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Preamble

Ukraine ratified the UN Convention on the Rights of Persons with Disabilities (CRPD) in Dec 2009, in March 2010 CRPD came into force and got the status of a basic Ukrainian law on the rights of persons with disabilities. Submitted in April 2012 initial report of Ukraine on CRPD implementation was considered in 2015. All-Ukrainian NGO Coalition for Persons with Intellectual Disabilities together with two DPO partners in 2012 submitted a shadow report focused on the rights of persons with intellectual disabilities.  It was a great honor for the Applicant to participate in 2015 in the procedure of the Initial Report consideration by the UN Committee on the Rights of Persons with Disabilities. 
Because of the significant concerns about deterioration of the situation on institualization of Ukrainians with intellectual disabilities (further mentioned as ID) in 2015-2019, this Alternative Report is focused on their rights. Still, in many items covered also are the rights of persons with psychosocial disabilities as Ukrainian legislation does not differentiate these two groups (both groups include more than 261 thousand Ukrainians according to the Decree of the Cabinet of Ministers of Ukraine No 1018 as of 27 Dec 2017). 
As is recommended by the “Guidelines on periodic reporting to the Committee on the Rights of Persons with Disabilities, including under the simplified reporting procedure (CRPD/C/16/3)”, this Alternative Report contains information on the gaps in implementation of the Committee’s Concluding Observations in relation to the initial report of Ukraine (2015) and recent developments in the State party within the period of 2015-2019 that touches upon the rights of Ukrainians with ID.
A brief description of the applying organizations

