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1. Introduction
Inclusion London 

Inclusion London is a London-wide organisation which promotes equality for London’s Deaf and Disabled people and provides capacity-building support for Deaf and Disabled people’s organisations in London.
Disabled people
There are: 

· Approximately 12.2 million Disabled adults and children in the UK

·  1.9  million Disabled people have a mental health condition
  
· 1.4 million Disabled people have a learning difficulty
  
London
· Approximately 1.4 million Deaf and Disabled people living in London.

· Just under 1.3  million Disabled people aged 16 to 64 years are resident in London.
 
Inclusion London welcomes the opportunity to respond to the No voice unheard, no right ignored consultation.    
2. Inclusion London’s response to the consultation questions
Inclusion London’s responses to the consultation questions are below. However, we have not responded to all 50 questions.    
Question 1: The Care Act says that local authorities have to put individuals’ wellbeing at the heart of what they do. We want to explore whether NHS commissioners should have the same duties, for example, for people with learning disability or autism who are at high risk of long stays in hospital in relation to their lifelong needs. What do you think of this idea?
Question 2: In determining living arrangements – (whether suitable accommodation or inpatient stays) – both LAs and NHS commissioners could have to have regard for factors which support inclusion in the community, staying close to home, links with family and friends and opportunities for participation and the least restrictive setting? What do you think of this idea?
· Inclusion London’s response

For Disabled people being able to choose where and with whom you live is vital as is easy access to friends and a family and being able to actively participate in the community.  However, people with learning difficulties and Autism and mental health conditions are still sent far away from home, community friends and family, to assessment units and hospitals, often against the will of the Disabled person. We recognise that one of the core aims of the No Voice unheard consultation paper is to prevent this happening as a matter of routine

Inclusion London believes the contents of Draft 2 of the ‘Disabled People (Community Inclusion) Bill 2015, known as the Laughing Boy Bill
 will do much to remedy the current situation and that the LBBill will answer many of the questions in the consultation paper. Therefore we recommend that the whole of the Laughing Boy Bill
 (LBBill) is adopted as part of the ‘No Voice unheard, No right ignored’ Bill and that both local authorities and the NHS have to abide by the duties in the LBBill.  
Throughout this response we have referred to particularly relevant sections of Draft 2 the LBBill, however, the complete document is available at: https://lbbill.files.wordpress.com/2014/11/lbbill-draft-2.pdf
Easy read is available at: https://lbbill.files.wordpress.com/2014/11/lbbill-draft-2-book-2.pdf
We particularly support Clause 1 of the LBBill which states:

1. Implementation of Article 19 of the Convention on the Rights of Persons with Disabilities

   1. Every local authority and NHS body shall ensure that all disabled people can live in their community, with choices equal to others and the support necessary to ensure their full inclusion and participation in the community.

    2. In particular local authorities and NHS bodies shall ensure that:

a. Disabled people can choose their place of residence and where and with whom they live on an equal basis with others;

b. Disabled people are not obliged to live in a particular living arrangement otherwise than in accordance with the Mental Capacity Act 2005 or the Mental Health Act 1983; and

c. Each disabled person can access a range of in-home and community support services, including the support necessary to ensure inclusion in the community and to prevent isolation or segregation from their community. This shall include support to access inclusive education and / or training, employment and other activities in the community that are meaningful to the person, as is consistent with that person’s wishes and

feelings.
While we welcome the Wellbeing duties under the Care Act 2014 we believe that it is crucial that these rights are strengthened by placing Article 19 firmly in domestic law (as worded above) to prevent Disabled people being forced to live in units and hospitals. The wording, ‘most appropriate ‘living arrangement’’ from the definition of Wellbeing gives public bodies too much leeway, as cost implications may make a residential home the ‘most appropriate ‘living arrangement’ from their point of view, especially in times of austerity. We are also very concerned that the duties to have regard to the individuals ‘views and wishes’ and  goals may not be strong enough to prevent Disabled people being placed in an assessment unit, hospital or residential home. 
The right to access to a range of ‘in-home’  and ‘community support services’, ‘to prevent isolation or segregation from the community’ is also more specific than the wording of the Care Act and should also help prevent Disabled people from being isolated from the community by being placed in an assessment unit or hospital far from home. 
We believe that many of the aims and objectives laid out in the No Voice unheard consultation document are much more likely to be achieved by placing Article 19 in law.     
We are aware that the Law Commission decided that it was not necessary to include Article 19 in the Care Act. However, while we respect the Law Commission, many Disabled people and their organisations have, from their lived experience, been asking for Article 19 to be placed in domestic law for some time. Also when the Care Bill was going through parliament the Joint Committee on Human Rights stated that the Care Bill should be amended: 
‘…so that the well-being principle includes an express reference to the right to independent living”.
 This position is also supported by the Law Society said that, ‘the failure to reference the right to independent living as central to the provision prevents the necessary approach to the individual and their specific needs’.
 

