Cambridgeshire User-Led Organisation

Right to Control
Consultation Feedback
Foreword

Over the last 18 months a new user led organisation has been evolving in Cambridgeshire which aims to be representative of people who have support needs, including anyone living with a disability or impairment, older people and carers. It has been supported by the Department of Health and driven by local people with experience of disability or impairment and it has been important to us that we find out from people what difference this new user led organisation could make to them.
This consultation was the first piece of work that the Cambridgeshire User Led Organisation has carried out since being legally constituted in March 2009.

It was decided to consult on five questions within the consultation document, namely:

Consultation Question 1

What criteria should we use to select funding streams to be included in the trailblazer sites for the Right to Control? 

Consultation Question 2

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

Consultation Question 4

What things would public 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 the Right to Control? 

Consultation Question 8

Is there any legislation or are there any rules about how support is provided which might get in the way of the Right to Control, and how can we overcome such barriers? 

Consultation Question 12

What do we need to do to ensure that disabled people and their organisations play a full part in the trailblazers?

We chose these questions because they covered topic areas that remained unanswered following similar engagement exercises run by both the Cambridgeshire User Led Organisation, as it was being constituted and Cambridgeshire County Council prior to the introduction of Self-Directed Support. Because of the overlap in Questions 1 and 2 it was decided to combine these when asking people their views.
An event was hosted on 25 September which was attended by 38 people (excluding Personal Assistants) representing people with impairments, carers, older people and statutory bodies. One response was also received by email.

An attendee list is attached as Appendix 1.
Feedback was provided in small facilitated groups using the toolkit materials provided by the ODI. The responses have been provided here in verbatim form as we did not want someone else to interpret, or summarise, people’s thoughts and feelings.
Thank you to everyone who took part in the consultation and we hope you find the results in this report as useful and interesting as we do. If you have feedback or would like to find out more please go to www.cambsulo.org.uk.
Andrew Gardner
Chair of Transition Board

Cambridgeshire User Led Organisation

FEEDBACK
Consultation Question 1

What criteria should we use to select funding streams to be included in the trailblazer sites for the Right to Control?
Consultation Question 2

Which funding streams do you think could and should be included in the trailblazers? 
· All funding streams together

· Need gateway and links to SDS
· How do you get all funding streams together? – Will it be fair?

· Separate account

· Transport

· Charities

· DLA not accountable

· If one service, how will people be signposted initially

· Improve post code lottery 

· Only one assessment

· Could be discriminated

· Assessors have area of particular expertise therefore must be well co-ordinated to give good advice

· Communication between agencies had historically been poor - Except Housing? How will a joint funding stream improve this?

· If a young person is going through transition from children to adult service, will their funding be sorted out before they move, or is it likely they will be reassessed

· Why one funding stream? 

· Some funding comes from local charities, how will this work on an inclusive level

· There are too many different funding areas to totally collate them together

· If there is one service how will the person handling the assessment tap into every need of the people/person in need?
· If one dept. heads this instead of so many, would it be managed a lot better? Yes I think so 

· There is a lot of people out there who tell me that they don’t know what they should be getting or where they should be going

· Local gov’s should make things more simple to read etc.

· Too many dept’s/port’s? – Better links

· The government needs to simplify what is out there as far as funding goes and simplify the methods required for individuals to accommodate and apply for funding

· Separate assessments is better for areas of need, as one assessor can not understand all needs spreading from health and social to employment

· Nobody chose to be in a group to answer these questions

· Sorry but I don’t understand the questions! An assumption has been made that people understand what is being talked about. Re funding streams

· I find it difficult to articulate any response to the consultation documents as they seem to relate to a familiarity with certain funding streams I do not even recognise! Since so few people with Parkinson’s receive any of these streams – and since the eligibility will not be changing – I’m not sure there is much we as a group can contribute. I should add however that the one stream that is important is Access to Work so any building of the money into a cash equivalent would need to be accessible to those of us ineligible for any other funding. We also have access to DLA which I note is not to be included in the consultation – we certainly need to be able to continue to access this. Personally I think ALL the sources of funding – whether already cash or not, and no matter the source – should be amalgamated with each other, with Social Services individual budgets and with health Personal Health Plans and/or budgets. Bringing all the streams together and focussing on personal planning and creating of a present/future for all people with any kind of LTC/impairment so that there is some objectivity and fairness in funding and personal control of budgets seems to make the best sense!

