to 
its fundamental principles.  There remain, however, significant differences in the 
provisions of the relevant mental health statutes among the various jurisdictions. At 
present, the federal government has no comprehensive framework for mental health, 
mental illness and addiction federally or nationally.  While several witnesses pointed to 

Canada is one of the pioneer countries that started 
deinstitutionalization and community based care for 
persons with disabilities. Deinstitutionalization in 
Canada began in the 1950s and 60s which saw the 
closure of almost 80% of beds in psychiatric 
hospitals. However, there was no corresponding 
shift towards community based care which lead to 
homelessness and trans-institutionalization. Change 
began to occur in the 80s with the publication of 
reports such as the Graham report which shifted 
focus from the medical model to community based 
care. The report emphasised the need for 
personalised services in community care provision 
in order to move persons from institutions to the 
community. In addition was the development of the 
Putting People First Report of 1993 which outlined a 
10-year plan to prioritizing the needs of people with 
serious mental illness, and recommended that, by 
2003, the Ministry of Health and Long-Term Care 
commit 60 percent of mental health funding to 
community services and the remaining 40 percent 
to hospital care.  

Along with funding was the issue of housing and 
employment. Homelessness and trans-
institutionalization was linked to lack of supported 
housing and poverty. Thus the regional 
governments were tasked with creating 
deinstitutionalization plans which included 
supported housing and employment opportunities 
for person with mental disabilities to ensure that 
they can live and support themselves in the 
community.  
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the fact that Canada stands alone among similar G8 countries in not having a national 
mental health policy reaching across the applicable jurisdictional boundaries, others 
noted the absence of an integrated framework even at the federal level with its 
responsibility for the provision of mental health services and addiction treatment to 
specific groups137.  
 
In Canada, both supported decision-making and substitute decision-making regimes 
exist under Legislation in appropriate circumstances and in accordance with the law. 
Canada’s reservation to Article 12 of the CRPD allows the use of substitute decision-
making arrangements in appropriate circumstances and subject to appropriate and 
effective safeguards. Unlike the American case where safeguards are only afforded 
through litigation, in Canada, safeguards relating to the exercise of legal capacity are 
subject to regular review by an independent and impartial authority or judicial body, 
while others are subject to a review or appeal mechanism138. With regards to Article 19 
and the right to choice and control, Canada has entrenched this right in the Canadian 
Charter of Rights and Freedoms. 139 Persons with disabilities’ are guaranteed mobility 
rights and individual liberty to choose a place of residence on an equal basis with 
others.140   
 
There has been wide debate on the need for institutionalization for person with severe 
disabilities. The basis of this was that the disabilities may require extensive supports 
that may not be adequately provided for in the community. The conclusion was that 
should a person remain in an institution, it should be based on his/her personal choice 
and not perceptions of disability141. This received judicial recognition in Gray v. Ontario 
[2006] where the court found as follows: 

I accept that these residents are severely developmentally delayed and are no 
doubt very vulnerable individuals. However, it does not follow and the evidence 
does not establish that their needs cannot be met in community placements. On 
the contrary, the evidence establishes that individuals with this level of 
developmental disability have been placed successfully in community settings 
since the mid-1980. There have been no new admissions to the three remaining 
institutions for nearly 20 years142. 

 
In addition, Canadian Association on Community Living has established a set of guiding 
principles on what choice in independent living looks like. While most countries look at 
independent living as the home, Canada considers aspects of employment, support 
services/programs and the family as part of independent living. Thus a 
deinstitutionalization plan must ensure that people have: 
 

1. The right to choose where they will live, and with whom; 
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2. Services/programs that are directed and controlled by the person and that are 
respectful of that person’s right to make choices and take risks; 

3. The right to individualized living arrangements and control over the required 
individualized funding; 

4. The necessary disability related supports needed to fully participate in the 
community; 

5. Support, as necessary, from friends/family/advocates to assist in decision making 
(supported decision making); 

6. Services that meet all of their needs and are of high quality, portable and 
accessible143. 

 
Each individual must be empowered to choose where and with whom to live and the 
resulting living arrangement must truly be that person’s home— not a facility, not a 
workplace and not a place where arbitrary rules or the needs of staff or others come 
first. 
 
Choice and control in independent living includes making decisions over the choice of 
support one needs. There has to be a variety of options available or an opportunity to 
allow the person to make an informed decision as well as participate in making a 
decision. For example, one may want to move out of an institution but there is only one 
support option available that the person may not be comfortable with. The alternative is 
that there could be various alternatives to institutions but another person gets to 
determine what supports are required by the persons. To ensure the will and preference 
of the person is respected, there has to be a variety of supports available for the person 
to choose from.  
 
For example, Canada’s National Strategy of Equalization of Opportunities for Persons 
with Disabilities 2007– 2015, the Plan for Deinstitutionalization and Transformation of 
Social Welfare Homes provides various alternatives for person with disabilities. At 
national level, this includes the option of supported living, group homes, employment 
quota obligations, adoption of supported decision making models, disability benefits 
such as respite care amongst others. The primary mode of care available to persons with 
mental disabilities is respite care, out-patient care and short term hospital stays144. In 
addition the government funds NGOs to provide community based services and 
deinstitutionalization programs to ensure that person with disabilities have a wide 
alternative of choices145. Though service delivery is through the local municipalities and 
each county146 can expand on the services being provided, the minimum choices have to 
be maintained.  
 
