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Introduction 

The Hungarian Association for People with Intellectual Disabilities (EFOESZ) has been representing the rights and interests of people with intellectual disabilities, their families and supporters for over 35 years. The Association has local branches all over the country and the number of its members is approximately 22.000 individuals. The Association advocates for the equal rights and social inclusion of people with intellectual disabilities. In order to achieve its aim, EFOESZ works with and for people with intellectual disabilities and provides various services for them. Its advocacy work is actively enhanced by the self-advocacy groups functioning all over the country, moreover the elected co-chair of the Association is a person with intellectual disabilities. EFOESZ has membership in the international disability movement, namely in Inclusion Europe and Inclusion International. The Association was one of the members in the Hungarian Disability Caucus in 2012, preparing the shadow report and the list of issues submissions for Hungary’ first review cycle. 

Executive summary 

This submission focuses on three Articles of the Convention and formulates questions to the Hungarian Government in connection with these areas: the right to equal recognition before the law (Article 12), the right to live independently and being included in the community (Article 19) and the right to political participation and public life (Article 29). 

Since the last review by the UN CRPD Committee in 2012, numerous acts have been enacted, programs have been adopted and meetings have been chaired by the representatives of the Hungarian Government concerning the disability area. However, in our view DPOs are not at all or not properly involved in the planning, implementing and monitoring of the different programs concerning people with disabilities. 

EFOESZ is one of the members of the National Disability Council, which was the most important advisory body to the Hungarian Government on disability issues since the adoption of the Act XXVI of 1998 on the rights and equal opportunities of people with disabilities up until 2013. In 2013, the regulation on the functioning of the Council was removed from the Act and it is now regulated by a Government decree. Under the new regulations, the Council is composed only of DPO members, Government representatives are no longer included among its members. The Council is chaired by the minister responsible. Since 2013, the work of the Council has been weakened, it has lost its real role and functions and only has sessions on a quarterly basis or less. Even when its initiated by its DPO members, its sessions are convened only after several months. 

Currently, EFOESZ has membership in several committees and working groups (such as the Human Rights Working Group, the National Body for the Coordination of Deinstitutionalization etc.) created by the Government in order to discuss the various disability-related issues, however these committees function without any operating or governance regulations and without the description of the exact tasks, responsibilities and duties of the participants. Although, these committees have sessions on a regular basis, the opinions and proposals submitted by the NGOs are generally not taken into consideration at all. No debate or meaningful dialogue could take place, no real decisions or plans and concepts are adopted, no feedback on any of the relevant issues is received. 

In our view, these mechanisms are in breach of paragraph 3 Article 4 and Article 33 of the UN Convention on the Rights of Persons with Disabilities which require the active and effective participation of NGOs in the development and implementation of any relevant Government programs or legislation.  

It is worrisome, that in the deinstitutionalization process, funded mainly by the EU, the resources are used in a wasteful manner. The Government spends approximately 2,5 billion HUF (ca. 8 million euros) on the development of different studies, protocols and the involvement of experts, however in our opinion there is not enough money allocated from the total budget of 77 billion HUF (ca. 248 million euros) for the preparation and training of the people moving out of the institutions. 

Under the current legislation, large residential institutions are considered either nursing homes or rehabilitation institutions in accordance with their main services provided. However, in reality the services of these institutions are mixed, the above distinction is construed artificially. The deinstitutionalization strategy however applies only to the nursing homes, while rehabilitation institutions are planned to be renovated from an amount of approximately 5 billion HUF  (ca. 16,1 millio euros) allocated from EU sources too. 

The situation of people with multiple disabilities in the deinstitutionalization process also raises questions. No information is available on how people with multiple disabilities will be involved in the deinstitutionalization process. In Government planning documents or at the occasions of oral meetings the doubts that they are not suitable for community living regularly appear. On the other hand, in the first phase of the deinstitutionalization process, more people with multiple disabilities were placed not in community living services but in other large residential institutions. 

In recent months, we were informed through informal channels that in the framework of a complete transformation of the health sector, long term and chronic care hospital wards will be removed from the health sector and transferred to the social sector by creating the so-called care centers. In light of the trends in the deinstitutionalization process EFOESZ is concerned that people with severe disabilities will be placed in these care centers and large residential institutions will be the basis for these centers.  

Finally, it is important to note that the legislation of the overall social sphere is characterized by constant and unpredictable changes, the exodus of social employees and the centralization of the institutions which make the system rigid and non-transparent. All these factors make more difficult to provide personalized care for people with intellectual disabilities. 

