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Introduction

1. This is Essex Coalition of Disabled People’s (ECDP) response to the Office for Disability Issue’s (ODI) Right to Control consultation.

2. ECDP is an organisation run by and for disabled people. Established in 1995 our origins are firmly rooted in a belief that the voice of disabled people, both as individuals and collectively, is vital if the lives of disabled people are to be enhanced.

3. Our vision is to enhance the everyday lives of disabled people in Essex and beyond. We do this by:

· Actively involving and engaging with disabled people

· Delivering a range of high quality services, projects and programmes

· Working in partnership with a range of stakeholders in the public, private and voluntary sectors

· Shaping and influencing strategy, policy and practice

· Creating a professional, effective and efficient organisation that can and does deliver.

4. We provide a wide range of support, information, advice and guidance services – we currently
 provide Direct Payment / Personal Budget support services to just under 2,900 people and have nearly 1,500 members.

How this response was formed

5. ECDP engaged its members on this consultation in a variety of different ways
, including:

· A briefing paper sent to all ECDP members. This is available from our website: www.ecdp.org.uk 

· A series of articles in our membership monthly email bulletins and quarterly magazine, EFFECT, encouraging people to submit their responses to us or the ODI. These are available on request

· A Right to Control consultation event. This was held on 9 September at ECDP’s accessible offices in Chelmsford. The event attracted 18 participants in total

· Individual responses to us from both ECDP members and individual disabled people

· Comments received via ECDP’s Twitter stream (http://twitter.com/ECDP) 

· Discussion at ECDP’s Executive Team meeting (with a particular focus on questions 10 and 15 of the consultation).

6. Photos from our consultation event are included throughout this response. An Audioboo, which captures some of the live discussion on the day, is available here: http://audioboo.fm/boos/61784-right-to-control-consultation-event-1. Specific findings from the consultation event are presented in Appendices 1 and 2.
A brief overview: our understanding of the Right to Control
7. The Right to Control is about disabled people having control over certain state support they receive in order to go about their daily lives. In particular, the Right to Control considers how existing funding streams may be brought under one banner (similar to the intention of Individual Budgets within the social care sector). 

8. Broadly speaking, the funding streams considered are those focused on enabling individuals to overcome barriers associated with illness or impairment or to address the additional barriers faced by disabled people. This suggests funding streams like Access to Work and the Independent Living Fund will be included; benefits (which are already made as a cash payment, such as DLA or AA) are not included, nor are universal services where eligibility is not determined by an assessment (e.g. education).

9. The Right to Control will require existing delivery agencies – such as local authorities, Jobcentre Plus and the Independent Living Fund (ILF) – to change how they deliver support to disabled people. Rather than disjointed services that duplicate processes, the introduction of the Right to Control aims to align or integrate different services and funding streams, whilst also enabling more effective choice and control.

General consultation response

The Right to Control – for disabled people

10. Our respondents were widely supportive of the principles behind the Right to Control and in particular the idea to put disabled people in control of the funding they receive and the services they use. 

11. However, there was scepticism concerning the process and whether this would actually deliver the Right to Control over funding and services. In particular, respondents noted the parallels with the Individual Budget pilots within social care and the pace of implementation since these pilots in 2005.

12. Our respondents told us that they often face difficulties in accessing and administering services where multiple agencies are involved. In order to address this, our consultation has shown strong support, in principle, for a full range of funding streams and services to be included in the Right to Control. We believe that if these funding streams are included in the Right to Control, their associated budgets should be ring fenced to ensure they do not become part of the normal local authority or delivery agency budgetary process. 
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Echoing the intention of the Right to Control, our respondents strongly indicated they believe some funding streams should neither be included under the Right to Control nor affected by any other current policy initiatives. In particular, our respondents feel that that the Disability Living Allowance (both the Mobility and Care components) and the Attendance Allowance should not be included in the Right to Control nor altered in any way as a result of the Social Care Green Paper.

14. Our respondents’ experience demonstrates that DLA plays an important role in ensuring independent living, as well as providing a mechanism to meet the additional cost of disability. As an ECDP member at the Right to Control consultation event said:

I already have the right to control. It’s called DLA.