As of fiscal 2001-2002 there were 948 care facilities for people with intellectual 
disabilities in Canada with 19 facilities housing 100 or more people and 70% of 
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institutions housing between 4-9 persons147. Large facilities with 100 or more beds 
decreased from 4% of all facilities for people with intellectual disabilities in 1986 to 2% 
from 1990 afterwards148. Currently there are still challenges in deinstitutionalization 
and community living in Canada. An estimated 900 people with intellectual disabilities 
still live in institutions, 12,000 living in a health related facility with most people with 
intellectual disabilities living in group homes149.  
 

Czech Republic 
 
According to statistics from 2013, 
there are 418 institutional care 
homes for persons with disabilities 
in the Czech Republic housing about 
16,017 people with 1,045 being 
children150. Mental disorders are the 
second most common reason for 
people becoming eligible for a 
disability pension. There are 20 
psychiatric hospitals with a bed 
capacity of 9,000. Institutional care 
is also provided by psychiatric 
wards in hospitals with a total 
capacity of approximately 1,400151.  
 
A new Civil Code (Supportive 
Measures for Decreased Legal 
Capacity) was adopted in 2012 
which abolishes plenary 
guardianship in the Czech Republic. 
In its place was the adoption of 
supported decision making where a 
person with mental disability can 
enter into a contract with a support 
person for information sharing, 
communication and advice152. This 
is a good development as the 
practice was that people with 
disabilities with restricted legal capacity could be placed in an institution by their 
guardian who can sign a contract thereof; or placed into social care institutions by the 
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The process of deinstitutionalization in Czech Republic 
was influenced by two key periods. The first period was 
the socialist period of 1948-1998 when Czech Republic 
was under communist rule. During this period, centralized 
authority and large-scale institutions were introduced and 
key forms of substitute care, foster care, family 
settlements, and kinship care were effectively abolished1. 
As a result, the number of institutions and the number of 
children in them grew dramatically throughout this 
period, with 166 institutions housing 10,752 children in 
operation in 1947 and 760 Institutions housing 45,058 
children in 1962. 
 
The second period begins from 1960-1990 when 
decentralization started in the republic and professionals 
in the field voiced concerns. Scholars such as Zdenek 
Matejchik published studies exposing the negative 
consequences of institutional care leading to introduction 
of reform measures such as foster and kinship care as 
viable alternatives to residential care*. However, 
institutional care remained the dominant care model for 
children with disabilities who would end up growing in 
institutions.  
 
*Victoria Schmidt and Jo Daugherty Bailey, 
Institutionalization of Children in the Czech Republic: A 
Case of Path Dependency Department of Social Work, 
2012 
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municipality, if they are viewed as lacking capacity and do not have a guardian153. Most 
of the users of institutional services have none or limited capacity to legal acts, which is 
quite disproportionate to their real capacities. Care-takers (both family and public 
caretakers) had insufficient knowledge of the legal dispositions and factual issues on 
legal capacity. Thus are unable to assist the individual with social integration of the 
people with disabilities, their departure from an institutional facility to a protected or 
individual housing, the conclusion of an employment contract, their life with a partner, 
the utilization of user’s own financial resources in order to pay for shopping, 
recreational activities etc154. Thus by including supported decision making in the law, 
Czech Republic protects the rights of persons with disabilities to make independent 
decisions.  
 
In practice however, there is still guardianship based on partial restriction. Though a 
person can raise complaints to the court on guardianship, experience is there still needs 
to be allot of awareness creation within the court system especially on the implications 
of the Civil Code155.  In addition, persons with disabilities living in the community do not 
have required support from community based services; they don´t have enough money 
to cover support essential to an independent living. New institutional care services are 
being built and there is significant increase of places in so called “homes with special 
regime” (locked-up institutions with money from EU funds156. For this reason, Czech 
Republic is not a good example of good practices in deinstitutionalization.  

Challenges  
 
In choice and control over independent living, the challenge of implementation is 
anchored on legal capacity.  Guardianship laws are still enforced in most countries even 
where various models of supported decision making have been adopted.  Various 
countries have tried to balance guardianship laws by putting in safeguards to guard 
against forced institutionalization. However the best approach would be to put in 
safeguards to ensure that supported decision making models are not abused. In 
addition, more effort should go towards making choice and control over independent 
living sustainable. This includes well established transition plans which prepare persons 
with disabilities to make decisions on their own or with appropriate supports.  
 
3.3. Personalized Services 
 
For inclusion and community based services to be realised, services for persons with 
mental disability have to be personalized. There are a variety of conditions associated 
with mental disability covers a wide array of conditions including psychosocial and 
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intellectual disability thus there cannot be a blanket application of services. Various 
models have been developed to ensure choice and control in independent living. This 
includes the use of person centred planning in transition from institutions to community 
based care, and use of personal budgets. These models take into consideration the 
individual needs, preferences and will 
thus the process more personalized. 
The most common personalised 
service is the personal 
budgets/individualised budgets. 
Though each country has a different 
name and approach to what can or 
cannot be covered under a personal 
budget the concept remains the same.   

