Submission Regarding the

[bookmark: _GoBack]Draft Guidelines on Deinstitutionalization, including in emergencies Committee on the Rights of Persons with Disabilities.
This submission is submitted jointly by Profound Ireland and the Parents Family & Friends Association of St John of God Dublin South East Housing & Supported Living Committee.
Profound Ireland is an association of parents and supporters of disabled people with extensively high support needs. The majority of associates represented are people with Intellectual disabilities who have higher support needs; the individuals may be non-speaking or communicate non verbally and have multiple support requirements in accessing their day to day life.
The Parents Family & Friends Association of SJOG Dublin South East is an organisation representing a community of 800 services users and families who receive some form of disability services from St John of God Community Services in the south Dublin region of Ireland. The organisation has been actively advocating for the needs of the intellectual disability community in Dublin south east since 1972.

The authors of this submission have many years experience of formal and informal advocacy and engagement on behalf of their family member with an intellectual disability. Group member experience includes:

· Member of the National Housing Strategy for People with a Disability Implementation Monitoring Group,
· Member of the Board of Inclusion Ireland,
· Member of the Personalised Budgets Taskforce,
· Member of the Dun Laoghaire Rathdown Housing & Disability Steering Group,
· Chairperson of the Parents Family & Friends Association of St John of God Carmona Services (DSE),
· Chairperson of the Board of St John of God Housing Association (Approved Housing Body),
· Member of the national Disability Stakeholders Group (DSG),
· Member of Dun Laoghaire Rathdown County Council,
· Member of the Dublin Mid-Leinster Regional Health Forum.

This submission is based on a decade of ongoing engagement and consultation with members and associates on the topic of Housing and Supported Living, and active advocacy and engagement with the State in an effort to achieve improved outcomes for our community of intellectually disabled persons.



We welcome the Committee’s recognition of the necessity to accelerate the process of transitioning people with disabilities to live unsegregated lives in local communities and wholeheartedly support the Committee’s efforts to provide guidance to State
Parties on how this can and should be achieved. Unfortunately we do not feel that the current draft document actually provides the guidance and direction required.


Overall structure and emphasis of the Draft Guidelines.

This submission will not delve into the overall structure and emphasis of the document, other than to say that the use of invariable language such as “Should”, throughout the document, does not provide definitive boundaries to the expectations on State Parties to actually “deliver”.


Emphasis of this Submission.

The emphasis of this submission however is to address the “unintended consequences” impact which the global emphasis on Deinstitutionalisation is having in the real lived experience of people with intellectual disabilities or autistic people
who have a moderate to extensive support need, for whom the State Party is refusing access to a social / care / supported living service.
While delighted to see such a significant and much needed effort being made to address institutionalisation and deinstitutionalization with respect to mental health, we would implore upon the Committee to take this opportunity to also specifically address an increasingly prominent form of institutionalisation which impacts upon people with intellectual disabilities.


A decade of State Engagement - an abdication of responsibility.

Having been intricately involved in State Party monitoring of Housing for Persons with Disabilities and deinstitutionalisation, it is very obvious that there are 2 very distinct and undeniable attitudes towards the concept of supported living and deinstitutionalization.
· The first is that many State Parties almost exclusively think of the concept of an institution merely in terms of being a physical building or campus rather than “living independently and being included in the community”.
· The 2nd attitude is that by simply ending new placements into large or campus based institutions that State Parties believe they are being compliant with overriding CRPD policy.

· The issue is, that in closing institutions, no alternative has been systematically made available to people with intellectual disabilities and therefore the only “option” is for individuals to stay living with their families, often for decades
longer than they should have to, in a form of informal extended guardianship, into their 50s and 60s, with ageing or elderly parents in their 60s, 70s, and 80s, who are not supported with formal assistance to meet the will and preference and care needs of the intellectually disabled individual. This is a breach of the person’s human rights under article 19 of the UNCRPD, it is also a complete abdication of responsibility from the state in the provision of housing and supported living options which are UNCRPD compliant AND offered to individuals before crisis situations emerge within families.