15. Policy initiatives such as Right to Control can only benefit disabled people if the right kinds of support and information are made available to complement and support the implementation of those policies. Our respondents therefore highlighted that a range of support and guidance services will be needed, covering all stages of the journey that leads ultimately to full control of the funding and services that individuals use. Our respondents also noted that a key source of support, for all kinds of funding and services, is from unpaid relatives and friends. Any information, support and guidance available to individual disabled people as part of the Right to Control must be equally accessibly to carers.

16. Our respondents clearly felt that having information and support all in one place would be the best way to access their Right to Control. Similarly, the provision of information that is accessible and up-to-date is a key concern. 

17. A respondent also noted the value of peer-to-peer support:
The chance to speak with other people who have been through the same situation – either a peer-to-peer support group that meets regularly, or ensuring that staff are service users themselves – would be invaluable.

The Right to Control – for disabled people’s organisations

18. ECDP notes that the role of disabled people’s organisations – building on their existing role within social care – is likely to expand under the Right to Control in order to support individuals through any new, common process for all elements under its banner. This process is summarised below:

· Point of access (a ‘first-stop shop’)

· Assessment of eligibility, need and resource

· Resource allocation

· ‘Support planning’

· Managing the money
· Review

19. The parallels with both current and planned service delivery within social care, as well as Personal Health Budgets, are clear.

20. Disabled people’s organisations like ECDP are well used to providing support to disabled people to enable them to live independently. Part of our ‘added value’ stems from the peer-to-peer support we are able to facilitate between individual disabled people, as well as undertaking our work from the right value base, always based on the ‘lived experience’ of disabled people.

21. ECDP therefore believes that the Right to Control can and should build upon the expertise and experience of Third Sector Organisations in providing support services to disabled people within the social care sector. Furthermore, DPOs should be supported through appropriate mechanisms to ensure they have the capacity and information to ensure the Right to Control is implemented appropriately (see Question 10 below). This includes support specifically related to the Right to Control as well as relating to issues known to affect organisations in the Third Sector (see Question 15 below).

Response to specific consultation questions

Question 2: Which funding streams do you think could and should be included in the trailblazers?

22. Our respondents use a wide range of funding streams and services. These include those associated with health, benefits, housing, transport, leisure, education and employment. The ways in which disabled people access these funding streams and services varies considerably and involves many local providers.
23. Our respondents told us that they often face difficulties in accessing and administering services where multiple agencies are involved. This had a profound impact on the ability of individuals to live their lives the way they want to. One participant said:

Getting the NHS and local authority to even talk to each other is almost impossible. This has such a huge effect on our daughter’s life. Sometimes we have to act as the go-between between them just to keep things going.

24. In order to address issues like the one above, our consultation has shown that there is strong support, in principle, for a full range of funding streams and services to be included in the Right to Control. This should reach as far as possible across all policy areas, namely such health, benefits, housing, food, transport, leisure, education, employment, training and independent living. 

25. Specifically, we believe that the following funding streams should be included in the Right to Control:

· Access to Work

· The Independent Living Fund

· Disabled Facilities Grant

· Non-statutory housing related support (Supporting People)

· Disabled Students’ Allowance
· The specialist employment programmes (currently WORKSTEP and Work Preparation)

· Community Care

26. We believe that if these funding streams are included in the Right to Control, their associated budgets should be ring fenced to ensure they do not become part of the normal local authority or delivery agency budgetary process. 

27. Our respondents also feel work should be undertaken to start looking at how other local services – such as dial-a-ride, taxi card and health services – should be included under the Right to Control.
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Question 4: What things would bodies need to do to make it as easy as possible for disabled people, who are using different funding streams in the trailblazer areas, to use Right to Control?

28. Policy initiatives such as Right to Control can only benefit disabled people if the right kinds of support and information are made available to complement and support the implementation of those policies. We therefore believe that disabled people will need a range of support and guidance services throughout all stages of the journey that leads ultimately to full control of the funding and services that individuals use. 

29. Fundamentally, in order to make it as easy as possible for disabled people to use the Right to Control, we believe public bodies must work closely with local disabled people’s organisations (DPOs) – either directly or through DPOs as a conduit to disabled people. In particular we feel that public bodies must work with or through local DPOs to do the following:

· Develop a full understanding of disabled people living in the locality. This should include looking at the types of services and funding streams currently used, identifying the concerns and aspirations of individuals, and looking at the wider issues they face which lead to inequalities.  