United Kingdom 
 
In the UK, the Community Care 
(Direct Payments) Act 1996 enabled 
local authorities to provide direct 
payments to disabled people to allow 
them to commission their own 
services. The Welfare Reform Act 
2009 introduced the Right to Control, 
while the Health Act 2009 introduced 
personal health budgets, both of 
which would extend disabled people’s 
choice and control over their 
supported services. 157  The 
Government’s 2005 cross-
departmental report, Improving the 
Life Chances of Disabled People, set a 
goal that by 2025 “disabled people in 
Britain should have full opportunities 
and choices to improve their quality 
of life and will be respected and 
included as equal members of 
society”. In particular, it aimed to help 
“disabled people to achieve 
independent living by moving 
progressively to individual budgets 
for disabled people, drawing together 
the services to which they are entitled 
and giving them greater choice over 
the mix of support they receive in the 
form of cash and/or direct provision 
of services.” 158  One of the 
recommendations of this report was 
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In England and Wales, the Hospital Plan in 1962 
predicted the closure of half of all psychiatric hospitals 
by 1975. A Government Paper on Hospital Services for 
the Mentally Ill, in 1971, proposed the complete 
abolition of the mental hospital model with all services 
being delivered by general hospitals in close 
collaboration with primary care and social services. 
Alongside these developments there was a shift 
towards the provision of other community-based 
services, such as supported accommodation, day 
services and community based multidisciplinary 
mental health teams (Killaspy, 2007). Over the last 50 
years there has been much further investment in 
community based mental health services, with the 
National Service Framework for Mental Health 
(Department of Health, 1999) being the most obvious 
recent example. It detailed the national implementation 
of further specialist community teams (over 200 
assertive community treatment teams, 50 early 
intervention services and 300 crisis resolution/home 
treatment teams) across England, working alongside 
community mental health teams and local inpatient 
mental health units. Other policies have supported the 
integration of health and social care services and the 
provision of a range of supported accommodation by 
both statutory, independent (private) and voluntary 
sector providers. Over time the models of supported 
accommodation have recognised the real potential of 
service users to gain and regain independent living 
skills and there is increasing investment in less 
“institutional” models (such as residential care homes) 
and more time-limited supported tenancies and 
“floating outreach” (non building based) support to 
people living in a permanent tenancy. More recent 
policy has refocused attention on the importance of the 
interface between primary and specialist mental health 
care for the treatment of common mental disorders, 
access to psychological therapies, attention to the 
physical health care needs of those with severe mental 
disorders and on the use of the Recovery approach 
(Department of Health, 2008; 2011). 

* Caroline Glendinning, Long Term Care Reform in 
England: A long and Unfinished Story, 2013 
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the setting up of the Office for Disability Issues and the establishment of a body, Equality 
2025, to advise the Government on how to achieve the aims of the report by 2025.  
 
Though service delivery is through devolved government structures159, the Independent 
Living Strategy guides how the different levels of government implement all projects 
across the UK but are at liberty to create their own strategies of implementation160. 
Through the Community Care (direct Payments Act), Welfare Reform Act and Health Act, 
a variety of personal budgets models have been made available to assist persons with 
disabilities to live independently in the community. There is a slight distinction in the 
use of terms under the Acts. A personal budget refers mostly to funds aimed at providing 
social services under the Direct Payments Act. Individual Budgets refer mostly to a 
stream of funds envisioned under the Welfare reform Act and Health Act that cater for 
social services, education and health needs. Thus, in summary, these two acts lead to the 
creation of three types of personal budgets; direct payment, council managed or 
individual service fund. Thirdly, since social services are funded by local authorities the 
amount received by the persons is dependent on the needs and income level. That is, 
where a person has a source of income/wealth, that will be put into consideration in 
determining the amount of the personal budget being received from the local council161 
 
In most cases, recipients of the funds would be expected to go through a needs 
assessment, a planning process where the views of the person and caregivers and 
included and continuous monitoring and reporting once the personal budget is 
approved. It must be noted, in the UK, personal budgets are used for health care, social 
welfare and education needs. Persons with disabilities are expected to work with a 
supporter, carer/family or council appointed persons to manage and monitor the use of 
their personal budgets. The needs assessment would be used to determine how much 
money is available to the person. The next step is for the person along with supporters 
to plan and determine how the funds would be used. Personal budgets can be used in a 
variety of ways. First, the person could use the funds to pay for a personal assistant, 
housing related support, equipment and adaptations and domestic care. The Council 
however determines the limits of what fits within the requirements. The second 
alternative is the person could pay back the funds to the local authority to purchase 
services on the user’s behalf and as agreed in the planning process.  
 