All-Ukrainian NGO Coalition for Persons with Intellectual Disabilities was set up in 2004. It unites 116 grass-root DPOs and service agencies representing about 14 thousand persons with ID, their families and professionals (totally over 30 thousand persons). It’s mission is to advocate for the rights of persons with intellectual disabilities on the national and local levels. Besides, both the DPOs and the service agencies provide community based services to persons with ID. 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 Ministry of Social Policy of Ukraine, numerous working groups, e.g., the working group on introduction of the easy-to-read format of information presentation attached to the Ministry of Education and Science of Ukraine.  In addition, the Applicant appreciates highly the opportunity to collaborate with the Office of Ukrainian Ombudsman which is considered by the Applicant as the main defender of the rights of Ukrainians with Intellectual disabilities through the national preventive mechanism Ombudsman+ and its initiatives aimed at the changes in the system of care. A special working group on the rights of persons with intellectual disabilities had been established at the Ombudsman Office to try and stop their ongoing institutialization and discrimination. To prepare this Shadow Report, a wide discussion was held in June 2019 with involvement of persons with ID, their family members and care professionals. 
The partner of the Alternative report, “Djerela” Charity Association is a DPO from the city of Kyiv which unites more than 180 families that had been advocating for the rights of persons with ID for the last 25 years. Being a typical Coalition member, it was the one that initiated establishment of this national network.
Information on the gaps in implementation in 2015-2019 of the Committee’s Concluding Observations in Relation to the Initial Report of Ukraine (2015) 
With gratitude to the UN Committee on the Rights of Persons with Disabilities the Applicant notifies that some recommendations were specially focused on the rights of Ukrainians with intellectual and psychosocial disabilities. Among them there are recommendations No 19 (CRPD Art.8), 28 (Art.13), 36 (Art.19), 50-51 (Art. 27). In addition, two recommendations did not mention persons with intellectual disabilities, still, they were focused on legally incapable persons with disabilities which are directly referred to persons with ID and psychosocial disabilities (totally, more than 41 thousand Ukrainians are recognized legally incapable by the court), namely, recommendations No 26-27 (Art.12) and No 54-55 (Art.29).
The participatory discussion on implementation of the right of persons with ID within the reported period concluded that the State party made significant efforts to observe the rights of children with intellectual disabilities as a part of implementation of the National Strategy on Reformation of the System of Institutional Care and Upbringing of Children for the Period of 2017-2026 years approved by the Decree of the Cabinet of Ministers of Ukraine as of 9 Aug 2017 No 526-p. At the same time the State party fully ignored those recommendations of the UN Committee’s Concluding Observations in Relation to the Initial Report of Ukraine (2015) which were focused on adults with intellectual disabilities and covered their rights to full legal capacity, supported decision making, deinstitualization, vote, supported employment, access to information.  
The Applicant assesses the efforts of the State party to implement the UN Committee recommendations mentioned above as minimal. So, the details of recommendations are as follows:
Recommendation No 19 (CRPD Art. 8 conc. info accessibility)  
A special item about introduction of the Easy-to-read format of information presentation for persons with ID (No 38.8) was included into the  plan on human rights  strategy implementation (approved by the Decree of the Cabinet of Ministers of Ukraine No 1393-p as of 25.11.2015 ). Accordingly, a special working group on Easy-to-read introduction was established in 2017 at the Ministry of Education and Science of Ukraine. Neither the national Easy-to-read standards nor the list of documents that have to be developed in the Easy-to-read format by the national and local authorities were approved, the activities suspended. Still, in July 2019 the working group re-started its activities following the support from the international non-governmental organization Inclusion Europe which confirmed its readiness to provide its materials on the Easy-to-read for free. The Applicant expresses its hope that the Easy-to-read format will be introduced within the next reporting period.
The Applicant would appreciate highly if the UN Committee on the Rights of Persons with Disabilities could recommend to the State party to develop and approve the official recommendation as for the use of the Easy-to-Read format of information presentation for persons with ID in the following spheres: life safety, emergency situations, human rights, community inclusion, supported employment, education, public health, social welfare, transportation, sports, culture, recreation. It is necessary to oblige all the public and private legal bodies to provide basic information for persons with ID in the Easy to-read formal. 
Recommendation No 28 (CRPD Art. 13 conc. access to justice)
The Committee urged the State party to ensure equal access to judicial and administrative proceedings to all persons with disabilities, including access to documents in accessible formats for persons with intellectual and psychosocial disabilities.
The Applicant states that the persons with intellectual and psychosocial disabilities are among those who have a high probability of participation in the court sittings if to compare to the other population groups. They more often undergo the juridical procedures about their legal capacity and involuntary psychiatric care. 
 No steps were made within the reported period to ensure access to documents in accessible formats for persons with ID while participation in the court. 
The Applicant would notify that on the one hand, an important step was made by the State party for the fair court solutions on persons with intellectual and psychosocial disabilities owing to the novelty in the Civil Procedural Code of Ukraine (Law 1618-IV) according to which a person herself/himself has to participate in the court session if her/his case is considered as for the legal capacity and involuntary psychiatric care. 
In addition, the Applicant would appreciate highly if the UN Committee could take into consideration the other barriers in the access of persons with intellectual and psychosocial disabilities to justice, namely, the lack of special procedures of court session for persons with ID (including the procedure to confirm the fact that the court session participant with ID realizes her/his rights and obligations, the issue considered, the possible consequences of the court solution etc). Besides, a court session participant with ID would need a personal assistant during the court to get empowerment, orientation, comments and explanations. Without a special training event in accessible format a person with ID might not understand at all what is going on with her/him. These persons may not understand the national justice system, the roles of its participants, the meaning of court sentence, e.g. on legal incapacity, guardianship, involuntary psychiatric examination etc. Without a personal assistant the person with ID might not find the court session site and follow the due procedures. And it should repeatedly be advised to the State party that the court session documents are to be produced in the Easy-to-read format for persons with ID. 
Recommendation No 36 (CRPD Art. 19 conc. deinstitualization) 

