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Introduction

In August 2017 the UN disability committee brought out a “General Comment” on Article 19 of the UN Convention on the Rights of Persons with Disabilities.
The UN Convention on the Rights of Persons with Disabilities is an international human rights treaty that aims to protect the rights of Disabled people. The UK Government is signed up to it but the Convention is not written into UK law. However, lawyers can refer to what it says in court to support legal cases being taken under points that are in UK law.
Treaty: an agreement
A General Comment sets out how to understand what a human rights treaty says on different issues. 

This General Comment sets out how to understand Article 19 of the Convention. Article 19 is about the right to living independently and being included in the community.
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This paper provides a summary of some of the points made by the UN disability committee that are to do with issues of importance to people with learning difficulties.
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 In this this paper we have used the wording Deaf and Disabled people rather ‘persons with disabilities,’ used by the UN Committee.
Where the Committee has said something important for the first time and/or it is useful for People First’s campaigning we have highlighted this in turquoise in a box.  

We have also mentioned when the Committee’s comments may be used for taking legal action, particularly if Article 19 becomes part of UK law.

The Committee’s comments on Deaf and Disabled people’s independent living till now  
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Deaf and Disabled people have been left without choice and control across all areas of their lives for many years. Also it has been believed that some Deaf and Disabled people are unable to live independently.
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Support has been unavailable or only available in particular living arrangements such as care homes and hospitals or other institutions. This has led to Deaf and Disabled people being dependent on family or put in institutions and left uncared for, kept isolated and separated from non-disabled people. 
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Also many Deaf and Disabled people live in poverty, so are left out and unable to access activities and leisure services, like going to the cinema.  This can result in Deaf and Disabled people experiencing discrimination and being kept separate from non-disabled people, this can lead to Deaf and Disabled people experiencing violence and being mistreated or abused and also it can result in negative labels so Deaf and Disabled people are always kept away from being involved in the community.    
Discrimination: here it means not being treated equally to other people.  
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The Committee says that policies and strong plans of action are needed to make sure that Deaf and Disabled people are valued and included. The plans should push the right to independent living in Article 19 forward.  
What rights does Article 19 give Deaf and Disabled people?
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At the centre of Article 19 is the belief based on human rights ‘that all human beings are born equal in dignity and rights and all life is of equal worth’.  
Dignity: here it means being respected
[image: image13.jpg]


Article 19 recognises the equal right of all Deaf and Disabled people to live independently and be included in the community, with the freedom to choose and control their lives.  The Committee explains what this means in practice, please see below:  
(a) Independent living

Independent living/living independently means Deaf and Disabled people are able to have choice and control over their lives and make all decisions about our lives.  Independent living also means being able to access transport, information, communication and personal assistance, health care, decent employment, a home, keeping clean, healthy food, clothing, a daily routine, religion, relationships, sex and children.  
Daily routine: activities that you do every day, such as getting up, getting dressed, having breakfast…  
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The Committee goes on to say: 

These activities are linked to the development of who we are: where we live, who we live with, ‘what we eat, whether we like to sleep in or go to bed late at night, be inside or outdoors, have a tablecloth and candles on the table, have pets or listen to music’. Such actions and decisions form who we are.
This is the first time the UN Committee has listed in detail the types of activities that Deaf and Disabled people should have choice and control over to enable independent living.
Also for the first time the Committee highlights that these daily choices are important because they form who we are.  
So if we are not enabled to make these choices ourselves this has a harmful impact on who we are and the Government should make sure that this does not happen.  
The Committee also lists in detail for the first time the type of services that need to be accessible to enable Deaf and Disabled people’s independent living under Article 19.
All this information is very useful for campaigning.  The information may be useful for taking legal action, particularly if Article 19 becomes part of UK law.  
(b) Being included in the community
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The right to be included in the community gives the right to full inclusion and participation in society. 
This a key human right and is closely connected to Article 29(1) of the UN Declaration of Human Rights.  Article 29(1) says: 

“Everyone has duties to the community in which alone the free and full development of his personality is possible.”
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This is the first time the UN Committee has highlighted the important link between a person’s development and the right to be included in the community under Article 19. 
If a person is kept in an institution like a care home or hospital and is not able to be involved in activities in the community they cannot develop fully and the institution could be seen as being responsible for the person’s lack development and Government should be stopping this from happening.
This information is very useful for campaigning and could be used to take legal action, particularly if Article 19 becomes part of UK law.   

The General Comment says that all systems, the local authority and people such as carers and family members involved in making decisions for Deaf and Disabled people must be replaced by support for Deaf and Disabled people to make decisions for themselves. 
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Deaf and Disabled people should be provided with accessible information to enable them to make decisions.

All forms of ‘Guardianship’ must be stopped.