The most recent personal budget survey showed that 78.9% of beneficiaries were more 
independent, and 82% felt dignified in the support they received162. 68.8% of carers felt 
that the process was inclusive and had better outcomes in quality of life and self-
esteem163. Based on the outcome of the model, one can deduce that this is good practice.  
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 Sweden 
 
In Sweden just like the UK, the care regime is highly decentralized under the Social 
Services Act. The Social Services Act (SSA) regulates home-based care services and 
residential care including nursing homes. The SSA guarantees a general right to claim 
support “if the needs cannot be met in any other way,” so that the individual can have a 
“reasonable level of living.” The legislation does not specify “needs” but there is a right 
to appeal to court if the individual is not satisfied with a decision164. Secondly under the 
Act, municipalities have primary responsibility for organizing publicly funded care 
services, both home-based and residential. Municipalities also have the substantial 
taxing powers required to fund much of the total public budget for formal care for older 
people (85 %) and for people with disabilities (around 70 %). Municipalities are also 
free to decide on the distribution of different types of care (for example, between 
homecare and residential care in eldercare services) and between services that meet the 
needs of different social groups (for example, eldercare, childcare, and disability 
services). The National government plays a role in funding (up to 10% of the national 
budget), legislation and regulation; financial incentives; and oversight and guidance165. 
 
Secondly, the Swedish Personal Assistance Act guarantees each and every person the 
right to personal assistance irrespective of income/wealth166. Personal Assistance 
budgets are prepared based on a needs assessment report though service provision may 
vary. Assistance needs in terms of the number assistance hours needed are assessed by 
case managers at the tax-funded Social Security Fund. Each month recipients get an 
amount that corresponds to the costs of these hours. Budgets are not dependent on the 
financial situation of the state nor on recipients’ and their families’ income or property 
nor on whether one buys services from a provider or employs one’s assistants167. 
Payments for basic services, specialized services, health care needs etc are paid by the 
user.  Users pay wages at going market rates for this type of work and the use of funds 
has to be fully accounted for. The budgets also allow for payment of provider’s 
administrative costs thus, private companies have an incentive because they can cover 
their expenses and make even profits168.   
 
The Compulsory Psychiatric Care Act outlines the conditions under which a person may 
be committed to involuntary treatment. As care is not normally to be given without the 
individual’s consent, compulsory treatment may only be ordered for patients who object 
to care, but are suffering from a serious psychiatric disturbance. This care is only to be 
provided in instances where “due to their psychiatric condition or personal 
circumstances”; an individual needs psychiatric treatment that will only be effective if 
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the patient is admitted to an inpatient psychiatric care facility169. In addition, persons 
with certain functional impairments are entitled to certain specific forms of assistance, 
such as counselling, daily activities, personal assistance, housing with special services or 
personal companions and contacts.170  
 
The outcomes of the impact of these two Acts have been clear.  By the 1980s residential 
institutions had been phased out in Sweden except for group homes where 4-5 persons 
live together in a house or large apartment with common staff171. Compared to what it 
would have cost to provide the same number of hours through municipal home helpers 
direct payments for personal assistance have saved the Swedish taxpayer some € 3 
billion and at considerably higher service quality. In addition, official government 
reports show that personal assistance users consume less healthcare, special 
transportation and other local government services172. 

3.4. Access to Community Services  
 
Community based alternatives to asylums were first developed in the 1920s and 1930s 
in Italy and France. Globally, it was only by the 1950s, as patient numbers continued to 
increase and unacceptable standards of care in asylums came to the fore, that 
community alternatives were considered more seriously by professionals and the 
public. A community mental health team, with a multidisciplinary team, is a core 
component of community mental health services. Social care services are an important 
part of any community mental health service given the range of non-health support 
needs someone with a severe mental illness often has. Good community-based services 
are organised on the basis of certain principles173: 

1.  They are person-centred. That is, they are tailored to the individual’s needs, 
wishes and aspirations, providing assistance in whatever way best helps the 
person achieve their own goals and adapting the kind and level of support as 
required over time. 

2. They support family and community life. They provide extra help to the person, 
their family and friends to enable them to live in and be part of their community, 
augmenting their resources rather than displacing or disrupting them. 

3. They adopt a social model of disability. They recognise that the experience of 
impairment is mediated by social structures and processes and address these. 

4. They address all of people’s lives. They provide whatever help is needed to 
overcome the effect of impairment and disability to enable people to have a good 
quality of life. They do not pretend that people can manage without extra help. 
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5. They ensure these principles are expressed in the day-to-day assistance provided to 
the individuals they support. 
 

Croatia 
 
In Croatia civil society organizations 
and local governments have 
developed a range of community 
based alternatives to institutions. 
The sustainability of the process is 
enshrined in how the person is 
prepared for deinstitutionalization. 
These programs provide quality care 
to their participants, allow 
participants to choose the programs 
that are best for them, and promote 
interaction between participants and 
the community to ensure excellent 
alternatives to institutions. At the 
beginning of the 
deinstitutionalization process, 
clients are prepared to leave the 
institutions through training on self 
advocacy and self-determination. 
Over time clients form groups that 
meet regularly to learn and discuss 
their rights, responsibilities and how 
they would like to be supported to 
live in the community such as 
supported housing and 
improvement of service delivery. 174 In addition, staff and parents have been trained to 
understand person centred approaches rather than best interest principles.  Though 
largely driven by civil society organizations, the Croatian government provides 
safeguards through monitoring and awareness creation on supported living. A person 
leaving the institution has a variety of community based alternatives offered by the 
government to choose from. These include:  
 