According to the reports of grass-root DPOs, the majority of adults with ID can only rely on institutional care in the case their family lose the capacity to take care of them. According to the study of Ukrainian institutional system for persons with intellectual and psychosocial disabilities implemented by the Federation of Global Initiative on Psychiatry in 2018, over 47 thousand Ukrainians are placed into the institutions due to the lack of supported living in the community - more than 41 thousand persons in the institutions for adults and over 6000 persons in those for children ( ref. https://www.gip-global.org/files/report-ss-ukr.pdf).
During the monitoring visits of the Ombudsman National Preventive Mechanism on human rights in the places of detention, the following violations of human rights of persons with disabilities in care institutions were identified and reported by the Ombudsman of Ukraine: isolation of the clients and keeping them in the improper conditions (in the premises without a heating supply, without electric light, the necessary furniture and equipment, in tiny rooms, in sanitary rooms without doors etc), without proper medical care, with limited telephone communication, without proper meals, etc (ref: Annual Report of the Ombudsman, 2018, access through https://notorture.org.ua/wp-content/uploads/2019/04/Report-2019.pdf).
Typically, a person with ID living in the community with her/his parents is not provided with the day care services. During the last 6 years the network of the local organizations which are the Coalition members every January had urged the parsons with ID and their legal representatives to apply for the community based social services to their local authorities. Typically, they either receive no answer at all, or are explained that there are no resources to provide day care. The applicants’ needs are not responded, there are no waiting lists for the services, the national authorities state that community based support is the responsibility of local authorities. The local authorities state that they have no funds for the supported living and community based support of adults with intellectual and psychosocial disabilities. No efforts were made for the reorientation of funds spent on institutional care, for example, through introduction of the family based foster care of adults with ID, although such a recommendation was made by the Scientific and Research Institute of Labor and Occupation of the Population of Ukraine subordinate to the Ministry of Social Policy of Ukraine in 2017 (ref. http://ipzn.org.ua/simejni-formy-prozhyvannya-dlya-osib-pohylogo-viku-ta-invalidiv-yak-innovatsijnyj-vyd-sotsialnogo-obslugovuvannya-v-ukrayini/).
The Applicant considers that the policy of institulization of persons with disabilities dependent on external care, including those with intellectual and psychosocial disabilities, are deeply rooted in the policy of social protection of persons with disabilities as determined by Art. 4 of the Law “On the basis of social protection of persons with disabilities in Ukraine” (Law 875-XII) which does not cover community inclusion, prevention of segregation and institualization, supported living, supported employment and overcoming stigma. 
It is also important that the legal individual guarantees to a person with disabilities cover neither social services nor reasonable accommodations (according to Art. 5 of the same Law, the legal individual guarantees to a PWD include rehabilitation only). No statutory guarantees to a person on social services are included in Art. 12 of the Law “On social services” (2671-VIII). It states that a Ukrainian citizen has got the right to a social service after the Contract on social service provision is signed (not in the case when appropriate need is requested and confirmed).
Another discriminating item of the Law “On Social Services” states that the social service of “physical convoy” (personal assistance) can only be provided to persons with disabilities who have impairments of locomotor system and are a wheel chair users or have visual impairments (Art.16.6.13). So, persons with a severe intellectual disability, autism, challenging behavior etc are not entitled to personal assistant. Community inclusion is laid down on their parents.
The parents burn out quickly and need respite care. Still, respite care can only be provided to the parents of children with disabilities according to Item 20 of the List of social services to persons in complicated life circumstances who can not overcome them independently approved by the Decree of the Ministry of Social Policy of Ukraine   as of 03.09.2012 No 537. The parents of those adults with disabilities who need permanent external care and who provide such a care on 24/7 basis are not entitled to respite care service.
In addition, until 2018 there was a special regulation of the Ministry of Social Policy about functioning of the Unit of Temporary or Permanent Care over Adults with Intellectual Disabilities (group home), but it was cancelled according to the Decree of the Ministry of Social Policy as of 14.03.2018 No 355 in spite of the clearly pronounced protests of the Applicant.
A series of steps toward deinstitualization was suggested by the Applicant to be included into the draft Action plan on implementation of the Concept on Reform of Mental Health Protection in Ukraine for the period until the year 2030 approved by the Cabinet of Ministers of Ukraine as of 27.12.2017 No 1018. The Draft Action Plan is still being discussed, not approved. The Applicant should note that the draft Action Plan made public until recently did not contain either criteria of achievement, or the funds to be allocated. So, both the Concept itself and the draft Action Plan are of declarative character.
The numerous Applicant’s request to the Cabinet of Ministers of Ukraine to consider the issue of deinstitualization of adults with intellectual and psychosocial disabilities at the sitting of the Board on Disability Issues attached to the Cabinet of Ministers of Ukraine were ignored within the period of 2015-2019. 