Consultation Question 4

What things would public 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 the Right to Control? 

· Present system not understood

· Named person - key worker

· Where will the information be and who will pay for this

· Public bodies to come together to agree process and share information and experience

· Crisis management was the starting point to an assessment

· Consistent signposting to information ie whichever body is first approached, the person is given the same information to start the process and advice where to go

· One pot, one assessment, one review - simple and clear assessments and reviews

· Use one form

· Constant clear signposting of information from all agencies

· A ‘common ground’ of standards, expectations and communication between all involved professionals

· Bit size information about who does what

· Make the system simple

· Support required at early stage

· Advocacy

· Communicate with each other

· Everything put together in one place

· Are there enough resources?

· Knowledgeable support

· More advocates/services

· Simplify

· Clarify

· Communicate

· Continuity across funding authorities 

· Assistance with employment issues

· Clarify and relay strategy

· Simplify

· Communication

· One system/ one assessment

· Independent person than public body

· As with any funding application using the correct terminology seems to lead to success more often. This is not a fair course of action and penalises the less able. An advocate should be appointed in these cases

· One payment regularly so can budget

· 4 weekly/monthly too complicated if not confident

· Information- to the different choices

· Fair process, what are we trying to make easy

· Help with employment issues, paye,  h&s, training,  risk assessments – trailblazer issues

· What are the trailblazer areas?

· Why aren’t the questions easier to understand?

· Flexibility

· Consistent signposting relevant to individual disability by experts

· One pot of money

· “I don’t understand the question”

· There should be a starting sum of money and then add to it according to need

· Paper work and ‘returns’ – stopping fraud but still trusting people (Employment law – responsibility!)

· Not about making it easier for public bodies – it’s about making it easier for disabled people – cut out the administration

· “Battle after battle”

· Resource allocation and self-assessment

· Assessors will have to be well trained or lots of support for the person or family to do it themselves – The last one took 7 hours….

· Set up an independent national assessment and support service, that can pool the funding streams into a one pot budget for individuals

· Big problems filling in forms “I go to pieces”

· What if a consultant led the process (assessment)

· “Better to give the money to another person than another professional”

· “I’m caring for my care manager”

· Blue spot group are service users – who are the other groups made up of?

· Not heard just in Westminster but now in NHS care trusts – not waiting to 2025

· Saying it’s on the internet is not a solution for everyone

· Make all the comments into a coherent whole

· Is it cheaper to allow some mistakes or to pay for all the monitoring

· Who is responsible if it all goes wrong? Council? The person? – “You would not do that if you were the person or the family” Some people may need ’appointees’ or other people to help.

· Pay a competent organisation who already have the necessary skills to run conferences including administration e.g. giving individuals the questions they must answer before the day

· “Is Cambridge going to be a ‘Trailblazer’ site?” – decisions in October 2009

· “One person already has her own budget, and it’s working ok” – see Christine Millar (Darwin Nursery)

· On assessment – “make it easier to understand with help from someone who is independent”- one organisation – with specialism’s
· Please stop changing the words:

· In control 

· Individual budgets

· Personal budgets

· Self-directed support etc

· ‘Easy to understand’ please - ‘Funding streams’ ‘Trailblazers’ – “different sorts of money”

· ‘It would be nice to know what’s available’ - ‘When you know one sort of money you get to know about others’ - “Do we have to apply for ourselves?”

· A one stop shop for the whole bloody lot…..

· Still waiting for a care co-ordinator after 7 years

· Initiate contact with disabled people

Consultation Question 8

Is there any legislation or are there any rules about how support is provided which might get in the way of the Right to Control, and how can we overcome such barriers? 