1. Supportive and Independent Community Living Environments: these homes 
provide individuals with apartments, support and care in the community, outside 
the grounds of institutions). Such assistance, including help buying groceries, 
cooking, house cleaning, personal grooming, and finding employment, is based on 
individual needs and requests. For persons with psychosocial disabilities, it might 
also include access to mental health care, if requested. Sometimes called 
“organized housing” by the Ministry of Health and Social Welfare, these programs 
also include some facilities otherwise classified as “family homes” or social 
welfare homes called Homes for Independent Living. 
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Ministry of Social Policy and Youth, 

Deinstitutionalization of children and adults: Social 
Protection System Modernization Project-

Component IV 
 
As at 2013, in Croatia, there are: 

1. 90 homes and other legal persons providing 
social welfare services without being established as 
homes, which offer accommodation services (44 
state-run homes, 15 non-state homes and 8 other 
legal entities as well as 23 family homes) 
 

2. there was a total of 8,311 beneficiaries placed 
in institutional accommodation in the Republic of 
Croatia  

 

3. 6,757 beneficiaries accommodated on a long 
term or weekly basis in 2013, of which: 
-2,781children and adults with physical or 
intellectual impairments  
- 600 children with developmental difficulties 
- 2,181 adults with disabilities 
- 3,976 adults with mental impairments 

 
* ZvjezdanaBogdanović, and DubravkaMarušić, Head of 
Department, Ministry of Social Policy and Youth, 
Tuheljsketoplice, March 16 –17, 2015 
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2. Day Centres and Temporary Accommodations: These programs provide day or 
overnight accommodations and support at a facility outside the individual’s 
home, often to offer a respite to primary caregivers. Participation in these 
programs requires that individuals have their own permanent place to live, or are 
able to live with family. 

3. Family-based support: Individuals can live with their family, and primary 
caregivers in the family can receive a stipend for providing necessary support175. 

 
According to the World Bank report on Croatia (2014) the Plan for Transformation 
and Deinstitutionalization of Social Welfare Homes and Other Legal Entities 
Providing Social Welfare Services in Croatia for the period 2011-2016 (2018) 
provides for the following goals by 2016176  

 to change the ratio of institutional and non-institutional care so as to have 
20% of beneficiaries in institutional forms of care and 80% of beneficiaries 
in non-institutional forms of accommodation for children and youth without 
adequate parental care 

 to deinstitutionalize 40% of children and youth with behavioural problems, 
who are currently accommodated in homes  

 to reduce the total number of adults with disabilities placed in long-term or 
weekly accommodation in homes and other legal entities providing social 
welfare services by 30% 

 
Like many European countries, Croatia has been badly affected by the global financial 
crisis. As a result, it has experienced significant cuts in government spending, which 
have likely contributed to the slow pace of reform. However financial crisis did threaten 
to affect provision of services but the government did not reduce funding towards 
deinstitutionalization projects.177 However, at the heart of Croatia’s failure to live up to 
its pledge is not lack of money but lack of leadership concerning the process of 
deinstitutionalization. This includes the need to create a plan for deinstitutionalization 
and the prevention of institutionalization and to develop viable alternatives such as 
supportive and independent community living programs178. 
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United States of America 

 
Institutions were introduced to the US 
from Europe by Samuel Howe around 
1860179. However by 1866 Howe, who 
had been a leading and influential figure 
in introducing the institutional care 
model, grew concerned that they were 
failing to achieve his vision and that they 
were taking on some very undesirable 
characteristics. In a speech at the laying 
of a cornerstone of a new institution in 
1866, Howe warned:  
“Grave errors were incorporated into the 
very organic principles of our 
institutions... which make them already 
too much like asylums; which threaten to 
cause real asylums to grow out of them, 
and to engender other evils.” all such 
institutions are unnatural, undesirable, and very liable to abuse.” “We should have as 
few of them as possible, and those few should be kept as small as possible.” “Such 
persons [with disabilities] (...) should be kept diffused among sound and normal 
persons180.” 
 
Nonetheless, institutions were built at increasing rates until reaching a peak in 1970, 
when about 280 institutions were operating in the U.S. Families were convinced that 
institutions were the best place for persons with intellectual disabilities given their 
limited potential for normal development, and the 'burden' that care would impose on 
families and communities. When Howe spoke his warning words, the total U.S. 
population experience of institutional life consisted of one or two thousand people. By 
1970, that number reached 187,000 and by the year 2000 it would plummet to 43,000, 
with 125 institutions closed or slated to close181. In the 1980s, activism against 
institutionalization of persons with intellectual disabilities compounded with strategic 
litigation began the process towards gradual closure of institutions. Currently, nine U.S. 
States and the District of Columbia have closed all of their public institutions182.  

Deinstitutionalization and access to community based services was mostly driven by 
litigation against forced institutionalization. The landmark case Olmstead v. L.C183 
involved two women, Lois Curtis and Elaine Wilson, who had mental illness and had 
voluntarily been admitted to a state run psychiatric hospital. After treatment the health 
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professionals recommended them to move to community based programs but they 
remained institutionalized for several years after the recommendation. They filed suit 
under the Americans with Disabilities Act (ADA) for release from the hospital. On June 
22, 1999, the United States Supreme Court held in Olmstead v. L.C. that unjustified 
segregation of persons with disabilities constitutes discrimination in violation of title II 
of the Americans with Disabilities Act. The Court held that public entities must provide 
community-based services to persons with disabilities when (1) such services are 
appropriate; (2) the affected persons do not oppose community-based treatment; and 
(3) community-based services can be reasonably accommodated, taking into account the 
resources available to the public entity and the needs of others who are receiving 
disability services from the entity184."  
 