Equal recognition before the law (Article 12) 
The Committee on the Rights of Persons with Disabilities in its concluding observations of Hungary in 2012, recommended the introduction of a detailed and viable framework for supported decision-making, however it argued that the new Civil Code and the related laws did not properly provide for that. The Committee also recommended Hungary to take immediate steps to narrow the powers of guardians in order to move from substitute decision-making to supported decision-making. The Committee held in case of Hungary that “supported decision-making respects the person’s autonomy, will and preferences and is in full conformity with article 12 of the Convention, including with respect to the individual's right, in his/her own capacity, to give and withdraw informed consent for medical treatment, to access justice, to vote, to marry, to work, and to choose a place of residence.” 

However, supported decision-making with the same content that was criticized by the Committee was introduced in the Civil Codex in 2014. Consequently,  neither the Codex, nor the separate law reflects the conceptual basis of supported decision-making. The following areas raises the most serious concerns: 

Supported decision-making is only available for those people with disabilities whose „in need of help due to the smaller reduction in their discretionary ability” although the UN CRPD requires States to provide supported decision-making for everyone irrespective of the level of their disability. 

It is still legally possible to fully deprive someone of his/her legal capacity. Guardianship fully limiting legal capacity does not guarantee the individual's will and preferences because it makes him/her totally dependent and defenseless and moves the system towards restriction instead of individualized assistance. Although, the number of people under guardianship reduced in 2016, their number is still extremely high as more than 58 000 people are placed under guardianship currently. 

All tasks related to supported decision-making (appointment, monitoring the supporters etc.) are carried out by the guardianship authorities as in the case of guardianship, which provides for a clearly administrative framework to a system which should be based on individual needs and would instead require flexibility. 

The large number of supported persons (a maximum of 30 or 35 or in some cases 45 persons) similarly to guardianship, makes it impossible to maintain regular and personal contacts, thus to provide individualized, proper and up-to-date support. 

1. Article 2:22, paragraph 3 of the Civil Code says that: „The guardian must listen to the adult’s wish who is able to express his/her opinion and must if it is possible take it into consideration before making a legal declaration relating to him/her.” Taking this provision also into account, how according to the Hungarian Government, does guardianship fully limiting legal capacity guarantee the individual's autonomy, will and preferences? 
2. What has the Hungarian Government done to make more people with intellectual disabilities familiar with supported decision-making and encourage them to use this new alternative?   

3. Taking into consideration the Hungarian legislative context described above, bearing in mind the Concluding observations of Hungary from 2012 and the CRPD Committee's General Comment No. 1 on legal capacity too, how does the Hungarian Government ensure that the basic principles and standards of supported decision-making prevail in the current system?  

Living independently and being included in the community (Article 19)
According to the latest census, more than 25 thousand people with disabilities live in large institutional settings in Hungary.  Only a little more than 1800 of them live in small group homes. The large residential institutions are usually placed on the edge of towns, isolated from the local community. The residents are often victims of abuse and mistreatment. These facilities do not allow for people with disabilities to live independently and to be included in the community, as required by Article 19 of the UN CRPD. 
In 2016, the first 5 years of the implementation of the deinstitutionalization strategy came to an end. During this phase 6 institutions were turned into community-based settings. The costs were covered by 3 programmes, all financed by the ESIFs. The complete budget was 7 billion HUF (ca. 22,5 million Euros), from which new accommodations were created for 672 people. Most of these accommodations are group homes, where the number of residents is from 6 up to 12. Apart of group homes, also living centers were built, where the number of residents is from 18 up to 30, and supported living facilities, where the number of residents is from 2 up to 5. After evaluating the first phase, a new strategy was created which came into force in January 2017. In 2011 Hungary set a 2041 deadline for the deinstitutionalization process. This newer plan made the final deadline for 2036. We do not know how well-founded this new goal is because we have no information on what schedule made it possible to reduce the time limit.  
EFOESZ, as the largest and oldest DPO representing people with intellectual disabilities in Hungary, is learning about Government activities related to the deinstitutionalization process only from different websites. EFOESZ was accidentally informed that the Equal Opportunities of Persons with Disabilities Non-profit Ltd (FSZK) launches another EU funded project (EFOP – 1.9.1 The establishment of a coordination workshop for the de-institutionalization process) in order to support the deinstitutionalization. EFOESZ was not involved in the planning of the project, and consultation only took place when due to the approaching deadline, it was not possible to submit any conceptual changes. 
In 2016, a new call for applications was created (EFOP 2.2.2), which aims the transition from institutional to community-based care. The goal of the tender is to create new community-based accommodation for 4000 people with disabilities. The complete budget for this task is (35 billion HUF (ca. 113 million euros), which is also provided by the ESIFs. In the planning process of the call for applications, persons with disabilities and their organizations were not involved. The first version of the call became available on the Government’s website in September 2016. Those, who intended to submit recommendations to the plan, only had 9 days to do so. After that, a serious debate evolved, in which EFOESZ expressed its concerns and recommendations many times to the Government, regarding the call for application.
It also gives cause for concern that we believe that the deinstitutionalization process has not been prepared well enough. Neither the residents and employees of institutions, nor other members of society have been given adequate information about what short and long-term effects the DI process is going to have on their lives. We still do not have any information about what continuous measures the Government has been taking to prepare the whole social care system for the transition. 
The Directorate-General for Social Affairs and Child Protection (SZGYF) is among others assigned with the maintenance of the large residential state institutions for people with disabilities. Based on our experience from the National Body for the Coordination of Deinstitutionalization, on the Directorate-General’s opinion on the deinstitutionalization tender (EFOP 2.2.2) and on the problems raised by the heads of institutions maintained by the Directorate and people with disabilities living in these institutions, we think that the Directorate-General is not committed to adequately implement the UN CRPD.  In delivering its activities, the Directorate-General does not liaise with the DPOs.  