Guardianship: Protecting or looking after another person.  Guardianship can result in decisions being made for people without even asking the person what they want.   
The Committee says clearly that support must be provided to enable Deaf and Disabled people to make decisions. 

For the first time the Committee says that all forms of Guardianship must be stopped as it goes against Article 19.  
Legal advice would be needed to clarify if the Guardianship in UK law does go against Article 19.

Social life and access to all services
The Committee explains that being included in the community under Article 19 includes ‘living a full social life,’ and having access to all services offered to the public and support services to enable Deaf and Disabled people to be ‘fully included and participate in all areas of social life.’ This includes being able to access housing, shopping, education, employment, political or public meetings, leisure activities like going to the cinema and all other facilities and services offered to the public, including social media, music/dance events and the theatre, sports events, ‘cultural and religious festivals and any other activity’ which Deaf and Disabled people wish do. 

Facilities: here it means useful places, such as toilets or a bar or café within a building.  
A cultural festival could be a music event or an event organised by a particular community such as the Latin American community or the Bengali community.  The Notting Hill Carnival is an example of a cultural festival.
Support services 
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Support services should not just be services inside the home, but must include support to access employment, education, political   activities, travel, leisure activities like going to the cinema or to a music event as well as support services to enable Deaf and Disabled people to be parents and to meet up with family relatives and others.
This is the first time the Committee has linked the right to be included in the community to having a social life.  It is also the first time such a detailed list has been given of the type of activities and services in the community that should be accessible.    
If Article 19 is put into action or put into UK law this will bring about a huge change because social care and support will have to be provided so Deaf and Disabled people can go out and do whatever they wish to do such as visit family or friends and go to the cinema or have a meal out.   
It would take time to put this right into effect and services could not be changed straight away, however the General Comment says that plans setting out how to make the changes and resources needed to make them happen must be put into place immediately.
This understanding of what Article 19 means from the UN disability committee’s is very useful for campaigning and it may be useful for taking legal action, particularly if Article 19 becomes part of UK law.  
Immediately:  straight away, now

Resources: funding, people to do the work, enough
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People with complex communication needs

People with complex communication needs must be provided with support to communicate their decisions and choices and have these respected.
Other services  
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Services for all people, (not just Deaf and Disabled  people) such as housing, public libraries, hospitals, schools, transport, shops, markets, museums, the internet, social media and similar facilities and services must be available, accessible, and adaptable for all Deaf and Disabled people within the community.
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Access to goods and services, as well as being able to access inclusive employment, education and health care are essential for inclusion and participation of Deaf and Disabled people in the community. 
The UN disability committee has highlighted the importance of independent living for all areas of Deaf and Disabled people’s lives. This is useful because Government policy often picks out particular areas of Deaf and Disabled people’s lives to look at while ignoring the very big problem that the crisis in funding for social care is causing.   
(c) Personal assistance
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Personal assistance must be user-led and must enable independent living.   
· Funding for personal assistance must be provided for support that is designed around a particular person.   

· The service must be controlled by the Deaf or Disabled person.    

· Personal assistance is a one-to-one relationship.  
Non-shared one-to-one care:
[image: image25.jpg]


The Committee emphasizes that support services should be ‘non-shared’. Support services that provide a one-to-one relationship and are non-shared must be considered a right instead of ‘a form of medical, social or charity care.’ Also support should be flexible enough to adapt to the Disabled people’s needs and not the other way around.
In (c) above and (d) below the UN disability committee clearly says for the first time that a carer or personal assistant should provide care and support for just one person, and the carer should not be supporting anyone else. 
However the Committee says this will take time to put into place, so care homes have time to change their services, but plans and resources needed to make it happen should be put in place immediately.

Overtime this could bring about a huge change to the care/support provided in most care homes, where carers usually provide care for several people.  The best chances for this to happen would be if Article 19 was written into UK law.
For now this could be useful in campaigning to ask the Government to put more funding into social care so that there are enough resources for everyone to have one to one support. 
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 (d) Independent living arrangements  
The Committee explains that the loss of choice and control can take place in different kinds of living arrangements.  If you:
· have to share your personal assistant/carer with others 

· you are lonely and cut off  from the community 
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there is routine that can’t change to suit you 

then it cannot be called an independent living arrangement, whether the service is provided in an institution with 100 or has just 5 residents or even if it is in an individual’s home. Services that lack of choice and control go against Article 19. 
The Committee is making it clear that if a person has lost their choice and control and ability to take part in the community it does not matter whether this takes place within their own home or in a care home or hospital.
This is useful because it says clearly that independent living is not about being able to do things for yourself but is about choice and control. In order to make cuts to social care support, local authorities often talk about the importance of helping people to be “independent”. By this they mean cutting support so that the person is on their own, often stuck at home and unable to go out. Here the UN disability committee is saying that living on your own without support is not independent living and does not make it OK for local authorities to cut support.  
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Individual choice
To choose and decide upon how, where and who you live with is an important part of the right to live independently and be included in the community.  
Individual choice is not limited to where you live but includes all the living arrangements such as the daily routine as well as way of life of a person, both in public and in private. 
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People with learning difficulties
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People with learning difficulties and especially people with complex communication requirements are often assessed as being unable to live outside of institutions. This goes against Article 19, which applies to all people regardless of their learning difficulty.   
Released from institutional care 
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All people that are being kept against their will in mental health services or are being kept in any other services for Deaf and Disabled people must be released. 
Released: let out, free to leave  

This is the first time UN Committee has clearly said that Deaf and Disabled people must be allowed to leave an institution when they wish to.    