· Put in place mechanisms that support the development of confidence of both disabled people to access and navigate the system and for service providers to be more ‘disability savvy’. Disabled people in the local area should be encouraged and supported to assert their Right to Control in order to make the leap from being a passive recipient of funding services to an active and engaged person who controls the funding and services they use. Similarly, individuals working within service providers who deliver the Right to Control should be enabled to feel confident that the support and advice they provide is relevant and appropriate.

· Provide high quality, targeted and up-to-date information at the right time to meet an individual's need. This includes information on all aspects of the Right to Control process, especially on what to do if a person’s requirements change. This information should be provided in accessible formats to meet all equality and diversity requirements. 

· Work together to avoid the repetition of providing the same information more than once.

· The opportunity to access peer-provided information and support is vital, because of the value added through learning about shared experiences and what others have found helpful. 

· Early information about where to find independent advocacy support, should it be required, is crucial, especially to the transparency and trustworthiness of the Right to Control.

· Engage disabled people in the shape of delivery of the Right to Control. This would include representation on relevant boards of delivery agents and partnerships, as well as engagement through the public sector duty to look at all aspects of local services.
· Address and learn from existing barriers or issues associated with funding and services. These include: excessive form filling, a lack of flexibility or interpretation to meet individual needs, multiple points of information often providing inconsistent advice, untimely payments, poor working between different public agencies, and no portability of assessment across different locality boundaries. Proposed solutions to these issues are identified in Appendix 2.

30. It is important to note that our respondents also identified that a key source of support, for all kinds of funding and services, is from unpaid relatives and friends. Any information, support and guidance available to individual disabled people as part of the Right to Control must be equally accessibly to carers, be they formal or informal.

Question 5: What should public bodies and other services providers do when faced with a situation when some current users of services want to do new things with their Right to Control but some want to carry on using current services?

31. ECDP believes that the Right to Control is more than just about the way in which services are delivered to disabled people. It could have much wider implications for how public bodies offer and deliver services to the public at large. We see the Right to Control as an approach which provides a glimpse of public bodies as facilitators of choice and control, rather than deliverers of services directly.

32. This said, ECDP also believes that, regardless of how the Right to Control is developed and implemented, some people will always choose, need or require services to be provided in a traditional way. It will therefore be important that public bodies continue to find and develop flexible and innovative ways of responding to differing needs (utilising, for example, the principles and approach outlined in QIPP within the health sector).   

33. Existing policies such as Direct Payments and the Individual Budget pilots have shown that the nature and demand for services will change slowly as the capacity and confidence of individuals grows and they begin to take control of services. It is unlikely that public bodies will have to make drastic changes to the way in which they provide services in short term. However, public bodies will need to take into account the fact that increasing numbers of people will opt for the Right to Control in the future and this will need to be planned and accounted for – not only in terms of processes, but also in terms of the cultural change amongst staff that will be required.

34. Public agencies must ensure that commissioning is based on individual preference identified through a robust understanding of a locality’s constituency, and not block contracts, with much more competition between providers across all sectors (including the third sector). 

Question 6: What should a public body do in the situation where it costs more for one individual to use their budget to buy equipment or a service than for a public agency to buy it?

35. ECDP believes the financial cost of a service or piece of equipment should only be one of the factors when assessing who is in the best position to procure. The exercise of choice and control, qualitative benefits and long-term outcomes for any individual should also be taken into account, alongside questions of efficiency and value for money. 

36. ECDP’s consultation with members has shown that, when individuals are empowered to seek solutions for the services they require or the barriers they face, they often source innovative and cost effective solutions. This flows from the premise that an individual generally understands their requirements better than any professional may do.

37. One respondent highlighted the following story:

In one week I found a solution that allowed me to access my front door that the Council had been working on for years. They have spent thousands [of pounds] sending people round to my house to carry out lots of assessments and surveys, and on each occasion they were unable to help me get through the door. I found the solution in one short trip to my local locksmith for around £10. It’s because I really know the problem – I live with it every day – that I could find the solution. 

38. Existing know-how and research gained from the ODI, the IB pilots and the implementation of Direct Payments suggest that, in most cases, users of services will be able to source cost effective solutions. Research also suggests that once significant numbers of individuals are able to manage and spend their budgets, a market develops which allows individuals to ‘shop around’ and access competitive rates for services and equipment. 
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We therefore believe that to ensure the Right to Control genuinely offers disabled people the choice and opportunity to control their lives, differential pricing structures must be accommodated. However, if public bodies can identify a need and use their purchasing power to source equipment or services at a more competitive rate, or need to procure in order to meet the requirements of people who choose traditional services, then they should do so. This opportunity, however, should not be limited to only public agencies: DPOs should be equally able to procure in this way. 