The Olmstead Case set the ground for disability activists and state governments to set up 
systems on community based services. After Olmstead, the lawsuits that followed slowly 
defined the contours of the decision including that Olmstead applied to individuals living 
in the community who were at risk of institutionalization185. In addition the United 
States Justice Department made Olmstead rights a priority of its Civil Rights division 
through taking up complaints, giving advisory opinions and pursuing cases and 
settlements against states that are yet to comply with the ruling186.  A good example of 
the department’s involvement in deinstitutionalization is the case of Lane v. Brown 187 
which questioned the civil rights of individuals with intellectual and developmental 
disabilities who are unnecessarily segregated in sheltered workshops, or at risk of such 
unnecessary segregation. 3,944 private individuals working in sheltered workshops 
sued the State of Oregon alleging that  that the State's employment service system over-
relied on segregated sheltered workshops to the exclusion of integrated alternatives, 
such as supported employment services, and placed individuals, including youth, at risk 
of entering sheltered workshops188. 
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The case was resolved through a 
settlement where over a 7 year period, 
1,115 working-age individuals with 
intellectual disabilities who were 
currently being served in segregated 
sheltered workshops would have 
opportunities to work in real jobs at 
competitive wages. Additionally, at least 
4,900 youth ages 14 - 24 years old will 
receive supported employment services 
designed to assist them to choose, 
prepare for, get, and keep work in a 
typical work setting. Half of the youth 
served will receive, at a minimum, an 
Individual Plan for Employment through 
the State's Office of Vocational 
Rehabilitation Services. Correspondingly, 
the State will reduce its reliance on 
sheltered workshops and implement 
policies and capacity-building strategies 
to improve the employment system to 
increase access to competitive integrated 
employment and the opportunity for 
people with intellectual disabilities to 
work the maximum number of hours 
consistent with their abilities and 
preferences.189 
 
On supported housing, plenary 
guardianship is applicable in the US, the 
title II of the ADA makes room for 
guardianship to be challenged. Whereas 
each state has its own application of 
guardianship law, the general rule is that 
any person advocating must argue in the 
persons best interest as determined by a court appointed guardian, even if the person 
disagrees190.  Guardianship laws are still applicable under the American with Disabilities 
Act though various attempts have been made to include supported decision making. In 
this regard, courts have used both guardianship laws and supported decision making 
models to enable persons with intellectual disabilities to move out of institutions. Recent 
litigation demonstrates this fact. The Jenny Hatch case191, Jenny, a 29 year old with 
Down syndrome, was under guardianship with her biological parents (the petitioners) 
who had placed her in a group home. Jenny did not want to live in group home and thus 
presented the petition to have her guardianship revoked. She wanted to reside with the 
Talberts (the intervenors in the case) with whom she had been residing with for a year 
before she was placed in a group home. In addition the Talberts supported Jenny’s right 
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Youth Transition Program: Oregon USA 
 
The Youth Transition Program (YTP) offers a new 
pattern of services to students with disabilities 
beginning when they are still in high school and 
continuing into the early transition years. Since 
1990, over 23,000 youth with disabilities have 
received YTP services.  
In each participating school district, YTP services 
are provided jointly by a Transition Specialist and a 
local 
Vocational Rehabilitation Counsellor. Students 
participating in the YTP receive  
(a) Individualized planning, focused on post-school 
goals and self-determination and help to coordinate 
school plans with relevant community agencies,  
(b) Instruction in academic, vocational, independent 
living, and personal social skills and help to stay in 
and complete high school,  
(c) Career development services including goal 
setting, career exploration, and job search skills, and 
self-advocacy,  
(d) Competitive employment including connections 
with local employers, on the job assessments, 
placement, and training,  
(e) Support services such as individualized 
mentoring and support or referrals for additional 
specific interventions, and 
 (f) Follow-up support for one year after leaving the 
program to assist in maintaining positive outcomes 
in employment or post-secondary settings. 
 
Recent outcome data shows that 80% of YTP 
participants are engaged in employment or post-
secondary training upon completion of the program. 
These positive outcomes are maintained at 6 month 
and 12 month follow-up time points. 
 
*European Association for providers for Persons 

with Disabilities, 10 best practices in Employment 
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to supported decision making and freedom form guardianship.  The court allowed 
partial guardianship joint between the intervenors and the petitioners based on the fact 
that Jenny Hatch had made some questionable financial decisions but this guardianship 
was to only cover a year. In addition, Jenny Hatch was allowed to make a decision on 
where to live based on her own will and preference and with supported decision 
making.  
 
Though guardianship is still applicable in the US, this case goes to show that the system 
is gradually changing towards the will and preference of the person rather than the best 
interest of the person.  Secondly, litigation can be a safeguard where the there are no 
administrative alternatives to protect the right of the person to make a choice over 
independent living.  
 

