Written Submission on the Draft Guidelines on Deinstitutionalisation, including in Emergencies

Feedback and comments from the residents of Dom Na Krasu Institution for people with psycho-social disabilities in Slovenia

29 June 2022

Residents of the Dom Na Krasu Institution for people with psycho-social disabilities, Dutovlje, Slovenia discussed the guidelines and gave their own individual feedback; to show the many different voices who have participated in this feedback exercise different type faces / fonts have been used.

Comments, feedback, experience and thoughts are shared by: Iztok Šefran, Veronika Mržek, Dean Dobrilović, Boris Cancar, Milka Gatnik, Katja Cerne, Salih Causevic, Nina Forstneric, Brigita Obreza, Damjan Lamovsek, Leban Stanislav

With support from Urska Sorta, Ursa Medved, Sarah Humar, Tjasa Franko

Section 1: Using the Easy-To-Read document, sharing your views and comments about the Guidelines

	Comments and changes:

	
Overall reflections on the easy-to-read document:
· the document was easy to read and relatively well written, 
· the poor translation from English into Slovenian. 
· Certain misunderstandings occurred due to poor translation from English into Slovene (e.g. the translation of the English word drugs into Slovenian droge does not have the same meaning in Slovene). 
· the overall content is quite difficult and demanding.
· The document is good, only if they will really stick to it

Introduction
· we understand and know what rights are, the United Nations and the convention. A good image is used, the one that represents the world (different people) applies to every nation that lives in the world.
· in the case of rights, it is essential to add the right to use your money.
· the term “disabled people” is a very broad concept. Instead of the disabled, they can use psychiatric users.
· some people like living in institutions. They are so used to it, they like it, and they don’t want to live anywhere else, even if they have another choice.
· instead of people with disabilities in institutions often being mistreated, it would be better to write that people with disabilities in institutions are sometimes mistreated. Not everything is black and white.
· why are there English depictions instead of Slovenian in the pictures?

Institutions
· we understand the process of deinstitutionalization.
· there are experts in the institutions who are there to support the people who live inside. Relatives can come inside.
· we do not agree with the fact that you cannot choose the desired support and assistants in the institution, e. g., you go to a psychiatrist for a conversation, other employees help you, etc.…
· it is written incorrectly, in my opinion it is necessary to write: sometimes you do not have equal rights, instead you do not always have equal rights.
· instead of writing drugs, it should be written medicine (wrong translation), the same goes for electric impacts instead of electric shocks (this is no more in practice, only in Zagreb in Croatia as I know).
· everything is written too affirmatively; it does not leave the possibility of deviation; but the truth is that not all institutions are the same.

The Guidelines
· in principle, we want governments to stop institutionalization.
· all institutions do not need to be closed, not even hospitals, that would not be right. You go there to get well and then you go on from there.
· people need to be helped to relocate over time, not have to go into the community all at once. Let’s say you go from a psychiatric hospital to an institution as a transitional matter and then to a residential unit in a community.
· many governments have already tried to move people out of institutions; some people want to live in institutions, so it has failed.
· I do not agree that all the laws that support the institutions should be abolished, but they should be limited.
· I think this part is written in an understandable way, what do they mean by the fact that the laws on institutions need to be abolished… it can be changed, not abolished.
· points 3 and 4 on what governments need, where it says about money… this should be combined into one point.
· we don't understand point 5 at all! there is no such system here, we cannot imagine it. (Any plans to help communities must include people who are leaving institutions and moving into the local community.)
· we agree that governments need to think about guidelines, make new laws that will follow the guidelines and spend money to follow them.

Following the Guidelines
· we agree to ensure that people with disabilities move out of institutions (if they want), live as they want, be included in the local community.
· individual support is essential.
· it must be written that there must be a connection between all services and support groups: patronage, doctor, social worker, psychiatrist, etc.…
· provide money, support for all who were injured during their stay in the institutions, instead of injured could be explained differently, I do not understand what they mean by being harmed.
· we agree with all the above guidelines.
· wrong translation; tax number not employment numbers.

Unfair treatment of certain groups
· governments need to have a plan for how people will live when they leave the institution.
· I think that all people within the social care institution are treated equally and that there is no difference between users, e.g. there is no gender difference.

Women and Girls with disabilities
· I didn't notice it, but the government needs to pay attention to it.
· the government has to control this if it is controlled.

Children with disabilities
· we agree that children should not grow up in institutions.
· these are not places for children, governments should regulate this.
· yes, they have to go back to the community.


Final Comments – 
· It should be added more about the employment of people with disabilities. If anyone wants to work, it must be possible. This right should be emphasized in this document.
· The government should provide information for those who are afraid to move to the community and also the opportunity to try first.
· We monitor the DI process and we are involved in the process.


All the guidelines are really good, and we like this document, we support it, but we do not think everything it is possible, especially about financing – everybody moving from the institution. Also, some people need intensive care, they need a lot of care.

Page 4: An institution is not a home. We should live somewhere we call home (2).

Comment that sometimes institutions are not kept apart from the community, but it is not the same as being part of the community (3).