Question 9: What information and support will disabled people need in order to enable them to exercise their Right to Control?

A one-stop shop that people can call to help solve a problem or be signposted on to someone who can help – that would be useful. This should cover all impairment groups ‘under one roof’ rather than ones specific to just older people, people with learning disabilities etc.

40. Our respondents clearly felt that having information and support all in one place would be the best way to access their Right to Control. Similarly, the provision of information that is accessible and up-to-date is a key concern. 

41. Our respondents believe that the environment in which disabled people take control needs to be supportive and empowering, especially for disabled people who have never expected to be in control of the funding and / or services they use. Our respondents therefore highlighted that access to support and training will be vital to enable them to exercise the Right to Control. 

Furthermore, advocacy support will be crucial in ensuring that disabled people are able to access the Right to Control. ECDP believes that self-advocacy will also be important so disabled people can control the process as much as possible.

Question 10: What additional support will existing information and advice, independent advocacy, support brokerage and other support services need in order to meet the needs of disabled people using the Right to Control in the trailblazers?

42. Disabled people’s organisations like ECDP are well used to providing support to disabled people to enable them to live independently. Furthermore, DPOs are used to ‘joining up the dots’ on the ground in order to support individuals, regularly liaising across different policy sectors. Part of our ‘added value’ stems from the peer-led approach we take, as well as undertaking our work from the right value base, always based on the ‘lived experience’ of disabled people.

43. The Right to Control can and should build upon the expertise and experience of Third Sector Organisations in providing support services to disabled people within the social care sector, as they do now (and potentially may do with the introduction of personal health budgets).

44. ECDP believes that local DPOs must have the capacity to offer support and to answer wide-ranging queries, to ensure that individual disabled people have the capacity and confidence to access funding streams and control services. Specifically, this is likely to require:

· Training for existing advisers on new or unfamiliar topics covered under the Right to Control

· Access to regular updates on information regarding both the Right to Control as a whole and its component parts

· Support to ensure a network of information providers is available in each locality. This could be within a local authority or, depending on the size of a locality, across several (e.g. within dense metropolitan areas).

Question 15: Are there particular implications for Third Sector Organisations and how can they be addressed in the Right to Control trailblazers?

45. There are some specific issues, known as typical areas for development within the Third Sector, which could be considered and addressed in the Right to Control trailblazers, as follows:

· Demonstrating impact. Specifically, it would be of great benefit if dedicated, independent evaluation resource was available to trailblazer sites, embedded from the start of the trailblazer period

· Practice from the ODI’s Support, Advocacy and Brokerage project (of which ECDP is a part) indicates that a regular opportunity to meet with other sites involved in the project enables effective sharing of good practice and lessons learnt. This should be replicated in the Right to Control trailblazers

· Dedicated support to enable the acceleration of the capacity and capability within DPOs to support the implementation of the Right to Control agenda

· Specific information that supports Third Sector Organisations to understand agency arrangements within local and national government will help provide context and history to the scale of change required by the Right to Control.

Question 17: Are there any issues or concerns not addressed by the Right to Control that you would like to comment on? 

46. Our respondents were widely supportive of the principles behind the Right to Control. However, respondents noted the parallels with the Individual Budget pilots within social care:

All of the principles concerning Right to Control sound great on paper, but haven’t we been here before? I remember the Individual Budget pilots offering the same things. Nothing came of that, so why is this going to be different?

Why weren’t the lessons from the IB pilot taken on then and implemented?

47. We therefore believe that the Right to Control must clearly build on the lessons found through the Individual Budget pilots. Furthermore, the difference between the proposed Right to Control trailblazers and the IB pilots should be made clearer, as well as the general distinction between the Right to Control and funding associated with social care.

48. Finally, this consultation has created an air of expectation amongst individual disabled people and disabled people’s organisations. It is vital the ODI maintains regular communication with individuals and DPOs regarding the progress and results of the consultation and trailblazers in order to build on and realise these expectations. 

Response submitted September 2009. For further information, please contact Rich Watts (Director of Policy & Development, ECDP) on rwatts@ecdp.co.uk. 