Our main concerns in connection with the deinstitutionalization process are the following: 

1. The process was not adequately prepared. People with disabilities and their representative organizations have not been and are not involved properly in the development of the project. The training of people with disabilities for the deinstitutionalization have not started, no information is available on how and in what way they will be trained and whether all people concerned will be involved. 

2. The vast majority of people with disabilities living in large residential institutions are placed under guardianship fully limiting legal capacity. Neither the Government, nor the maintainers of the institutions have taken any significant steps to disseminate of supported decision-making. However, the development of community living services should go hand in hand with the evolution of supported decision-making systems. The solutions characterized by paternalistic, restrictive, impersonal and administrative measures related to guardianship are not in line with the aims of community living services. 

3. The situation of people with multiple disabilities also raises concerns. On the one hand, in Government planning documents or at the occasions of oral meetings the doubts that they are not suitable for community living regularly appear. On the other hand, in the first phase of the deinstitutionalization process, more people with multiple disabilities were placed not in community living services but in another large residential institution. 

4. Under the current legislation, large residential institutions are considered either nursing homes or rehabilitation institutions according to their main services. However, in reality the services of these institutions are mixed, the above distinction is construed artifically. The deinstitutionalization strategy however applies only to the nursing homes, while rehabilitation institutions are planned to be renovated from an amount of approximately 5 billion HUF (ca. 16, 1 million euros) allocated from EU sources. 

1. What steps has the Hungarian Government taken to ensure that people with disabilities have access and are prepared for supported decision-making and have the possibility to have their guardianship measures removed parallel and prior to the deinstitutionalization process? 

2. Does the Government agree that people with disabilities have the right to community living, full social inclusion and participation and support services irrespective of the level of their disabilities? 

3. What steps has the Hungarian Government done in order to provide full access to community living services for people with multiple disabilities?

4. Why does the Government use funding from EU sources to renovate respite care and rehabilitation institutions instead of closing them? 

The right to political participation and public life (Article 29). 
People placed under guardianship lost their right to vote without exemption under the provisions of the former Constitution. Under the new Fundamental Law of Hungary, coming into effect on 1st January 2012, the courts are entitled to decide on the right to vote in the guardianship procedures. In other words, the right to vote of people with disabilities may still be subject to deprivation in case their legal capacity is limited (fully or partially) and are placed under guardianship. 

The UN CRPD Committee was concerned about the Fundamental Law’s provisions which permitted the judge to remove the right to vote from those with limited mental ability and recommended that Hungary should review all relevant legislation and ensure that all persons with disabilities regardless of their disability, legal status or place of residence may participate in political and public life on an equal basis with others.  

The National Office for the Judiciary in its summary report from 2014, examining the courts’ practice in relation to the voting restrictions concluded that: “On the basis of the examined cases and the information communicated by the courts, it could be established that in case if someone is placed under guardianship fully restricting legal capacity, he or she at the same time is excluded from his or her voting rights.” 

