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Preamble

Ukraine has signed the UN Convention on the Rights of Persons with Disabilities (CRPD) in 2008, in Dec 2009 CRPD was ratified by Ukrainian Parliament and in March 2010 it came into force and became a basic Ukrainian law on the rights of persons with disabilities. The comprehensive initial report on CRPD implementation was submitted in due course in April 2012, it gives a holistic picture of the first steps on CRPD implementation in Ukraine, the comprehensive initial report was developed by the Government in close collaboration with Ukrainian DPOs, the Applicant DPOs participated in its wide discussion. Still, according to the view of 112 DPOs which are full members of the present Shadow Report Applicant, the national umbrella organization All-Ukrainian DPO Coalition for Persons with Intellectual Disabilities, Ukrainian comprehensive initial report does not fully reflect all aspects of CRPD implementation in 2010-2011 for persons with intellectual disabilities (further mentioned as ID), particularly regarding CRPD articles 4, 12, 19, 24, 26 which became the focus of the present shadow report.

Official information about the number of persons with ID in Ukraine differs: according to the report of the Deputy Minister of Health to the Board on Disability Issues attached to the Cabinet of Ministers of Ukraine there are more than 98 thousand persons with disability status due to decreased intellectual abilities (medical diagnosis – mental retardation), but according to Prof. Petro Voloshyn, Director of the Ukrainian Institute on Neurology and Psychiatry, 123 thousand persons belong to the target group (2012).

All-Ukrainian DPO “Coalition for Persons with Intellectual Disabilities” (CPID) was officially registered in 2004 to advocate the rights of persons with intellectual disabilities (ID) on national level, it unites non-governmental organizations of parents of persons with intellectual and complex disabilities as well as professionals providing services for the target group, representing totally more than 34 thousand families and professionals. Ukrainian national authorities demonstrate their readiness to collaborate with the Applicant through direct financial support of its activities from the national budget, involvement of CPID representative into the Board on Disability Issues attached to the Cabinet of Ministers of Ukraine, Civil Board attached to the State Committee on Disabled and Veterans, those of the Ministry of Health, numerous ministerial working groups on disability issues, holding of joint national public events and continuous negotiating process aimed to promote community inclusion of persons with ID. 

The present shadow report contains facts and recommendations on CRPD implementation for persons with ID which were not included into the comprehensive initial report and reflects the view of the community of 34 thousand families and professionals united under the umbrella of the network of 112 local parental non-governmental organizations from 25 regions of Ukraine. 

Articles 1- 4 - Purpose, definition, general principles and general obligations
1. After CRPD ratification Ukrainian national authorities have actively started to change the legislation in accordance with CRPD, DPOs are actively invited to participate in the discussions of new draft laws and sub-laws. The national DPO leaders are provided an opportunity to participate in the sittings of the Parliamentary Committee on Invalids and Pensioners dedicated to the discussion of the registered draft laws, various working groups on draft legislation attached to the ministries. Still, persons with intellectual disabilities have no chance to be consulted with about the draft laws, sub-laws, new policies or other decision as they are not provided with proper assistance. Besides, there are numerous cases when national DPOs are requested about their opinion on draft laws and sub-laws by the national authorities, but their suggestions are not taken into account and the reasons are not explained to DPOs even in the case the newly approved legislative act contradicts CRPD. There is no agreed procedure of how to implement CRPD Article 4 point 3 in Ukraine and closely consult with and actively involve persons with disabilities, including children with disabilities, through their representative organizations.
2. According to the commitments on CRPD Articles 1 and 4, the definition of the notion “person with disabilities” was changed in the basic Ukrainian Laws on disability issues, namely, the Law “On Rehabilitation of Invalids in Ukraine” and that “On the Basis of Social Protection of Invalids in Ukraine”. Still, the old term “invalid” was not substituted by the term “a person with disability” which is caused by the fact that Ukrainian Parliament took the Russian version of the UN Convention on the Rights of Persons with Disabilities with  the old term “Invalid”, not “a person with disability” as it is found in the English CRPD version. The Applicant had applied to the UN Committee on the Rights of Persons with Disabilities asking to initiate substitution of the term “invalid” by the term “a person with disability” in the Russian version of CRPD, but received no answer. Similarly, Ukrainian national authority did not react on Applicant’s proposal to the state of Ukraine to apply to UN about the substitution of the term “invalid” in the Russian version of CRPD. Besides, the new definition in the recently changed laws say: “an invalid is a person with a stable disorders of the body functions caused by a disease, trauma or inherited defect of mental or physical development which leads to limitation of normal vital activities and to the need in social aid and strengthened protection as well as appropriate measures on the part of the state to ensure his/her statutory rights”. The medical approach to disability and thus disability policy was not reoriented into the social approach as the discussed definition contains neither the need to equal rights, nor social inclusion. Disability according to the recently innovated Ukrainian law is still the matter of body defects to require charity from the state.
Recommendation: 
1. To gradually eliminate the expression “invalid” in official language and legal and administrative documents, and to actively advocate a reduction of the expression “invalid” in all walks of life, including the media. To introduce the term and definition “a person with disability” into Ukrainian legislation in full accordance with English version of CRPD, to no longer use in Ukraine the Russian version of CRPD in which persons with disabilities are called “invalids”. 
2. To develop, approve and implement a special national Regulation to determine the mechanism and procedure of close consultations with active involvement of persons with disabilities, including children with disabilities, through their representative organizations, both on national level and on appropriate administrative and territorial levels in the process of development and implementation of legislation and policies to implement the CRPD, and in other decision-making processes concerning issues relating to persons with disabilities. The Regulation has to contain description of the named procedures for persons with ID, including personal assistance. 