Italy 
 
Deinstitutionalization in Italy was 
informed by the radical ideas of 
Franco Basaglia and Italian 
Psychiatrist who influenced the 
development of the 1978 Italian 
Mental Health Law (Italian Law 
Number 180). Basaglia studied the 
failure of deinstitutionalization in 
America in the 1950-60s which 
resulted in forced re-
institutionalization of the mentally ill 
to form his hypothesis for 
community based care in Italy192. 
Basaglia believed that mental illness 
was caused by sociological factors 
and it was a lack of response to these 
social factors that caused 
“madness”193. Thus by addressing the 
social needs of persons with mental 
health conditions, one could address 
mental illness.  
 
 Italian Law Number 180 of 1978 
was the reform law that marked the 
transition from a hospital-based 
system of care to a model of 
community psychiatry. The Law 
specifically looked outside the 
medical aspect of mental disorders 

to the “social” components of the 
factors involved in the origin of 
the disorders, viewed relational 
as well as economic and 
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Summary of the main characteristics of the 1978 
Italian Psychiatric Reform based on the research work 
of Basaglia: 

1. Gradual closure of public mental hospitals by 
blocking all new admissions, with immediate 
effect (i.e. from 1978), as well as 
readmissions, two years later (i.e. from 31 
December 1980). 

2. New community-based services (community 
mental health centres, day hospitals, and 
residential facilities) were to be established 
to provide all types of psychiatric care to the 
population of a given area. Initially, such 
services had to be staffed mainly through the 
relocation of mental hospital personnel. 

3. Hospitalization, when necessary, had to take 
place in general hospital psychiatric wards. 
These wards were not to exceed 15 beds, in 
order to avoid an excessive concentration of 
psychiatric patients, a characteristic of the 
mental hospital that was considered 
detrimental to its patients ’ well-being. 

4. Compulsory evaluation and treatment 
required in general hospital psychiatric 
wards. The criteria for involuntary admission 
were: 

(a) an emergency intervention was needed, 
(b) the patient refused treatment, 
(c) alternative community treatment was impossible. 
 

*Francesco Amaddeo, Corrado Barbui & Michele 

Tansella, State of psychiatry in Italy 35 years after 

psychiatric reform. A critical appraisal of national and 

local data, 2012 
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political.194  The new system was intended to provide care and support to all types of 
patients, without back up from the public mental hospital, where only old long-stay 
inpatients could continue to be accommodated. After more than 30 years of 
implementation, Law 180 is still unique in the international scenario, considering that 
Italy remains the only country in the world where traditional mental hospitals are 
outside the law195.  
 
In 1978 when the reform law was approved, there were 78,538 residents in Italian 
mental health institutions196. All institutions in Italy are now closed. The Basaglia 
psychiatric reform of 1978 established four principal components197:  

1. the gradual phasing out of Mental Hospitals (MHs) through the cessation of all 
new admissions;  

2. the establishment of General Hospital Psychiatric Units (GHPUs) for acute 
admissions, with a maximum of 15 beds each; 

3. more restrictive criteria and administrative procedures for compulsory 
admissions; and  

4. the setting up of Community Mental Health Centres (CMHCs) providing 
psychiatric care to geographically defined areas.  
 

The WHO Global Burden of Disease Project estimated that, in Italy in 2001, 2 978 per 
100 000 population are ascribable to neuropsychiatric disorders, representing 
approximately 25% of the overall burden of disease in Italy198. Mental health services 
are currently organized through 211 Departments of Mental Health, covering the entire 
country, each of which is responsible for a geographically defined area.199. According to 
the Ministry survey in 2001, 707 CHMCs were operating in 2001 – an average of 1.88 
per 150,000 general population. These centres deliver the bulk of outpatient and non-
residential care, mainly through a network of 1,107 outpatient clinics, 309 day-hospitals 
and 612 day-centres200. In 2001, 30,711 workers were employed with unlimited 
contracts with the National Health Service mental health facilities201.  
 
To foster inclusion in the community, Italy carried out two campaigns against stigma on 

mental health – “Mental health disorders can be cured: more information, less discrimination” 

– was conducted on April 2006 with the aim of fighting discrimination against people 

suffering from mental illness and informing the youth about mental health issues
202

.  
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The reason why deinstitutionalization was successful in Italy is because of the idea of 
multidisciplinary approach employed by Law 180. The Law attributed meaning to the 
role of each of the different professional carers involved. Mental health professionals not 
only took the lead in informing the reform process but also directed the change of 
attitude with regards to community based care. This dimension of thinking is 
particularly relevant given the current waning of the political, cultural and ethical spirit 
of the seventies that inspired the Basaglia coordinators may play a key role by creating 
conditions for group work that accord space and recognition to each of the professional 
figures involved203. 

Challenges 
 
Whereas laws and policies are in place to ensure access to community based care, long 
term institutional care still seems to be the preferred mode of care for persons with 
mental disabilities.  Reports point out that the majority of social service recipients 
receive long-term social care and social rehabilitation services in institutions with most 
funding going towards institutions rather than community based care204. This is linked 
to attitudes and perceptions on disabilities in implementation of projects. For 
community based care to be a reality there needs to be a change in attitude within the 
community and amongst policy makers.   
 
Secondly and most important, the biggest challenge to community based care is funding. 
Whereas various reports have shown that it is cost effective to run community based 
care facilities rather than institutions205, government funding has been low. In some 
cases like in the US, budgetary allocations towards community based care have been 
reducing leading to re-institutionalization206. Access to employment for persons with 
long standing health conditions vis a vis government social safety nets  are very low thus 
threatening the financial stability and rate of inclusion for persons with mental 
disabilities207. For article 19 to be adequately realized there needs to be increase funding 
and budgetary allocations towards community based services.  
 
