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I. Introduction
1. Inclusion International is the global network of people with intellectual disabilities and their families. Our global network works to advance the human rights and full inclusion of people with intellectual disabilities and their families around the world. With over 200 organizations in our network across 115 countries throughout five regions. 

2. Inclusion International (II) welcomes the initiative of the Committee on the Rights of Persons with Disabilities (hereinafter “the Committee”) to call for submissions on the Draft Guidelines on Deinstitutionalization, including in emergencies. Being a member of the Global Coalition on De-institutionalization, we appreciate the collaborative process led by the CRPD Committee and the initiative of developing these guidelines, highly needed and requested for, by Governments.

3. Around the world, people with intellectual disabilities have a clear message: “We demand that all institutions are closed and that no new institutional type settings are built again”. Article 19 of the UN Convention on the rights of persons with disabilities (CRPD) affirms the right to choose where and with whom to live. General Comment 5 recognizes institutions as non-compliant with the CRPD. Despite this, people with intellectual disabilities are still among the most represented in institutions. 

4. Considering the short timeframe of the public consultation, it was not possible to hold a comprehensive process of consulting all our network. In the last years, our member organisations have been involved in Deinstitutionalization processes in their countries but we have not had the chance to put together the different experiences. 
5. We have attempted to highlight the experiences of our members from different regions. This submission was developed with close consultation with the members of the Deinstitutionalization Working Group of Inclusion International which draws from their experiences. Other regional and national members will provide their inputs, including self-advocacy organisations. 
6. We have heard different feedback from our members on the draft guidelines. While some welcome the draft and its comprehensive aspect, some others are concerned that the guidelines would diminish the CRPD and the General Comment No.5 or dilute the obligations under the CRPD. We would like to emphasise the importance of recognizing the CRPD and the GC No.5 as the highest standards and that these guidelines are complementary resources.
7. A unanimous feedback that we received from our members is about the delay in publicising the Easy Read version of the guidelines compared to the original document. There was almost three weeks’ difference between the two versions while people who need the easy read version need more time to review them. Inclusion International calls the CRPD Committee to ensure that all people with disabilities have equal opportunity to participate in the process and to ensure they have enough time for fair consultation. We recommend to follow the Listen, Include, Respect guidelines on inclusive participation.
II. Suggested changes in specific sections and paragraphs
Paragraph 13:
8. Refraining from repair or maintenance while people are still in institutions can be dangerous and increase harm to people with disabilities in institutions. We suggest changing the language into no more investments in capital for expansion instead of maintenance. 
9. “States Parties should immediately stop new placements in institutions, by adopting a moratorium on new admissions and on the building of new institutions, wards, and refrain from refurbish and renovate.”
Paragraphs 14 and 15:
10. Para. 14 provides examples of forms of institutions and a broad scope of institutions including in mainstream settings while para. 15 provides elements that define an institution. Considering the multiple forms and names of institutions across the world, we consider that providing defining elements is more important and should be prior than providing examples. 
11. Therefore, we suggest to change the order of these two paragraphs starting with the defining elements of an institution
12. We also propose to amend the current para 14 to link it with the defining elements. The proposed amendment is: “Considering the defining elements mentioned in the paragraph above, forms of institutionalization may include social care institutions, psychiatric institutions, long-stay hospitals, nursing homes, special boarding schools, rehabilitation centres, half-way homes, group homes, family-type homes for children, sheltered or protected living homes, transit homes, albinism hostels, leprosy colonies and other congregated settings where elements listed in the paragraph above are met”.  
13.  Para 15 also includes a reference to mainstream institutional settings. While we recognize that people with intellectual disabilities can be overrepresented in these settings, we consider that this reference may confuse the targeted audience of the guidelines considering that it is not the scope of this document. 
14. Therefore, our proposal is to remove the part that refers to mainstream institutional settings and to divide the paragraph by putting “Institutionalization includes all forms of placement and detention against the will of the person. Mental health settings where a person can be deprived of their liberty for purposes such as ‘observation, care or treatment’ and/or preventive detention are a form of institutionalization.” in a separate paragraph (new para 16).
Paragraph 20 & 34:
15. People with complex support needs are among the most institutionalised or at risk of being institutionalised. While the document includes them implicitly, we consider it is important to explicitly mention them, in particular in paragraphs that refer to support and decision making.
16. Our proposal is to add “including people with complex support needs” every time a listing of people with disabilities is mentioned and in particular in paragraphs paragraphs 20 and 34.
Paragraph 26:
17. In line with the comment on paragraphs 14 & 15, we propose to provide defining elements of segregated services instead of examples of named facilities that could be misinterpreted when translating the document or not context-related. 
18. We propose to amend the paragraph “Community-based support services, including in-home, residential, and other support services, and personal assistance should prevent the emergence of new segregated services during the deinstitutionalization process. Segregated services are services that have defining elements of institutions mentioned in para 14. These include rigidity of routine, identical activities in the same place and a disproportion in the number of persons with disabilities in the same environment.
Paragraph 41:
19. We suggest to add a subsection on older persons with disabilities that includes and recognizes the overrepresentation of older persons with intellectual disabilities and people with dementia in different forms of institutions.
Paragraph 43:
20. This paragraph provides a definition and the scope of a family. No Human Right treaty has done this and it is a controversial topic. It is important to add a reference to the paragraph that provides examples of a family. 
21. We suggest making reference to the General Comment No.22, paragraph 21 of the International Convention on the Protection of the Rights of All Migrant Workers and Members and the General Comment No.19, paragraph 2 of the International Convention on the Rights of the Child.
Paragraph 55:
22. This paragraph can be confusing as it has conflicting sentences; It mentions immediacy of action but also the necessity to go through “every effort has been extended…” which can be used as a reason for delaying the response. 
23. There should be a decision on the main aim and priority issue of this paragraph. If it refers to an emergency situation (e.g. life threatening or irreparable harm), then immediacy of action should be the unique answer without any condition. In this sense, the sentence “This should only happen where every effort has been extended to obtain the person’s informed consent, or on the basis of the best interpretation of the person’s will and preferences where affirmative consent cannot be realistically attained.” should be removed. If the situation does not have a risk of irreparable harm, then seeking the person’s informed consent should remain a necessary condition but this should be explicit.
Paragraph 84:
24. Add a sentence on portability of individualized funding at the end of the paragraph: “For persons leaving institutions, income support should be tailored to their new living arrangements. Mobility of people between States should not be a reason to stop or reduce the individualized funding”.
Paragraph 92:
25. It is important that individualized planning is independent from Governments and that it is led by the person leaving the institution. 
26. We propose to add a sentence that recognizes that planning should be done by the individual leaving the institution and should be separate from the system. 
Paragraph 93:
27. People with disabilities who have been institutionalized have lived trauma, therefore psychological support for people who may need it, is crucial.
28. [bookmark: _heading=h.gjdgxs]We propose to add the following point in the list: (g) have access to ongoing psychological support on their demand as they move into the community.
Section 9. on Remedies, reparations, redress
29. We suggest to add a paragraph with modalities of appeal. Appeal processes for survivors of institutions should be recognized and put in place.
For further information, please contact: Manel Mhiri, Global Advocacy Manager, Inclusion International at manel@inclusion-international.org
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