Article 5 – Equality and non-discrimination
3. Discrimination due to disability is prohibited in Ukraine according to Article 2 of the changed in 2011 Law “On the basis of social protection of invalids in Ukraine”. Reference to CRPD is used for the definition of the term “discrimination”. Still, for the cases when human rights of persons with disabilities are discriminated, no sanctions are suggested against the offenders. Besides, no criteria, indicators and procedures are determined as for discrimination in the cases when reasonable accommodation is not provided to a person with disability. 
Recommendation:

3. To determine the procedure of identification and evaluation of the cases of discrimination of persons with disabilities, especially in the cases when reasonable accommodation is not provided, and determine sanctions to officials, legal and physical bodies whose actions led to the cases of discrimination.

Article 12 - Equal recognition before the law
4. In the recent years, especially after the CRPD ratification, Ukrainian government has made significant steps to promote the interests of persons with intellectual and psychosocial disability of the 1st and 2nd disability groups: the amount of fee for the home care service provider was raised from 15 % of minimum life expenses (about 150 Ukrainian Hrynvia per month) to minimum salary (1114 Ukrainian Hryvna per month), the Ministry of Social Policy initiated improvements to the norms of personnel of psychoneurological boarding homes and establishment of Public Councils attached to these institutions with DPO involvement. Still, no steps have been made so far for the equal recognition before the law of those persons with disabilities, who do not understand their actions and their consequences. 

5. According to the Civil Code of Ukraine, identification of person’s legal incapacity and nomination of guardianship is the only statutory mechanism to protect the rights and interests of adult persons with intellectual and psychosocial disabilities. Still, legal incapacity and guardianship makes a person an object before the law, but not a subject in civil interactions: his/her signature becomes not valid, so, the person can not officially express the own view about medical treatment or care, can not apply for a job, do any financial operation, can not apply to the court or any other authorities, can not get married, etc. Only body remains, and the statutory welfare system cares about the body, but a person’s mind is no longer recognized, all decisions are taken by the guardian. 

6. Moreover, in big institutions clients often do not have individual guardians, as regulated by Ukrainian legislation, the guardianship is implemented by the institution. As 75% of the disability fee of a psychoneurological institution client is transferred directly to the bank account of the institution, the remaining 25% of the client’s disability fee can only be received by the guardian. But so far there are no regulations on how this money can be received and spent in the case when the whole institution (not an individual) implements guardianship.  So, many clients of psychoneurological institutions do not have access to 25% of their disability fee for decades, the money is accumulated on the personal accounts and are transferred back to the state budget after the client’s death.