There are other sections of the LBBill, which are particularly relevant to the issue of living accommodation, in brief these include:
‘3. Duty to secure sufficient supply of community support’, (see under Question 5 and 6)
4. Duty to secure most appropriate ‘living arrangement’
This section ensures that when the local authority or the NHS decides on the most appropriate ‘living arrangement’, in their opinion, they have to comply with Section 1, (i.e. they have to comply with the Disabled person’s right to choose where and with whom you live and the right to community support to ensure inclusion in the community in Article 19 UNCRDP see above).  
Also support must be given to anyone identified by the Disabled person to give their views about their living accommodation.

‘5. Living arrangements to be subject to approval’
When a local authority or the NHS intends to make a new ‘living arrangement’ they must give the Disabled person information in a format and manner which is as accessible as possible. The information must explain: 

· Why the Disabled person’s current home is no longer appropriate and why the new ‘living arrangement’ is more appropriate.
· What steps have been taken to provide appropriate community support to enable the Disabled person to remain at home, if that is what the Disabled person  wishes
· When the new ‘living arrangement’s will be reviewed.   
‘6. Duty to report on living arrangements and community support’
This duty will ensure that local authorities and the NHS write an annual report to the Secretary of State to explain why Disabled people were not enabled to choose where and with whom (i.e. when the decision went against a Disabled person’s ‘wishes and feelings’.)  The report will need to explain:  

· When and who made the decision and why the decision was made. 

· What plans are in place to obtain a ‘living arrangement’ in line with the Disabled person’s wishes and feelings.

To read the complete versions of the sections mentioned above go to  Draft 2 of the LBBill, which is available at: https://lbbill.files.wordpress.com/2014/11/lbbill-draft-2.pdf
Easy read is available at: https://lbbill.files.wordpress.com/2014/11/lbbill-draft-2-book-2.pdf
Question 3:  What might the appropriate length of inpatient stay be where this should apply for the NHS?
· Inclusion London’s response
We question whether, in many circumstances, an accurate and valid assessment of a Disabled person with learning difficulties, autism or a mental health condition can be made when they are removed from their own home, community and friends and family. 

It can be very disturbing for a non-disabled person to be removed from their own home environment, against their wishes, together with the loss of contact from support networks including friends and family, employment, and leisure activities. For people with autism, learning difficulties and mental health conditions being removed from the home environment and a normal routine to live in a strange environment amongst unknown people can cause a serious deterioration in their condition. Under such conditions it is not surprising that people become more stressed and less able to cope. The Disabled person’s behaviour can then be experienced as ‘challenging’ by the professionals, while the measures and interventions used can increase the Disabled person’s levels of anxiety and stress so the situation escalates as the Disabled person becomes more distressed.  Assessing under these conditions is not appropriate and should stop. 
In many instances an accurate assessment cannot be obtained by removing a Disabled person with autism, learning difficulties or mental health conditions from their normal environment.  Even an outpatient appointment at a hospital for a day can be a very daunting experience and can put a Disabled person under stress, so the assessment will not reflect how a Disabled person is in their normal environment. 
As a norm, assessments should be conducted in the Disabled person’s own environment i.e. in the community and at the Disabled person’s home. Local authority and NHS professionals need to accommodate this and truly work in a Disabled person centred way. The exception to the rule should be inpatient assessments for a day.  

