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1. Introduction   

Inclusion London welcomes the opportunity to respond to the consultation on proposals to change CQC registration regulations   
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:

· 11.5 million people in the UK who are covered by the disability provisions set out in the Equality Act. This is 19% of the population
.

· approximately 1.4 million deaf and disabled people in London

· just under 1.3 disabled people aged 16 to 64 years resident in the London
. 

2. The consultation
The consultation is asking for views on changes to CQC registration requirements, which are being made in order to introduce fundamental standards of safety and quality for care. The consultation documents are available at: 

https://www.gov.uk/government/consultations/fundamental-standards-for-health-and-social-care-providers
According to the consultation document the new draft regulations will be a key part of CQCs new inspection regime, and will be used to support the assessment of existing providers, and the registration of new providers.  Providers must meet the fundamental standards both at the point of registration with CQC, and on an on-going basis once they are registered.  
The draft regulations introduce the fundamental standards, in summary these are: 

(a) care and treatment must reflect service users’ needs and preferences; 

(b) service users must be treated with dignity and respect; 

(c) care and treatment must only be provided with consent; 

(d) all care and treatment provided must be appropriate and safe; 

(e) service users must not be subject to abuse; 

(f) service users’ nutritional needs must be met; 

(g) all premises and equipment used must be safe, clean, secure, suitable for the purpose for which they are being used, and properly used and maintained; 

(h) complaints must be appropriately investigated and appropriate action taken in response; 

(i) systems and processes must be established to ensure compliance with these Fundamental Standards; 

(j) sufficient numbers of suitably qualified, skilled and experienced staff must be deployed to meet these standards; 

(k) persons employed must be of good character, have the necessary qualifications, skills and experience, and be capable of performing the work for which they are employed. 

3.  Inclusion London’s response 

Inclusion London has only responded to the two questions below: 

vii. Do you think any changes are needed to the draft regulations to ensure they reflect the policy aims we have set out in chapter 4? 

viii.Do you have any other comments about the draft regulations? 

Below are Inclusion London’s recommendations for amendments and additions to the draft regulations/fundamental standards.   
3.1 Social model and UNCRPD
Recommendation

Inclusion London recommends that the regulations make reference to the social model of disability
 (see Appendix) and the UN Convention on the Rights of Persons with Disabilities
 and use these as a frame work for development of the regulations.

Why is this necessary?

· The social model of disability
 forms the core basis on which respect towards disabled people can be developed. 

· The UN Convention on the Rights of Persons with Disabilities
  (UNCRPD) expresses disabled people’s key rights and provides an ideal framework for the main topics of the fundamental standards. The UNCRPD was ratified by the UK government in 2009, but to be effective the Articles needs to be written into domestic law and regulations. The CQC’s draft fundamental standards contains some of the rights contained in the UNCRDP, however, crucial areas are missing and this review offers a valuable opportunity to address this, especially as the vast majority of those receiving care and support are disabled by an impairment in some way.  
3.2  Independent living  

Recommendation
Under the ‘dignity and respect’ section 5 we recommend that the word ‘independence’ is changed to ‘independent living’.
Why is this necessary?

To bring the wording of the regulations as close as possible to the wording of Article 19 of the UN Convention on the Rights of Persons with Disabilities 
 (see Appendix).  The wording of that part of the regulations would then be: (changes in bold):
Dignity and respect 

5. — Service users must be treated with dignity and respect

2)(The things which a registered person is required to do to comply with paragraph(1)include  - (a) promoting the privacy, autonomy, independent living and involvement in the community of the service user;

We are pleased to see that  ‘involvement in the community of the service user’, forms  part of the dignity and respect duty:  This  is a much needed duty because at present, care and support in the community funded by Local Authorities in many areas only provides minimal, basic support, which totally ignores disabled people’s rights to be included in the community, as a result many disabled people receiving domiciliary care are isolated within the four walls of their home with no involvement with the community at all. Disabled people are also very concerned about the difficulties of actively participation in the community when in residential care,  see more details below under 3.3.
3.3  Right to choose where and who they live with (UNCRPD Article 19
 )
Recommendation
Disabled people have the right ‘to choose their place of residence and where and with whom they live’
 under Article 19 of the UNCRPD; we recommend that a duty is added to the ‘dignity and respect’ section of the regulations and that the CQC includes this area in their inspections.
Why is this necessary?
Disabled people, particular those under 65 years, are extremely concerned that inadequate care at home will be force them into a residential home, where active participation in the community is difficult if not impossible.  Also the government is proposing that the Independent Living Fund (ILF) is closed in June 2015 and responsibilities for funding the users care will then be passed to Local Authorities and devolved administrations. The ILF funds the care and support of those with the highest needs. The majority of users are under 65 years. Many of the ILF users fear that Local Authorities will wish to place them in residential care because Councils believe this is a cheaper option than 24 hour care in the community.  ILF users and other disabled people are extremely worried that if they are forced to live in a residential home that their ability to live independently i.e. live an active life: to work, to volunteer, to have a social and family life and participate in political and cultural life of the community will become impossible. ILF users also understandably fear that by moving into a residential puts them at risk of the type of abuse that took place at Winterbourne View private hospital. 
Disabled people’s right to choose their place and with whom and where they live needs to be place firmly in the regulations to help prevent breach of this right by Local Authorities and also to ensure this right is covered during  CQC’s inspections.
 3.4 The right to respect for private and family life, home and correspondence (Article 8 Human Rights Act)
, Respect for home and the family (UNCRDP Article 23)  
Recommendation

We believe that it is important that the right to a family life is included in the regulations and that CQC examines this area when inspecting domiciliary care, residential care and hospital units. 