7. There is a special significant systemic violation of the rights of legally incapable persons with disabilities which are determined by Ukrainian law: violation the right to ownership as Article 32 of the Law “On the basis of social protection of invalids in Ukraine” says that after 12 months of institutional placement of an invalid his/her living space can be withdrawn from this person to be further used for the sake of other invalids.
Recommendations:

4. To adopt a special Regulation by the national authority concerning the use of the living space of persons with disability placed in a Psychoneurological or other Boarding Homes for a period of more than 12 months whose living space was withdrawn from them. The new Regulation should determine establishment of the Special Living Fund for Supported Community Based Living for Persons with Disabilities who need external care as regulated by Art. 37 of the Law of Ukraine No 2961-IV “On rehabilitation of disabled persons in Ukraine” for accumulation and use of freed living space.
5. To make changes to the Civil Code of Ukraine (Article 41. Items 2 and 3) concerning persons with disability, who can be recognized legally incapable by the court, to affirm that persons with disabilities have the right to recognition everywhere as persons before the law and to gradually introduce the mechanism of supported decision making as an alternative to guardianship over adults with intellectual and psychosocial disabilities.
6. To take appropriate measures to provide access by persons with disabilities to the support they may require in exercising their legal capacity, including development of the standard of the social service of legal support to a person with disability, who does not understand his/her own actions and their consequences to meet CRPD Article 12 Item 2 and Article 37 of the Law of Ukraine No 2961-IV  “On rehabilitation of disabled persons in Ukraine” (in particular, to adopt a special Regulation of the Cabinet of Ministers of Ukraine).    

7. Ukrainian national authorities have to determine the procedure on the use of 25% of disability fee (remaining after 75% of disability fee is transferred to the special bank account of the Boarding Home) of a legally incapable person with disability placed into a Boarding Home or Psychoneurological Institution.

Article 19 - Living independently and being included in the community

8. According to the Ukrainian Constitution (Article 46), the state provides social protection of those citizens who can not work through development of a network of agencies which provide care over the named citizens. For persons with intellectual and psychosocial disabilities there is a system of 151 psychoneurological institutions of the state welfare system in which about 30 thousand persons get 24 hour care. According to the Typical Statutes of the named institutions, their legally incapable clients can not take solution about their place of residence or use of person’s passport; such solutions are taken by the Administration of the institution together with the person’s guardian. Since access to in-home, residential and other community support services, including personal assistance necessary to support living and inclusion in the community is available to a limited number of persons with intellectual and psychosocial disabilities in a few cities and the number of hours of services is limited to 4-6 hours per week according to the norms, isolation or segregation from the community is so far not prevented for the majority of them.

9. So far, only those persons with intellectual and psychosocial disabilities reside in the community whose family decided so and take full load of care. The first steps had already been made by the state for the introduction of their community based supported living: a Typical Statutes for the Agency of Permanent and Temporary Residence of Persons with ID (for 8-16 clients) was approved in 2007, two community based group homes for persons with intellectual disabilities for about 30 clients totally were already established (against 30 thousand clients in big institutions). Lack of stable financial support to community based group homes for persons with intellectual and psychosocial disabilities from the public money equal to that provided to big institutions is the main factor to restrict formation of the network of community based group homes – according to the Budget Code of Ukraine, public funds are only guaranteed to big Boarding Homes (called “Internats”). Thus, in Ukraine persons with disabilities who need external care have no opportunity to choose their place of residence and where and with whom they live on an equal basis with others and are obliged to live in a particular living arrangement.

Recommendations:
8. Ukrainian national authorities should approve of and implement a national program of deinstitualization of persons with disabilities with the focus on development of in-home, residential and other community support services, including personal assistance necessary to support living and inclusion in the community to prevent isolation or segregation of persons with disability from the community with obligatory public funds to implement the named program.
9. Ukrainian national authorities have to ensure financial support from the public funds to community based agencies of supported living for persons with intellectual and psychosocial disabilities for 8-16 persons which are to be established according to the valid Typical Statutes of Agency of Temporary and Permanent Residence of Persons with Intellectual Disability approved of by the Regulation of the Ministry of Labor and Social Policy of Ukraine No 392 from 23.07.2007 along with state financial support to big boarding homes through appropriate changes in the Budget Code of Ukraine which determine the rules of expenditures of the public funds.
10. The state of Ukraine should initiate establishment and support from the public funds of community based agencies of supported living for 6-8 persons with severe complex disabilities with individualized care to every client.

Article 24 – Education
10. In the recent years serious efforts were made by the state of Ukraine to develop the system of inclusive education for persons with disabilities which are described in detail in the CRPD comprehensive initial report of Ukraine. Still, according to the data of the Ukrainian Universal Periodic Review on human rights to UN as of 2012, 10,4 thousand children with disabilities have no access to education due to their health condition. The Decree of the Ministry of Education and Science from 15.09.2008 No 852 contains the list of severe diagnoses which hamper children from joining special schools. No other legislative act determines the way these children can be educated in Ukraine, thus, they remain uneducated at all.