Question 5: We think that local authorities and clinical commissioning groups could have to think about how to ensure there is enough community based support and treatment services (for example for people with learning disability or autism most at risk of going into hospital). What do you think of this idea?
Question 6: What steps could we take to ensure such a duty is as effective as possible?
· Inclusion London’s response

It is vital that there is adequate support in the community because inadequate or inappropriate support can have a damaging impact on Disabled people, which can affect behaviour.  Therefore we recommend that local authorities and the NHS have to abide by the duties set out in Draft 2 of the LBBill.  As well as Section 1 of the LBBill already mentioned above, some of the particularly relevant sections of the LBBill in brief include:
‘2. Residential care not relevant to decisions in relation to community support for disabled people’, which ensures that local authorities and the NHS do not consider the cost of residential care when community care has been requested by the Disabled person  

‘3. Duty to secure sufficient supply of community support’, which ensures that there are sufficient community support services to enable Disabled people’s independent living and inclusion in the community, particularly at times of crisis. A particularly important new duty under this section is:

‘3: Every local authority and NHS body shall ensure that a range of disabled people with relevant expertise and experience are employed in the team responsible for the planning and commissioning of community support services.’

As a result planning and commissioning of support services would be informed by Disabled experts by experience. 
Also another duty under of section ‘3. Duty to secure sufficient supply of community support’, in the LBBill, which ensures that Disabled people support to write a report on how well the local authority and NHS has fulfilled its duties in Sections 1-3 of the LBBill would help the duties to be effective. .
‘9. Duty to provide community mental health services to Disabled people.’ Every local authority and NHS body shall ensure that appropriate mental health services are provided in their area to meet the needs of Disabled people, including people with a learning disability or autism spectrum condition.

‘10. Duty to involve Disabled people and supporters in decisions made about their care’, which ensures that Disabled people can be fully involved in any meetings concerning their care.    
Shared health and care duties 
Regarding shared duties across health and care commissioners:
We recommend that NHS commissioners should have the same commissioning duties as Local Authorities. Both health and care commissioners should be aware of the importance of community based treatment and support. Valuable knowledge about local services should be shared between health and care commissioners and both need to collaborate with those that have care and support needs so they are fully aware of the type of services needed.  Sharing the same duties and sharing knowledge of services will be a positive step towards the integration of health and social care.      
It is important that people with learning difficulties, autism spectrum differences and mental health conditions have the same opportunities for education, employment and leisure activities as non-disabled people as these activities all help maintain good levels of wellbeing and mental health and prevent the need for hospital admissions.
Implementation of Social Value Act
Both health and social care commissioners should ensure the Social Value Act
  is implemented so the social, economic and environmental benefits are considered when procuring services.  Local Deaf and Disabled people’s organisations (DDPOs) can often provide responsive, high quality care and support services but find it difficult to compete with large national organisations for local contracts.  DDPOs bring added value to a service because staff and trustees often have a lived experience of being disabled, their services and premises are accessible and DDPOs provide valuable employment opportunities for Disabled people.  
NHS culture 

The culture within the NHS can still be permeated by the medical model of disability so Disabled people and their families are not always involved in decisions about their care and treatment as the ‘Death by indifference report’
 shows. We would like NHS staff to have the same duty as local authority staff under the Care Act, so NHS staff must give due regard to a Disabled person’s views, wishes and feelings.  
Question 8: What do you think about the idea to change the information required by Mental Health Act regulations in the application for detention and supporting medical recommendations? This would mean that Approved Mental Health professionals and doctors have to consider and record whether assessment and treatment could be provided without detention in hospital.
· Inclusion London agrees with this proposal.

Question 10: We want to explore whether a person and their family/carer or other nominated person, should be given clear, easy read or accessible information by a named professional about their rights. What do you think of this idea?
· Inclusion London response
Absolutely a disabled person should be given accessible information about their rights, and the reasonable adjustments required under the Equality Act should be enforced. NHS staff and local authorities also need to be aware that all written information and correspondence should be fully provided in Easy Read for people with learning difficulties, this includes information and decisions about a person’s support. 
Question 11: What do you think about the idea that local authorities and NHS bodies should have to seek explicit and documented approval or consent from an individual to admit them to an inpatient setting? This could include a record of discussion around options and risks.
Question 12: What are your views on the idea of a gateway or approval mechanism for admissions to inpatient settings, in certain circumstances?
Question 13: What would be the essential elements of such a approval mechanism?
Question 14: If there were to be such a mechanism, should it be given statutory force?