The picture of electric shocks is not appropriate (2), does not translate the meaning (3) and is a little bit “disturbing” (1).

Page 7: The people that live in them should be helped to move out into their communities with appropriate support (lack of the word support). (2)

Instead “All institutions should be closed down”: all people should live in the community. (3)


Page 8: People who need help and support should be given to them. (1–3)

Page 10: If governments follow the guidelines, this will make sure that persons with disabilities can: Live how and where they want to. (2,3)

Page 11: the word or meaning of freedom must be expressed here somewhere (2). Support persons with disabilities so that they can afford to live well (free) and in the way they want to.

Page 15: Make sure that the rest of the world can clearly see everything they are doing to help persons with disabilities to leave institutions and how the money is spent. (2)

Page 16: Governments should think about how certain groups of persons with disabilities will be affected and how to protect them while institutions are being closed down and people are leaving them. (3)

The document is incomprehensibly written, there are too many words I don't understand

They are difficult for me to understand, there are many “professional” words that I do not understand.











Section 2: The full Guidelines Document and changes you feel need to be made:


Part 2:   Duty to End Institutionalisation

	Comments and changes:

	
Europe should adopt a paper on deinstitutionalisation so that the same does not happen as in Hungary and in Poland regarding abortion.

For me, this is nothing [to change], because everything that says inside is very normal. It is time to put it in a document that all countries comply with and what will be the sanctions if countries do not comply.

6. institutionalisation uses harmful practices that have long-term consequences. – I would add in some form or another and emphasise even more that institutionalisation is harmful, because it is not perceived as such.

9. It needs to me emphasised that the lack of “external” funding through pilot projects etc. should not prevent perpetuate institutionalisation.

I hope our government will sign the document and stick to it. I don't agree with institutionalisation and living in institution. I want to have a “normal” life. I want to live in apartment with my girlfriend. 






Part 3:  Understanding and implementing key elements of deinstitutionalisation process

· Deinstitutionalisation process
· Right to choose and respect of will and preferences
· Community based support
· Allocation of funding and resources
· Access to accessible housing
· Involvement of persons with disabilities through their representative organisations in deinstitutionalisation processes

	Comments and changes:

	· Deinstitutionalisation process: I understand this process and I agree with what is written
· Right to choose and respect of will and preferences: I don’t want to add anything.
· Community based support: OK
· Allocation of funding and resources: I understand, OK.
· Access to accessible housing: OK.
· Involvement of persons with disabilities through their representative organisations in deinstitutionalisation processes: I know some community services. I wouldn’t add anything.

The source of financing can also be from somewhere else, but the laws are constantly changing, maybe we can come to the level of ordinary people.

The process of deinstitutionalization
· We forgot to mention the prevention of violence, as well as the need to help people to break out of institutions.
The right to choose and respect the will and desires
· Prevention of stigmatization, search for suitable jobs
Community level support
· Bravo!
Allocation of funds and resources
· How are own resources taken into account?
Access to affordable housing
· What about paying taxes (how is this taken into account)?
Involvement of persons with disabilities through their representative organisations in deinstitutionalisation processes
· All OK

Important - There is a fear among users/residents of how the community will accept us

· Deinstitutionalisation process/ Involvement of persons with disabilities through their representative organisations in deinstitutionalisation processes:
It needs to be added that people with disabilities should be included in all the stages of the deinstitutionalisation process and accordingly in all the processes that lead to changes in their lives.
· Community based support:
People should be included in the development of services they require.
· Right to choose and respect of will and preferences:
People should be able to choose a person who helps them with exercising their legal capacity.
Other people should not make decisions for them
Appointing guardians to people who have problems with handling money should be abolished and other appropriate services should be developed in this instance.

RIGHT TO CHOOSE AND RESPECT OF WILL AND PREFERENCES
We shouldn’t talk only about housing, but we should also think about employment of people with disabilities. We are often unemployed and because of this, we depend on other people's and/or governmental (financial) help. 

ALLOCATION OF FUNDING AND RESOURCES
I propose food vouchers.






Part 4:  Deinstitutionalisation grounded on a person centred and differentiated approach
· Intersectionality
· Women and girls with disabilities
· Children with disabilities

	Comments and changes:

	· Intersectionality: this part is difficult to understand.
· Women and girls with disabilities: I agree with what is written.
· Children with disabilities: I agree with what is written.

Intersectionality
· This is not written enough understandable (clear, comprehensible).
Disabled women and girls
· Forgot to put in the ban on forced contraception and castration. 
Disabled children
· Children are not allowed to grow up in an institution!


Family members should not control the lives of people with disabilities.

· Intersectionality:
Discrimination based on disability may occur also in the community. State parties should prepare a comprehensive plan for raising awareness in the communities.

No comments, all OK. 

Cross-sectoral
· This is very difficult for me to understand.
Disabled women and girls
· In my opinion it is OK.
Disabled children
· Children should have special protection.