With regard to the lack of resources on deinstitualization of adults with disabilities and the need of a double budget during the period of reorientation of institutional care into the supported living services, the Applicant considers that it is not realistic to request significant steps on deinstitualization of adults with ID in Ukraine in the nearest future. Still, the State party has at least to take steps to prevent further institualization of adults with ID: 
- Introduce additional measures to support those families who take the load of care over adults with intellectual and psychosocial disabilities in the community: ensure respite care, provide training programs and counseling on their requests, introduce obligatory annual information to every family about the state support for the current year including novelties, ensure funds for the running of self-help groups, programs of involvement volunteers, 
- Simplify the procedures of access to the statutory benefits, support and reasonable accommodation for persons with ID, including: determine how the rehabilitation commission of the rehabilitation agency can insert changes into Individual Rehabilitation Program to implement Art. 17 of the Law “On Rehabilitation of Persons with Disabilities in Ukraine; cancel  the request of the medical certificate No 027 when a person is applying for rehabilitation services according to the procedure determined by the Decree of the Cabinet of Ministers of Ukraine No 80 as of 31.01.2007, prolong the period for which the statutory benefit for provision care over a person with a psychiatric disability of the 1st and 2nd group is nominated from 6 months to 12 months, it is of paramount importance to return to the previous amount of such a benefit to equal a minimum salary (which was substituted by the current norm about the benefit equaling minimum life expenses in 2017 according to Article 5 of the Law “On Psychiatric Care” (Law 1489-III) which made the benefit twice lower; 
- Introduce the system of family based foster care of adults with ID in the case the cost of such a care per one person in not higher than that of institutional care;

- Introduce targeted social services for persons with ID including personal assistance (physical convoy);

- Ensure public funds from the state budget for the 12 months coverage of the costs of the Program of day care service by the network of NGOs which are the members of All-Ukrainian NGO Coalition for Persons with Intellectual Disabilities. Currently this program is based on 38 NGOs from 20 regions of Ukraine (45 group 8 adults with ID each, totally for 360 persons). Although the local NGOs ensure matching resources (the premises, program administration), the public funds from the state budget can only cover 2 months and 5 days of the day care;

- Develop and approve of a targeted regulation about establishment and functioning of a community based Group Home for adults with intellectual disabilities to be established by the local authorities.   

No 50-51 (CRPD Art. 27 conc. supported employment in open labor market)
No special measures on supported employment in the open labor market of persons with intellectual and psychosocial disabilities were taken by the State party within the reported period. Moreover, the Applicant considers that the current mechanism of supporting employment of PWD in Ukraine is not effective and abusive. According to the Law “On the basis of social protection of persons with disabilities in Ukraine” (Law 875-XII), 4% of jobs have to be occupied by PWD. Still, there are no notifications about the obligation to employ persons with intellectual or psychosocial disabilities and no preferences or supportive measures for them. So, these people compete in the open labor market with the highly qualified and motivated employees with a physical or a sensory disability. In the case an employer does not observe the 4% quota, she/he is fined. It would be logical if the money of the fines accumulated in the Fund of Social Protection of Persons with Disabilities be spent on their employment be it supported employment in the open labor market or shelter employment. But Article 20 of the Law “On the basis of social protection of persons with disabilities in Ukraine” (Law 875-XII)  says that these funds can be spent not only for the “creation of a job for a PWD”, but also for social rehabilitation and even rehabilitation with the use of sports and physical culture. 

The Applicant considers that the changes should be introduced into Article 20 of the named Law to determine that the funds received from the money of fines has to be  used on job assistance and arrangement of shelter employment (functioning of shelter workshops). At least 10% of this money have to be spent on employment of persons with intellectual and psychosocial disability according to the proportion of them in the overall disability number of PWD in Ukraine. 
No 26-27 (CRPD Art. 12 on substitution of guardianship system by the system of the supported decision making)
No steps were even planned by the State party to introduce the supported decision making as a substitute for the guardianship mechanism. Still, some efforts were made to regulate the current system of guardianship, e.g. limit the period of legal incapability to two years. In addition, developed was the governmental draft Law “On guardianship over the legally incapable adults” (registered draft Law 4606). But the Parliamentary Committee on Veterans and Persons with Disabilities had rejected the Governmental draft. The lack of special legislation does not allow to develop norms on the functioning of local authorities in the sphere of protection of the rights of persons with ID who are currently recognized legally incapable, but who in the future might be eligible to support in the decision making. At the moment it is the task of the local guardianship committees. There are examples when 3 employees administer the system of protection rights (guardianship) in the administrative district with more than 250 thousand population (e.g., Desniansky District of the city of Kyiv).

When considering the mechanisms of protection rights of persons with intellectual and psychosocial disabilities, it should be taken into account that the Guardian (future decision making assistant) should receive remuneration for her/his services, as Art. 73 of the Civil Code of Ukraine states that the gatekeeping criteria and the amount of such remuneration should be determined by the Cabinet of Ministers of Ukraine. Still, there is no regulation to determine implementation of the name Article of the Civil Code. 