· Inclusion London’s response

We agree with the suggestions in the consultation document regarding the issues and we believe that all the duties will need to be statutory. However we believe that Section 7 of the LBBill will give stronger and more effective duties than some of those suggested. A brief description of Section 7 of the LBBill is below:  
‘7. Amendments to Mental Capacity Act 2005’
This section changes the wording of  the Mental Capacity Act 2005, so a decisions about a Disabled person’s capacity cannot be made without consulting with the Disabled person and with those engaged in the Disabled person’s care or welfare, unless the decision maker ‘reasonably considers it to be necessary and in the Disabled person’s best interests’ not to.    

The Disabled person’s wishes, feelings and preferences must be treated as ‘a primary consideration’.  The decision maker must have  ‘due regard to the need to minimise restrictions of the Disabled person’s rights and freedom of action and the need to respect his dignity, bodily integrity, privacy and autonomy.’     
To read the complete versions of the sections mentioned above please go to Draft 2 of the LBBill, which is available at: https://lbbill.files.wordpress.com/2014/11/lbbill-draft-2.pdf
Easy read is available at: https://lbbill.files.wordpress.com/2014/11/lbbill-draft-2-book-2.pdf
Question 15: What do you think of the idea of strengthening (for example in statutory guidance) people’s rights to request a  transfer to a less restrictive setting or a setting closer to home or to ask for discharge? 
Inclusion London’s response

We agree that rights to request a transfer nearer to a Disabled person’s home and community should be strengthened.  Section 1 of the LBBill should do this but statutory guidance to compliment and strengthen disabled person’s rights when there has been a change of mind is welcome.    
Question 16: Do you agree that, as far as practicable, such discussions should involve professionals or staff based in the community or experts on community based options?
· Inclusion London’s response

We agree that decisions and discussions should involve professionals or staff based in the community but the Disabled person’s views and wishes should remain paramount.     
Question 17: How can we strengthen provider and commissioner accountability in their approach to such requests?
· Inclusion London’s response

We believe that Sections 1 and 6 of the LBBill, which has been mentioned above will help strengthen provider and commissioner accountability.   
Question 18: We want to explore how everyone can receive care planning and discharge planning from the time when they are admitted to hospital. One way we could do this is through new statutory guidance (complementary to the Mental Health Act Code of Practice). What do you think of this idea? 
· Inclusion London’s response 

Yes we agree there should be a statutory duty.

Question 19: Should we require a care plan, including a plan for discharge, to be produced involving individuals and their family within a specified number of weeks of admission and to specify when it will be reviewed?
· Inclusion London’s response

We would welcome this duty providing Disabled people agree to who else is involved.  
Question 21: The Mental Health Act Code of Practice has just been updated. In line with this, we want to explore how people and their families can be more involved. One idea is that people and their families or advocates should be able to challenge whether an Approved Mental Health Professional has properly taken into account their wishes and feelings in the interview which takes place before they make an application for admission under the Mental Health Act. What do you think about this idea? (we would need to consult later on how the details of this process might work)
· Inclusion London’s response

 It is important that decisions by Health professionals can be challenged.     It is important that information is provided about the complaints process and that appropriate support is provided so Disabled person can make a complaint. It is vital that this information is provided in Easy Read.  
Question 22: Which of these options (options 1, 2 or 3), if any, do you think would have the most impact?
· Inclusion London’s response
We strongly support the proposal that the Disabled person, their family or advocate can nominate a professional or an organisation to be involved. 
We suggest Option 3, because a professional who is from a different organisation may bring a different perspective from the in-house clinician and will also bring expertise regarding community services. A Deaf and Disabled people’s organisation may bring the necessary expertise.
Question 25: Guidance could say that only organisations that include self and family advocates in their governance should get contracts with the local authority or the NHS to provide services for people with learning disability or autism. What do you think about this idea?
· Inclusion London’s response

We strongly support self-advocacy and also support this proposal. We recommend that organisations that are run and led by Disabled people are given the contracts with the NHS and local authorities. When support is appropriate we recommend that the Disabled person chooses the person providing the support.    
Question 26: What are your views on making Independent Mental Health Advocates (IMHAs) available to patients who lack capacity (or competence) on an opt-out basis? 