Part 5:  Enabling legal and policy frameworks
· Creating an enabling legal environment
· Right to legal capacity
· Right to access to justice
· Right to liberty and security of the person
· Right to equality and non-discrimination
· Legal Framework and resources
· Legislation
· Institutional Settings and the situation of persons living in institutions
· Community based Services
· Identifying new elements if support systems
· Workforce analysis
· Deinstitutionalisation strategies and action plans

	Comments and changes:

	· Right to access to justice: It is not Ok that we make fascism.
· Right to liberty and security of the person: lawyers and legal consultants need to be ensured, we don’t know what we are entitled to and under what conditions.
· Right to equality and non-discrimination: there is discrimination, for sure, but I am here on my own will
· Legislation: I think that everything cannot be changed
· Institutional Settings and the situation of persons living in institutions: I don’t have any comment on that
· Community based Services: that is true

o The right to legal capacity
Restore legal capacity to all!
o The right of access to justice
This is very good, I just don't know how the courts will take it into account, because they think we are zero, nothing. 
o The right to personal liberty and security
I agree.
o The right to equality and non-discrimination
Life in an institution is discrimination.
o Legislation
If states accept it, then they must implement it.
o Institutional institutions and the situation of persons living in institutions
I have no comments.
o Community services
This is right. 
o Identification of new elements of support systems
holds
This is right. 
o Workforce analysis
Employees should have a certificate of impunity.


Right to legal capacity:
State parties should prepare a strategy and allocate appropriate funding for people to be given back their legal capacity. These procedures much be made free for people whose legal capacity was taken away. The justice system must be included in the strategy.

Right to liberty and security of the person:
Any person can act as an advocate for a person with disability where there is suspicion of harm-doing. These people should receive adequate training in advocacy.

Organisations and services should develop a strategy on how to address complaints and situations when other people do not respect the right of exercising legal capacity, act on other people’s behalf and similar.

LEGAL FRAMEWORK AND RESOURCES
This is not written enough understandable.

WORKFORCE ANALYSIS
I propose that the professional competence of the staff be checked.

Creating a supportive legal environment
o The right to legal capacity
I agree.
o The right of access to justice
I would just say this as early as 26th of May I filed a complaint and the violence experienced by my friend, to this day no one came.
o The right to personal liberty and security
I agree.
o The right to equality and non-discrimination
Life in an institution is discrimination.

Legal framework and resources
o Legislation
States must subject laws to these guidelines.
o Institutional institutions and the situation of persons living in institutions
I have no comments.
o Community services
This is right. 
o Identification of new elements of support systems
This is right. 
o Workforce analysis
Employees should have enough expertise, some work only to get paid and they do not work with heart.
- Deinstitutionalisation strategies and action plans
No comments.





Part 6:  Inclusive community support services, systems, and networks
· Support systems / networks
· Support services
· Individualised support services
· Assistive technology
· Income support

	Comments and changes:

	· Support systems / networks: OK
· Individualised support services: it needs to be added: supporting neighbours and communities that support us.
· Assistive technology: all OK.
· Income support: additional sources of financing need to be sought

Support systems / networks
· The flowers are planted.
Support services
· I support what it’s written.
Individual support services
· We need people that are humane. 
Assistive technology
· All OK.
Income support
· I support individual funding.

· Support services:
(Medical professionals can be in involved as service provides on the base of a person-centred-process.) 


79. State Parties should develop tailored services for older persons with disabilities.

· Income support:
The rights, property and given support should not be taken away to people with disabilities when leaving institutions.

People with disabilities should be given access to employment possibilities and retain the existing rights and social allowances.

It is important that the money does not run out through the process of moving in the community. It is important that if you get a chance to move for the better, you can.

All OK. 

- Support systems / networks
I agree and support this.
- Support services
I agree.
- Individual support services
Supportive community. 
- Assistive technology
I agree.
- Income support
Finances are not my main skill. 





Part 7:  Access to mainstream services on an equal basis with others
· Preparing to leave the institution
· Living independently in the community

	Comments and changes:

	
OK, I agree with what is written.

Preparation for leaving the institution
· They have to pay compensation to all of us who live in the institution.
Independent community living
· All OK.

People who cannot express themselves need also to be deinstitutionalised, regardless of their disability.
Preparing to leave the institution: I want to have my documents with me, my guardian has my cards.
· Living independently in the community
State Parties should take measures to provide additional free transportation for people with disabilities and especially for rural areas.
Persons with disabilities should have access to education in accordance with their needs and preferences, regardless of age, sex, economic background.

All OK. 




Part 8: Enact emergency deinstitutionalisation plans in situations of risk and humanitarian emergencies, including conflicts
· Remedies, reparations, redress
· Disaggregated data
· Monitoring deinstitutionalisation process
· International co-operation

	Comments and changes:

	Representative organizations and State Parties on a national level should adopt quality standards in accordance with these guidelines, which also ser for monitoring the DI process.

115. People need to be accountable for their doing in institutions.

DISAGGREGATED DATA
I don’t want the institution to store my personal data.




Contact:

Name of person: Urska Sorta
Organisation:  Dom na Krasu, Dutovlje, Slovenia
Contact email: urska.sorta@domnakrasu.si and sarah.humar@domnakrasu.si
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