Recommendations:

11. To develop and implement a National Program of education for children with severe forms of disabilities with appropriate financing of the program., which would include in the first stage (3 years) pilot educational institutions with open access for children of all categories of disability, with establishment a minimum of one preschool and one school in every local community/city district; to ensure physical accessibility, staffing and transportation in those institutions, in particular, a subcomponent “School bus for children with disability” of the national program “School bus” to be expanded to urban areas. 

12. To ensure individual social support and assistance for children with special needs in educational institutions according to their individual needs and establish a mechanism to encourage educational institutions to support inclusion with the concept “money goes for the individual child” 

13. To develop with the participation of NGO`s Standards of Inclusive Education which would ensure access to education for all and eliminate any discrimination on the ground of disability, associated intellectual disability, multiple disability and to stop deprivation of those persons with disability placed in institutions of social protection without any educational programs.
Article 26 - Habilitation and rehabilitation
11. Every person with disability in Ukraine who is officially awarded the status of “invalid” has got the rights to rehabilitation as is guaranteed by the Law of Ukraine No 2961-IV “On rehabilitation of disabled persons in Ukraine”. According to the data of Health Ministry, majority of persons with disabilities received their Individual rehabilitation program. Some peculiarities of Ukrainian statutory system of rehabilitation make this system ineffective and discriminative for many individuals with disabilities and even groups. First of all, assessment of the individual needs in rehabilitation is made by medical professionals of Medical Social Expert Commission functioning under the Ministry of Health, while six out of seven types of rehabilitation guaranteed by Ukrainian legislation have to be provided by non-medical professionals (pedagogical, psychological, vocational, occupational, physical, sports, social rehabilitation). As a result, non medical professionals are obliged to follow the recommendations of medical doctors. 

12. The fact that rehabilitation needs are identified and stated in the Individual rehab program does not automatically mean that rehabilitation will be provided to the person with disability. Public funds for rehabilitation in Ukraine are distributed among rehabilitation agencies of the welfare system run by the state (about 200 agencies totally), the funds are not ascribed to Individual rehab programs. In many areas, particularly in the rural ones, there are no statutory rehab agencies and rehabilitation is not provided at all. 

13. The network of parental organizations united under the umbrella of the Applicant – All-Ukrainian NGO Coalition for persons with intellectual disabilities - provides services, rehabilitation including, to more than 17 thousand persons with disabilities in 92 non-governmental agencies. But financial support to these services from the public funds is quite limited: only day care services are finances for 288 out of 17000 persons with disabilities. Financial discrimination by the state is exercised to those persons with disabilities who can not address rehabilitation agencies run by the state and have to receive rehab cervices provided by NGOs with limited financial support or have no services at all.

14. Since services to persons with disabilities are supported by the state if provided in agencies run by the state, it can be concluded that there is no habilitation at all in Ukraine as there are no habilitation agencies or programs, the need in habilitation is not identified as there is no appropriate line in the State Typical Rehabilitation Program approved by the Decree of the Cabinet of Ministers No 1686 dated 8 Dec 2006 or any other Regulation.
Recommendations:

14. To add to the National Budget Code a separate paragraph to regulate “funds for purchasing rehabilitation services for persons with disability according to the Individual Rehabilitation Program” and develop and approve a special Regulation of the Cabinet of Ministers of Ukraine “On the mechanisms of Purchasing of the Rehabilitation Services According to the Individual Rehabilitation Program”, to foresee purchasing those services from public and municipal service providers, as well from nongovernmental, charitable, religious organizations and from individual private entrepreneurs
15. To determine in the Budget Code of Ukraine the rules of financial support from public funds for the “Rehab Centers for persons with ID of mixed type” established in accordance with the valid Typical Statutes of Agency of Rehab of Persons with Intellectual Disability approved of by the Regulation of the Ministry of Labor and Social Policy of Ukraine No 392 from 23.07.2007. 
16. To regulate the identification of needs in habilitation services to persons with disabilities and the mechanisms of their provision for the public funds.

Article 29 -  Participation in political and public life
15. According to Article 70 of the Constitution of Ukraine, legally incapable persons do not have the right to vote which is a systemic discrimination of political rights of 48 thousand persons with disabilities officially recognized legally incapable.

Recommendation:
17. The national authorities of Ukraine have to review the Constitutional norm that discriminates  political rights of persons with disabilities officially recognized legally incapable (Article 70 of the Constitution of Ukraine) and regulate the right of all persons with disability to vote on equal basis with others. 
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