· Inclusion London’s response

If the opt-out advocacy scheme for IMHAs also enables a Disabled person to choose their own advocate when available we would agree with it. It is important that Disabled people have control over which people are involved in the decisions about their treatment and how much they are involved.  When a Disabled person has not got the capacity it is important that the IMHA that is involved is seen by the disabled person to be independent.
Question 28:

What do you think about the idea that we should explore changing the law so that people choose their own “nearest relative” (retaining a hierarchical list to be used if necessary)?  Not only nearest relative – Disabled person nominated by Disabled person. 
· Inclusion London’s response

Yes, we agree that the law should be changed so people are able to choose their own “nearest relative”. We recommend that Deaf and Disabled people’s organisations are involved in the drafting of changes to the law.
Question 31:  What else, if anything, is needed to support people and families to raise issues if something has gone wrong?
· Inclusion London’s response

As mentioned above information about the complaints process needs to be easily obtainable and in Easy Read when appropriate. Also support to make a complaint must be available too, when needed. Services need to be able to demonstrate that feedback regarding the services is being used to help improve the services. 
Question 32: Which of options 1) 2) and 3), if any, seems most appropriate?
· Inclusion London’s response

We believe that being sent to hospital under the Mental Health Act should be a last resort.  The level and quality of community support should insure that hospital admissions are kept to a minimum and that they can be as short as possible.  However, we are also aware the support in the community can be inadequate and that people with mental health problems have been discharged into the community with little support.   

We recommend that changes are made to the Mental Health Act as recommended in Part 8 of the LBBill which is close to option 3 above. Section 8 of the LBBill in brief is below.  
‘8. Removal of people with learning disabilities and Autistic spectrum conditions from scope of Mental Health Act 1983’: As a result a person with a learning disability or an autism spectrum condition will not come under the Mental Health Act, except regarding Part 3 of the Act. This exception allows for the Mental Health Act to be used as an alternative to Disabled people being sent to prison for criminal offences. 
To read the complete versions of the sections mentioned above please go to Draft 2 of the LBBill, which is available at: https://lbbill.files.wordpress.com/2014/11/lbbill-draft-2.pdf
Easy read is available at: https://lbbill.files.wordpress.com/2014/11/lbbill-draft-2-book-2.pdf
Question 35:

Police cells should not be used as a place of safety unless the person has committed an offence.  We suggest places of safety are provided by mental health services/crisis services as a norm, with Police cells only be used as the very last resort.
Question 36: What is your view on the proposal that young people aged under 18 detained under section 135 or 136 should never be taken to police cells?
· Inclusion London’s Response 

We recommend that young people are never taken to police cells.

Question 43 Which of the options above (option 1 or option 2) do you think would be most effective?
· Inclusion London’s response

We recommend that all Disabled people have a right to a personal budget whether in the community or in a hospital unit or assessment centre or any other setting, but if these proposals assist Disabled people to move back to the community we would support them.  
We believe that Article 19 as recommended in the LBBill will give the necessary legal lever to enable Disabled people to move back into the community.  

It is important that Disabled people have support to manage their budgets and that there is a diverse range of quality services available, which includes Deaf and Disabled people’s organisations when appropriate.
Question 47: Are there further ways we could strengthen local accountability, particularly to disabled people and their families?

Section ‘3. Duty to secure sufficient supply of community support’, of the LBBill a duty requires that Disabled people are supported to write an annual report, this would help accountability (see under Question 6) Also LBBill section ‘6. Duty to report on living arrangements and community support’, which requires every local authority and NHS body to prepare an annual report to the

Secretary of State, detailing on who, when and why a decision regarding a living arrangement not in accordance with a person’s wishes has been put in place, both these reports would help accountability. See  https://lbbill.files.wordpress.com/2014/11/lbbill-draft-2.pdf
Question 50: Thinking about all the things described in this document: which would have the greatest impact and benefit on people’s lives (so we know what should be highest priority)? which carry the greatest potential costs and risks?
· Inclusion London’s response

We believe that placing Article 19 as recommended by the LBBill into domestic legislation is the highest priority and will have the greatest impact.  
The right to be consulted and removal of people with learning difficulties and autism from the Mental Health Act as recommended by Sections 7 and 8 of the LBBill are also important. 
That concludes this response.

Inclusion London’s response was informed by People First, Self Advocacy’s response.

This response is supported by:
People First, Self Advocacy 
Redbridge Concern for Mental Health.

Redbridge Disability Consortium 

Redbridge Forum

For more information contact: 

Inclusion London

336 Brixton Road

London, SW9 7AA
Email: henrietta.doyle@inclusionlondon.co.uk
Telephone: 020 7237 3181 

SMS: 0771 839 4687

www.inclusionlondon.co.uk
Registered Charity number 1157376
Company registration number: 6729420
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