Appendix 1

On 9 September 2009, ECDP organised and ran a consultation event for its members on the Right to Control. In total, some 18 members attended the event from a wide range of backgrounds, and impairment groups.  

ECDP began the consultation event by asking participants to list the services they currently use. This revealed that participants used and / or needed a range of services, include those around health, housing, transport, leisure, education and employment.

The services current used included:

· Continuing health care and palliative care

· Income support, disability allowances, benefits and credits 

· Direct Payments and Individual / Personal Budgets (including Independent Living Trusts) 

· Independent Living Fund 

· Direct services from social services 

· Access to Work 

· Blue badges 

· Transport services, such as dial-a-ride, bus passes and transport to college

· District Councils – things like rubbish collection

· Discounts and exemptions on services such as travel, leisure and Council Tax

· Disabled Facilities Grant

· Disabled Students Allowance

· Housing Benefits

Participants told us that these services are provided by a range of organisations and agencies, with some individuals already currently managing their own services. Participants told us that the ways in which they currently receive their services include: 

· Personal Assistants

· Family and friends

· Do-it-yourself!

· Through money direct to own bank account

· Drivers

· Customer services

· Third sector and DPOs

· Social services

· Libraries

· The internet

· District and Borough Councills

· NHS (e.g. GP, District Nurses, Clinics, specialist nurses)

· The local community, including volunteers

Participants offered a range of what funding streams and services should be included under the Right to Control. This included high profile support streams such as the Independent Living Fund, Community Care, Access to Work and Disabled Facilities Grant, as well as local transport and educational support services.  

The following were identified by participants as funding streams that could be included in the Right to Control:

· Continuing health care and palliative care 

· Income support, disability allowances, benefits and credits 

· Living Trusts

· Independent Living Fund 

· Access to Work 

· Blue badges

· Transport services

· Dial-a-Ride / Community transport 

· Transport to colleges

· Disabled Facilities Grant 

Appendix 2

Participants at our consultation event were specifically asked about issues with current funding streams and asked to consider potential solutions to these issues. These are presented below:

	What makes the current system complicated?
	What is the solution?

	Rigid interpretation and a lack of flexibility by staff / care practitioners / professionals
	· Appropriate training (led by service users) for professionals

· Ensure individuals are fully aware of what they are / aren’t entitled to

	Independent Living Fund: There is no flexibility to use benefit payments to match components of ILF
	· Professionals should take a ‘big picture’ view – looking at all monies in the round rather than just the elements they are allowed to take into account

	Access to Work: Despite all monies being agreed, the individual has to pay the money up front and then recoup it from AtW afterwards
	Either:

· Make all payments to the individual up front, or

· Make average payments to users over time, or

· Give individuals a set proportion (say, 50%) up front

	Access to Work: When payments are agreed, they are not paid promptly to the individual
	Ensure prompt payment

	Generally: SMEs or self-employed people need more support to help support disabled employees
	Targeted training for SMEs and self-employed people, provided by disabled people

	Dealing with different departments all the time for different things
	Have a one-stop shop, where you can go to in the first place for information and advice on all matters, not just specific ones

	Complicated and long forms and paperwork
	· Single assessment process

· Only filling out the relevant parts of the form rather than all of it

· If single assessment process isn’t possible, then some consistency between the different types of forms used

	Disabled Facilities Grant: 

· Really difficult to get an appointment for people to come and see client

· Workers ‘on the ground’ agree with what is needed, but this often isn’t agreed by more senior people

· Takes a long time for a decision to be made

· Solution found has to be one sourced by the local authority and not by the individual themselves
	· Be more responsive

· Listen to the solution that the individual finds themselves, rather than having to use what the LA can supply

	Not being able to take a recent assessment into other areas
	Assessments should be ‘portable’ across local authority boundaries. This doesn’t necessarily mean the whole package, but at least either (a) an agreed portion, or (b) a set minimum


List of acronyms

AA

Attendance Allowance

DFG

Disabled Facilities Grant

DLA

Disability Living Allowance

DP

Direct Payment

DPO

Disabled People’s Organisation

ECDP

Essex Coalition of Disabled People

IB

Individual Budget

LA

Local Authority

ODI

Office for Disability Issues

PAs

Personal Assistants

PB

Personal Budget

RtC

Right to Control

� As of 31 March 2009


� These different forms of engagement are captured in the phrase ‘our respondents’ throughout this response, unless otherwise specified.





Page 1 of 13