The Applicant submitted a suggestion to the Ministry of Social Policy of Ukraine concerning implementation of Recommendation No 26-27 of the UN Committee on CRPD (2015) and Art. 73 of the Civil Code of Ukraine (Law 435-IV). It was proposed that those persons with disabilities who are already recognized legally incapable by the court, but who are neither nominated a guardian, nor placed into the care agency, should receive the new service of supported decision making. But the Ministry of Social Policy provided an official letter No 24786/0/2-18/58 as of 17/12/2018 signed by the Deputy Minister explaining that there are funds to implement Article 73 of the Civil Code of Ukraine.
Thus, the Applicant expresses its conviction that the process of substitution of the guardianship system is long and complicated, still, it has to be carefully planned and divided into separate steps. New nomination of legal incapacity should be carefully avoided. The current system of partial legal capacity limitation should be used as less restrictive for the person’s rights (according to Art. 36 of the Civil Code of Ukraine). 
Besides, the State party should select the supported decision making mechanism appropriate for Ukraine and in the 1st stage of reform apply this mechanism towards those persons who do not realize the meaning of their actions and who have no relatives to support them. Paid decision making assistants should be appointed for these persons and public funds ensured to pay for their services. 
No 54-55 (CRPD Art. 29 on the right to vote for legally incapable persons with disabilities)
To implement the recommendation 54-55, a special item was planned in the Action Plan to implement the National Strategy on Human rights approved of by the Decree of the Cabinet of Ministers of Ukraine as of 23.11.2015 No 1393-r No 45.1. “To study international experience as for the right to vote for legally incapable persons with regard to the specificity of the institute of legal incapacity”. So, the Ministry of Justice led the investigation and came to the conclusion that it is not expedient that legally incapable PWD be granted the right to vote.
Since the State Party has no intention to implement item A of CRPD Art. 29 (ensure the right to vote to legally incapable PWD), the Applicant expresses hope that this fact might be officially announced to the UN by the State party and appropriate mechanisms of cancellation of CRPD Art. 29.A. obligation of Ukraine through internationally proven mechanisms might be used.

Recent developments in the State party within the period of 2015-2019 that touches upon the rights of Ukrainians with ID
The Applicant finds it necessary to express two new concerns on implementation of CRPD Article 4 item 3 and Article 25 as written below.
As for the obligation of the States parties to closely consult with and actively involve persons with disabilities, including children with disabilities, through their representative organizations when decision-making processes concerning issues relating to persons with disabilities,  the special § 33 of the Procedures of the Cabinet of Ministers of Ukraine approved by the Decree of the Cabinet of Ministers of Ukraine as of 18.07.2007 № 950 with further amendment stating that all regulations of the national executive authorities that cover interests of persons with disabilities should be agreed with all-Ukrainian DPOs. Still, both the Ministry of Health of Ukraine and the Ministry of Justice of Ukraine do not always observe this regulation. E.g., the recent Degree of the Ministry of Health “On approval of changes to the list of public health agencies” as of 13.05.2019 No 1064 registered by the Ministry of Justice on 06 June 2019, registration No 585/33556. According to this Decree, a mental hospital is renamed into the agency of mental health. This solution was not agreed with any DPO. The Applicant does not share the conviction of the authors that such a renaming would contribute to combatting stigma, while renaming of a legal body would always mean additional expenses. In the situation when the mental patients might be hungry with the daily menu of 34 US dollar cents, it is not a proper way to overcome stigma. 

So, the Ministry of Justice should be more careful while observing the official procedures as determined by CRPD and the Cabinet of Ministers.
Another concern of the Applicant is about access to medications of persons with intellectual and psychosocial disabilities. The list of medications in mental health is limited, there are cases when the free recipe can only be issued once a month, so the legal representatives have to queue all night. It two regions of Ukraine the authorities decided that while the medical prescription is made by the psychiatrist, the recipe is issued by the family doctor which is too time consuming (additional visit to the family doctor).
The access of PWD to psychiatric medications should be simplified.

In addition, according to the Decree of the Cabinet of Ministers of Ukraine as of 28 March 2018 No 278 additional medications for persons with intellectual and psychosocial disabilities could only be purchased for children. The applicant would be grateful for the Committee’s recommendation to the State party to spread the free provision of appropriate medications on adults as well.
The Applicant and the partner do hope that the UN Committee on the Rights of Persons with Disabilities would support the viewpoint about the urgent need to combat multiple discrimination of persons with intellectual and psychosocial disabilities in Ukraine.
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