This is very useful for campaigning. 

It is likely that forcing a person that has been ‘sectioned’ to remain in hospital goes against Article 19.  

If Article 19 was in UK law if a person was being kept in hospital against their wishes it is likely that legal action could be taken, but legal advice on this would be needed.   
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Gradually get rid of all institutions
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The state must gradually get rid of all institutions. 

· No new institutions may be built by the state.  
· Only urgent repairs should be done on old institutions to ensure they are safe.    
· Institutions should not be extended. 
· New residents should not enter in place of those that leave.
· Accommodation that appears to be apartments or single homes but are connected to institutions should not be established.
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The Government must make a strong plan of action for getting rid of institutions. The plan must have enough resources, time to do the work, equipment and other useful things.
To enable Deaf and Disabled people to leave institutions the whole system should change, this includes closing institutions and getting rid of regulations that enforce institutionalisation and this should be part of the plan.
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Also it is not enough to just close institutions.  There also must be action plans to increase the understanding of accessibility and change to improve the accessibility within community. 

This is the first time UN Committee has said so clearly that the Government must get rid of all institutions where Deaf and Disabled people are being kept, also that enough resources must be provided to make this possible. 
The Government has had many national plans to close institutions where people with autism and learning difficulties are being kept but they have not met their targets and people are still being put into institutions far away from family against their will and the wishes of their family. One of the reasons why the Government plans have failed is because there is not enough support in place in the community to meet people’s needs. The General Comment can be used to help argue that the Government needs to make sure enough money is being spent to make communities accessible and there are enough community support options in place.
To enable Deaf and Disabled people to leave institutions support services in the community need to be put in place. A plan which gives the amount of funding available and the date when support will be in place needs to be made.        
The Committee makes it very clear that support services in the community need to be in place so a person can leave an institution. 

Enough housing is needed
The Government should ensure that enough accessible and affordable housing is provided to enable people to leave institutions, including housing for families. 
It is also important that housing is not just available in places that limit the choice and control of people who live there, such as care homes.

This is important because it makes the link between the importance of Government accessible and affordable housing and the right to independent living. There is currently a huge shortage of accessible housing for Disabled people. We can now use Article 19 when we are putting pressure on the Government about the housing crisis.

All parts of local and national Government must have the right attitude so the changes needed in the laws and the regulations take place and enough funding is provided to enable Deaf and Disabled people to leave all institutions.     
 The Committee makes it clear that local and national Government must be committed to providing the funding so that Deaf and Disabled people have the support they need to leave all institutions.  
(e) Putting Article 19 into action at national level - what the Government should do

Below is a list of all the actions mentioned throughout the General Comment that the Government would need to take to uphold Deaf and Disabled people’s rights under Article 19.  
This list will be useful for campaigning:
The Government should:
(a) Get rid of all laws that prevent any Deaf and Disabled people from choosing where and who they live with and how to live.  This includes getting rid of all laws that allow people to be kept against their wishes or on the basis of any kind of impairment in an institution, such as a care home or hospital.
(b)
Put laws and other actions in place which will make local communities, the environment, information and communication accessible to all Deaf and Disabled people, and also make sure these laws are acted on.   
 
(c)
 Ensure that social protection programs meet the needs of all Deaf and Disabled people on an equal basis with others. 

Social protection programs: welfare benefits and other services that ensure wellbeing and enough money to live on.    
(d)
Take action to make sure that everything that is designed new is designed under the principle of universal design. This would apply for both physical and online spaces.  
Universal design: designed for everyone to use