During the transition responsibility for administering social assistance services has been 
transferred to municipalities in most countries while responsibility for residential 
institutions generally has been transferred to regions or remained with the state. This 
disparity has created the dilemma where in order to reduce expenses, municipalities 
prefer to place vulnerable individuals in residential facilities financed by other levels of 
government.208 As the case of Bulgaria has shown, it is actually more effective to move 
persons with severe disabilities out of institutions first as a cost cutting measure. Person 
with severe disabilities will always have high financial needs thus if a municipality can 
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provide for them first, then it can cut costs on less severe disabilities based on 
experience.  

4. Conclusions 
 
It is important to note that there is no country in where the goals of independent living 
and being included in the community have been fully achieved209. Further living and 
being included in the community means different things in different places. Differences 
in the socio-economic realities of countries; availability and provisioning of resources; 
culture and tradition; and the concept and understanding of „living independently in the 
community” need to be taken into consideration. 210  Some communities prefer 
communal living, others prefer an individualized setting. Some communities live with 
their extended families; other communities prefer nuclear family settings. Article 19 
does not provide for a preferred mode so long as the individual can share in those 
schemes available and utilized by people in that society211. However, this does not mean 
that independent living is impossible, but can be adapted to fit the needs of the person. 
Theory under the social model shows that it is barriers that cause disability hence the 
need for Article 19 to be flexible enough to adopt to different societies and 
circumstances. What matters most is that the individual will and preferences of the 
person are included and that measures insure inclusion of the person in the community.  
 
Secondly from the progressive countries, deinstitutionalization and creation of 
community based services must go hand in hand in order for Article 19 to become a 
reality. Each country needs to have a policy or strategy on deinstitutionalization and 
community based services. Learning from the American   and Canadian example, lack of 
community based services may lead to trans-institutionalization and homelessness. 
Persons with mental disabilities will need support services in varying degrees. Some 
may have long term needs while others have short term needs. Thus 
deinstitutionalization does not mean moving person out of institutions but also ensuring 
support services are availabe in their different environment.   
 
Deinstitutionalization is strongly linked to advocacy and political goodwill. In all the 
country examples, mental health reform came through advocacy and law reform. For 
example in Italy, it took years of research by Basaglia and finally advocacy through law 
reform. In Croatia, civil society took advantage of political reform process in order to 
include the deinstitutionalization agenda as part of the reforms. Therefore in order for 
deinstitutionalization and community living to become a reality, advocacy and support 
across all stakeholders has to be part of it.   
 
Coordination across all stakeholders is necessary to make deinstitutionalization a 
reality. Stakeholders include the government duty bearers, civil society organisations, 
workers in mental health and social services, families and person with disabilities. 
Countries with good practice examples have decentralised mental health and social 
service provision to the regional or municipal governments which makes community 

                                                           
209

 Inclusion International, Inclusive Communities = Stronger Communities: Global Report on Article 19: The 

Right to Live and Be Included in the Community, 2012.  
210

 Ibid, page 16 
211

 Council of Europe Commissioner for Human rights, The Right of People with Disabilities to live 

Independently and be included in the community, Issue Paper, March 2012, pg 4 



47 
 

based care more accessible. In addition there are civil society initiatives that support 
provision of government services as well as monitoring of processes. Societal attitudes 
and family have been known to have an impact on deinstitutionalisation. In addition, 
staff of institutions has been known to create the greatest objection to 
deinstitutionalisation based on fear of loss of employment. This challenge can only be 
addressed through coordination both horizontally and vertically – vertically from the 
national to regional level and horizontally amongst all stakeholders. Additional costs are 
incurred during the period where two systems are running in parallel – i.e. where 
community-based services are being established and institutions have not yet closed. 
There is often limited managerial capacity to plan and implement the change required. 
Many stakeholders – staff in institutions, politicians, the community, schools and even 
parents and children themselves – fear the changes and need considerable support. 
Changes in government mean that professionals, civil servants and NGOs must 
continuously raise awareness with all politicians to ensure continuity and sustained 
political will over a long period212.  
 
Finally, national governments reflect, enact, and propagate deinstitutionalization in 
varying degrees. Policies are not only artefacts of nation-states’ sovereignty, but they are 
also signs of support for internationally sanctioned ideologies. The act of adopting a 
policy allows countries to (re)build their public image and, indirectly, maintain their 
regional presence213. However, national governments may not be compelled to address 
the needs of people with severe and chronic mental illness unless they realize the 
epidemic has a direct impact on the economy214. There must be funding towards 
community based care to ensure sustainability of the deinstitutionalization process. In 
countries such as Canada, USA and Sweden, the process of deinstitutionalization is at 
risk and in some cases led to trans-institutionalization because of lack of community 
alternatives as a result of budgetary allocations. In Eastern and Central Europe, 
European structural funds have been the subject of discussion because of several EU 
member states investing the funds in institutional settings rather than community based 
care. As the case of Italy has shown, the only sustainable method of 
deinstitutionalisation is by investing in community based care.  
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