Although, the findings of the study argued that the exclusion is not automatic, it is clearly visible from the data presented in the report, that in the vast majority of the cases, namely in more than two thirds of the instances, exclusion takes place along with placement under guardianship partially limiting legal capacity. Besides the forensic expert opinion, the courts make their decisions on the basis of questions addressed to the person concerned at the court hearings (such as Who is Hungary’s Prime Minister? What kind of political parties do you know? etc.) 
1. Please provide additional information on how the Hungarian Government ensures that all people with intellectual disabilities can participate in political and public life on an equal basis with others and in line with the secrecy of voting!  

2.
Please provide additional information on the standards and criteria used by the courts to decide on the right to vote of a person placed under guardianship! 
  3.   Please provide additional information on how do the additional requirements 
(knowledge in relation to public life) required by the courts ensure the 
enforcement of the prohibition of discrimination? 
4.
Please describe how does the human rights model of disability required by the UN CRPD, prevail and may be applied in relation to the individual assessment of voting rights? 

List of issues recommendations to the Committee on the Rights of Persons with Disabilities

Submitted by EFOESZ’s self-advocy group

Introduction 
Our group was formed in 2016 in Budapest. The group has altogether 10 members living with intellectual disabilities. 2 of them are working as mentors/peer-supporters of the group. The group’s first topic was self-knowledge, then we talked about how we can spend our free time usefully. Now we talk about our rights. For example we are learning together about the UN Convention and deinstitutionalization. People with intellectual disabilities are often not able to enforce their rights. This is because they either do not access necessary information, or face social or legal barriers. Self-advocacy is important for us to stand up for our rights and for those of our peers. With the help of decision-makers, we would like to create a more inclusive society. 

Our goal is to learn our rights. After we have learned them, we can share this knowledge to our peers in ways which are accessible for them. Later on, we would like to build a self-advocacy network and work together with other groups in Hungary. To fight together against discrimination and to challenge stereotypes. We would like to be active citizens and raise awareness in society. To tell everyone, that just because we face disadvantages, we are people like anyone else. 
Currently, independent living has been our main priority. Nowadays, this is a relevant subject in Hungary. It is strongly related to Article 19 of the Convention, so we would like to ask questions about this subject. While writing these questions, we worked together with self-advocates who had lived in an institution earlier, but are now living independently with the right support. 

Independent living in Hungary

In Hungary, there are many people with disabilities living in large institutions. They are mostly persons with intellectual disabilities, autism, psychosocial disabilities, and complex needs. These institutions often have 8 or 10 people in one room. There are also cases, when 2 or 3 people are living together in very small rooms. People in these facilities do not have any privacy. They are often not allowed to decide, when and what to eat. Many times they are not allowed to go out of the institutions. These facilities are often placed on the edges of towns. Residents do not meet other people, so they cannot be part of the community. In large institutions, independent living is impossible. 

In Hungary the first phase of deinstitutionalization had finished. Almost 700 people moved to smaller facilities. The second phase is going to start soon. This means that in the coming years many people with disabilities will move out from institutions. Both phases are paid from EU funds. Apart from this no measures has been taken. There are just a few supported living facilities. There some good examples, but there is still a lot of work to do. The Government promised to finish the DI process until 2036. 

To have a paid job is essential to live independently. There are not many workplaces in Hungary, where persons with intellectual disabilities could work. Companies usually do not want to employ us. 

We also need access to information and to services to live independently. 

Society is not inclusive enough. There are not enough professionals to support people with disabilities, who want to live independently. There are no trainings for residents of institutions, for support persons, and for parents. Parents are often afraid to let their children with disabilities live independently. We think that everyone is able to be independent with the right support.  

We need to make our own decisions to be independent. We are very glad that supported decision making is part of the new Civil Rights Code. This means that a person is not deprived of his/her legal capacity, but gets support to take decisions. The problem is that not many people with disabilities use this opportunity. Persons with intellectual disabilities and their families do not know about it. And judges still place people under guardianship instead of advising supported decision making. The Government does not spend enough money on raising awareness in this matter. There are no national campaigns advocating for supported decision making instead of guardianship.
1. Why have institutions in Hungary not been closed already?

2. Why is 2036 the deadline of deinstitutionalization?

3. In what ways does the Government involve civil society organizations and persons with intellectual disabilities in the DI process?

4. Why are there not more workplaces in Hungary, where also persons with intellectual disabilities could find a job?

5. Why does Hungary not pay special attention to physical accessibility and access to information?