Why is the regulation needed?
The 2013 Learning Disabilities Census report produced by the Health and Social Care Information Centre (HSCIC),   
‘....found that there were 3,250 people with learning disabilities in units as of September – virtually the same figure as when the last census was carried out in March 2010. Sixty per cent of this group had been on hospital wards for over a year. It also found that one in five are being treated more than 60 miles away from home. This lack of progress was described as a “national disgrace” by respected commentator and former Department of Health personalisation lead Martin Routledge’. 
  Even after the furore over the abuse at Winterbourne View private hospital a victim of the abuse was placed 200 miles from her parents, without her parents evening knowing she had been moved.

Disabled people often do not choose to go into residential care:  Insufficient domiciliary care for the disabled person and lack of support for the family results in disabled people being placed in residential care many miles from home, against the wishes of the disabled person and their family.  

In another distressing case, which demonstrates how a disabled person’s rights to a family life and liberty can be breached the Court of Protection (COP) ruled that a Local Authority unlawfully detained a young man with autism and learning difficulties for almost a year.  Judge Jackson found that that Steven Neary’s rights to private and family life (Article 8 ECHR
) had been breached, ‘By keeping Steven Neary away from his home between 5 January 2010 and 23 December 2010’ also that his rights to liberty and security (Article 5 ECHR
) had breached as well, ‘By keeping Steven Neary at the support unit between 5 January 2010 and 14 April 2010’
.   
Therefore the right to family life needs to be included in the CQC’s fundamental standards to help ensure that this right is no longer breached by Local Authorities, residential homes and care units so the CQC covers this right during their inspections.
3.5  Rights to liberty and security (Article 5 Human Rights Act)

Recommendation

We recommend that that resident’s rights to liberty are also placed within the regulations and become an area that the CQC inspects. 

Why is this regulation necessary?
As the ‘Cheshire West case
’ and the Steven Neary case mentioned above illustrates disabled people’s right to liberty needs to be protected so we recommend that this right is placed within the regulations and examined during CQC inspections. 


3.6  Independent advocacy to prevent abuse  

Regarding:

Safeguarding service users from abuse 

8. – (1) Service users must not be subject to abuse

(2) Appropriate steps must be taken- 


(i)  to prevent abuse before it occurs, 
To prevent abuse we strongly recommend that all care providers provide independent advocates that are disabled people who are ‘experts by experience’ to enable those receiving care to give regular feedback about the service and to disclose abuse at an early stage while maintaining their sense of safety and security.  If the disabled people at Winterbourne View private hospital were able to speak about the abuse to an independent advocate, who was also disabled, i.e. a person independent from the staff that the care recipient felt comfortable with perhaps the abuse could have been disclosed and stopped earlier.  
At present ‘experts by experience’ are present during CQC inspections. However, care services are not inspected every year, so care receipients do not have regular access an independent advocate that is an expert by experience.   
We recommend that CQC closely examines the feedback methods of care services to ensure that they are not a tick box exercise in which a staff member helps the care recipient to fill in a form, because any involvement of staff members is likely to prevent disclosure.   
3.7  Participation in cultural life, leisure sport and public life

Recommendation

As mentioned above, disabled people in all care settings find that it is difficult to maintain an active participation in the community so we also recommend that Participation in cultural life, recreation, leisure and sport (UNCRPD Article 30) and  participation in political and public life (UNCRPD Article 29) are included in the regulations to ensure these areas are respected by Local Authorities and residential homes.

That concludes Inclusion London’s response.
4. Appendix 
What is the social model of disability?

The social model of disability says that disability is created by barriers in society.

These barriers generally fall into three categories:

· the environment — including inaccessible buildings and services including transport services.
· people’s attitudes — stereotyping, discrimination and prejudice

· organisations — inflexible policies, practices and procedures.

Article 19 - Living independently and being included in the community

States Parties to the present Convention recognize the equal right of all persons with disabilities to live in the community, with choices equal to others, and shall take effective and appropriate measures to facilitate full enjoyment by persons with disabilities of this right and their full inclusion and participation in the community, including by ensuring that:

a) Persons with disabilities have the opportunity to choose their place of residence and where and with whom they live on an equal basis with others and are not obliged to live in a particular living arrangement;

b) Persons with disabilities have access to a range of in-home, residential and other community support services, including personal assistance necessary to support living and inclusion in the community, and to prevent isolation or segregation from the community;

c) Community services and facilities for the general population are available on an equal basis to persons with disabilities and are responsive to their needs.
For more information contact: 
Inclusion London

336 Brixton Road

London, SW9 7AA

     Email:Henrietta.doyle@inclusionlondon.co.uk
Telephone: 020 7237 3181 

www.inclusionlondon.co.uk
London Deaf and Disability Organisations CIC
Company registration no: 6729420
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