(e)
Provide all Deaf and Disabled people with strong rights to independent living in the community. 
(f)
Inform Deaf and Disabled people about their right to live independently.  
(g)
Have clear plans for closing all institutions where Deaf and Disabled people are kept separate and isolated from non-disabled people. The plan should make clear the date when institutions will be closed and enough funding should be provided.  Special attention should be paid to getting people with learning difficulties or mental health support needs and Deaf and Disabled children out of institutions.  
(h)
Create awareness of the need to get rid of harmful attitudes and labels about Deaf and Disabled people.   
(i)
Ensure that Deaf and Disabled people can engage and speak up through their organisations so services are changed and that Deaf and Disabled people are involved in getting rid of institutions and putting the plans into action;
(j)
Put guidelines and policies in place and provide funding so there is affordable and accessible housing, accessible buildings, public spaces and transport.  
A date when this will be achieved must be written down.  There should be penalties for public or private authorities that do not do this.  
(k)
Allocate resources for the development of person-directed/user-led and self-managed support services for all Deaf and Disabled people, such as personal assistance, guides, readers, professional sign language interpreters. 
(l)
Design accessible tendering processes for support services for Disabled people living independently in the community:
Tendering: putting in an application to win a contract to run a service.
(m)
Establish ways to monitor institutions and residential services and make plans to get rid of institutions and to put in place the right to living independently within the community; 
Monitor: here it means to keep visiting institutions and looking at their services in detail to see if they are working as they should.
(n)
Monitoring and putting plans into action under Article 19 should be carried out in full consultation and participation of Deaf and Disabled people through their organisations.
(f) Government’s obligations  
Below are the Government’s obligations.   Only the Government’s obligations of most interest to people with learning difficulties are included below.
Obligations: here it means duties or actions the Government must take. 
Article 19 (a), the right to choose one’s residence and where, how and with whom to live, must be acted on immediately.  

Article 19 (b), the right to access one to one user led support services must be put into action more and more overtime.   
Article 19 (c), the right to access services and facilities in the community must be put into action more and more overtime. 
This is important information for campaigning because for the first time it is clear what has to be done immediately and what can be done more and more over time.  
If something is to put into action more and more over time then strong plans must be made now, together with resources to develop support services as well as general services that are accessible for Deaf and Disabled people. 
While putting into place legislation, policies and programs, Government must closely consult and actively involve Deaf and Disabled people with different impairments through their organisations on all areas concerning living independently in the community, particularly when it comes to developing support services and putting in resources in support services within the community.

The Government should not directly or indirectly hold up or in any way limit the right to live independently and being included in the community.  The Government should prevent family members, others and service-providers from directly or indirectly delaying or stopping the enjoyment of the right to live independently within the community.  

The Government must not add to the hardship faced by Deaf and Disabled people by cutting their money when there is a financial crisis. 
Financial crisis: difficulties with money across the country or world.

States parties should get rid of laws that stop the rights in Article 19 from being put into action.
Appendices
Article 19’s relationship with other Articles in the UN CRPD  
Article 19 is related to all the other Articles in the Convention. In the report the Committee explains how Article 19 relates to the other Articles in the convention. Below we have just mentioned the other Articles of most interest to people with learning difficulties.  
(Article 4 (3)
Consultations and active involvement of Deaf and Disabled people and their organisations is very important to make sure that plans for putting the right to independent living in the community are put into action and monitored.
Article 12

Equal recognition before the law ensures that all Deaf and Disabled people have the right to take legal action and so have the equal right to choose where, with whom and how they want to live and to receive the support they choose.   
Recognition: here it means being seen and treated equally before the law
Access to justice in Article 13 is necessary to ensure full enjoyment of the right to live independently in the community.  

Article 16 – Freedom from exploitation, violence and abuse is hugely important to ensure that support services leave no space for potential abuse or exploitation of Disabled people or any violence against them.  
Exploitation: here it means mistreatment
Article 21 – Freedom of expression, opinion and access to information  
Deaf and Disabled people have the right to access all public information in accessible formats and to look for, receive and express information and ideas on an equal basis with others. It is important that services and facilities are accessible for individuals who use different ways of communication. 

Freedom of expression and opinion: freedom to say what you think about any subject.  

It is important that information about support services and social protection schemes is accessible in order to enable Deaf and Disabled people to make fully informed decisions and choices about where, with whom and how to live and what kind of service is best suited to them. There also needs to be accessible means to provide feedback and complaints.  

Social protection schemes: welfare benefits and other services that ensure wellbeing and enough money to live on.    
Article 23 respect for home and family

The right to living independently in the community is linked with the right to family for Deaf or Disabled children and Deaf or Disabled parents (Article 23). 
If community based support and services are not in place, this may cause stress about money and it can limit what the family of a Deaf or Disabled person can do; the rights in Article 23 of the Convention are necessary to prevent children from being taken away from their families and being institutionalised as well as to support families in community living.
These rights are equally important to ensure that children are not taken away from their parents because their parents our disabled.  

The Government should provide information, guidance and support to families in upholding their children’ rights and promote inclusion and participation in the community.
This is the end of this information paper.
​​​​​​​​​___________________________________
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UN Convention on the Rights of Persons with Disabilities (UNCRPD): this is an agreement written by the United Nations about Disabled people’s rights  





 











Universal Declaration of Human Rights - this is an international agreement dating back to 1948 that sets out the rights that an individual person should have. It is not written into law but later international treaties have been based on what it says.
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