Housing Inequality - The Decongregation Emphasis hides attention from emerging tsunami of unmet need.
Ireland’s claimed efforts to achieve CRPD compliance with respect to decongregation of inappropriate institutionalised settings is admirable and welcomed, if in reality being an abject failure.
Almost as many people died in congregated settings as moved out into a community living arrangement since the policy was implemented. At the same time, in parallel, 1300 people under the age of 65 were placed into another form of institutional setting, nursing homes, due to the lack of availability of funding to enable community based supported living.
All Housing narrative is exclusively centred on decongregation, giving a false
impression that the State is actively attempting to address the Housing needs of people with intellectual disabilities. This is simply not true.
The State is merely transferring some people with an intellectual disability who are already in receipt of a Supported Living Service to a more appropriate type of living, with disability housing policy failing to address the significantly increasing number of people with an intellectual disability being restricted to being supported by informal care by family in the family home, in stark contravention of paragraph 25 of General Comment #5 of Article 19 of the CRPD.
The reality is that State Party policies to avoid the costs of supported living and housing has resulted in a new form of Institutionalised Setting in which:
· People have no influence over whom they have to accept assistance from. It is a choice of a parent or nobody, until the parent dies.
· People are isolated and segregated from independent life in the community because they have no supports other than from elderly and often disabled parent(s),

· People have a lack of control over day-to-day decisions because their
informal care may not have the capacity, or willingness, to comply with Will & Preference decisions,
· People have a lack of choice over whom they live with, because they are provided with no other option other than to reside with family until the last remaining parent dies, and then they have little or no alternative other than to accept where they are “put”,
· People experience rigidity of routine irrespective of personal will & preference because they do not have formal supports which they can direct and are subject to the abilities and conflicted demands of parent carers,
· People are restricted to, and limited to, the monotony of identical and repetitive activities, such as watching TV, because parents don’t have the capacity or time to meet the person’s will and preference.
This IS the Committee’s definition of an Institution (paragraph 15), and we ask that the Committee seek to ensure, through the revision of the Guidelines on
Deinstitutionalisation, to emphasise that this State Party long term reliance on
informal care rather than the provision of appropriate formal supports for supported living IS A FORM OF INSTITUTIONALISED SETTING which must be addressed
with detailed national policies for the planned transition of people with intellectual disabilities into supported independent living at an appropriate age, similar to the average age at which general population leave the family home and live
independently.


Suggestions for Document in General:

We ask that all references, within the draft guidelines document, to “institutions” be extended to read

“institutions and institutionalised settings”.


We would also ask that references to “physical restraint” also be extended to include

“emotional restraint”.


Paragraph specific comments and suggestions:

Within paragraph 4, we would recommend that the wording and context of “continue to be placed in institutions” be expanded to include

“persons with disabilities being effectively denied access to appropriate supports to enable transition to in-community supported living at an appropriate age or in response to inadequate or unsustainable informal care”.


Again, within paragraph 4, we would ask that reference to “life-threatening conditions” be expanded to include
“life-limiting and quality of life limiting conditions”.


Paragraph 6 is highly oriented towards the arbitrary detention and deprivation of liberty with an emphasis on forced medical interventions. People with intellectual
disabilities similarly experience arbitrary detention and deprivation of liberty, though primarily due to state parties unwillingness to fund appropriate support services to enable people with intellectual disabilities to exit the family home and enjoy
in-community time and activities, when elderly, or themselves disabled, parents are unable, or unwilling, to do so.
State Party reliance of ageing family members as being primary caregivers and social support is creating a new form of Institutionalised Setting, wherein safeguarding policies and safety standards may not apply.


Paragraph 8: “State parties should abolish all forms of institutionalisation” suggest adding
“including isolation and segregation from independent life in the community due to state party reliance on provision of supports from elderly and often disabled parents”.


Paragraph 9: “States Parties should not use lack of supports and services in the community, poverty, or stigma to justify ongoing maintenance of institutions, or delay their closure.” suggest adding
“nor high levels of reliance on informal care from family as an alternative to the provision of genuine supported independent living”.
Paragraph 14: The exhaustive list of what is considered to be an Institutionalised form of placement, such as “group homes” or “family-type homes” will effectively eliminate virtually all in-community living options for people with intellectual disabilities. Our lived experience concludes that the Will and Preference of a high percentage of our local community of people with intellectual disabilities, be they a moderate intellectual disability such as down syndrome, or those with significantly

higher support needs such as Cri Du Chat (5P-) syndrome, actually feel more comfortable with, and want to, live with 1 or 2 or 3 of their peers (friends) in a shared living arrangement. Paragraph 14 requires amendment with greater clarity on this matter or State Parties may use the proposed draft wording to support a position that “in-community Group Homes” have been declared non-compliant by the CRPD
Committee.


In Conclusion

We ask that the Committee take this opportunity to categorically state within this guideline, thereby leaving no ambiguity, that “leaving” intellectually disabled adults in the homes of, and reliant on informal primary care from, ageing and elderly parents, commonly until a crisis arises upon the death of the last remaining parent, with limited access to community, is an identified and recognised form of Institutionalisation, and that the Committee require State Parties to urgently prepare policies and plans to prevent the development of such potential Institutionalised Settings.