· Limits – Direct payments regulations, control of the cash 

· Benefits trap

· ILF – stay at home, stay independent

· Independent advocates - too few

· LSC from 2010 no provision for 25+ age group

· (How to) Move from children’s to adults services

· Direct payments do not allow someone in the same household to take a wage for caring or transporting from a-b or for managing budget

· Incapacity benefit does not encourage people back into work as regulated to work for less that £20 week. Can earn more but limited only for 12 months why?

· When pension age changes will carers allowance be paid to a later date or will it still cut off at 65?

· Create an alternative system rather than tinker with what we have and transfer to this rather than change what we have at present

· Accounting regimes don’t currently support a single assessment/system

· Not sure what is out there – people need help getting  to them
· Social workers  – trained to look holistically 

· Barrier – length at the to set things up (& associated SLA)

· What are triggers which mean support will be given without a support plan

· Peer support – really good way to provide holistic support

· Social care assessments - are assessments taken at face value or questioned (reassessed) by different professionals

· What are a persons expectations of the term ‘work’?
· Need to flex peoples support for employment depending on someone’s needs over time

· What do we mean by a ‘job’?

· Companies attitude to people with disabilities (is a barrier)

· Trusting other agencies assessments

· What is national assessment?

· Charging regime for residential and non-residential support is different – also can’t use direct payments for residential care. Can this be changed?

· How do you bring knowledge of ‘brokerage’ together in one place to give good quality first contact: for things like: benefits, job centre, social worker

· People are not sure what is out there

· Have one support plan across multiple agencies and define a lead agency (who will decide?)

· Where is the power?

· One multi-agency appraisal but can individual agency objectives be achieved through each funding stream

· Geographic and agency barriers exist e.g. eligibility for funding – by 2025 can have national assessment which then gives access to all funding streams

· Understand needs/objectives of each funding stream

· People who have been labelled tend only to receive/have access to support from services of that same label. E.g. LD client have LD services even if has mental health issues

· How do two potentially institutionalised groups (disabled people +statutory services) help one another to develop a really varied menu of services to choose from? E.g. what accepted role is there for engagement in participatory arts?

· Charging and Eligibility – could have multi-agency manage these or can we have one set of objectives

· Some people may have to go way outside ‘normal’ interventions to achieve benefit

· Will there be orgs/sections that are excluded from the menu of options because doesn’t fit with idea of what support is

· Disabled children don’t get access to work experience and this sets their expectations even lower for later life

· DP reps – can’t pay relative own home even if they are person would choose

· Connexions – unable to assist disabled young woman to access vol. work – ‘not in their remit’

· Professionals need to be aware of rules and refs and apply correctly – ignorance results in people being refused support/service

· Health and safety – used to sabotage chances of disabled people accessing work

· Benefits trap – no stepping stones to full time work

· Minimum age
Consultation Question 12

What do we need to do to ensure that disabled people and their organisations play a full part in the trailblazers?
· Information – clear, concise -  who will decide on trailblazer
· Who to contact?

· How to get involved?

· Practical support from ODI
· Funding from ODI for organisations

· Pump priming

· More info About pilots that have already taken place, e.g. IB pilots

· Trailblazer sites should work together and share experiences/support with each other
· Need training and briefing for organisations so they can pass on the message to s/u’s

· Workshops for organisations and s/u’s

· Why wasn’t ODI present today?
· Wide representation of s/u’s - IB pilots too narrow

· Pilot study needs to be short, sharp results oriented.  “Preparing to launch” period of 5 months is too long

· To play a full part over a 12 month pilot project adequate resources must be applied against desired pre determined outcome options

· Who makes the decisions about which organisations (or type) are to be part of the trailblazing?
· What services are you looking for?

· Social training enterprises need core funding that will support people in making choices, e.g. people looking for new work opportunities. Without core funding we can’t provide job coaches to support people with identified number 1 priority of securing work and employment. People would then be denied this choice and have to stay where they are.

· Stories about ‘individual budgets’ seem to differ and they are nothing to do with Cambridgeshire – holidays V not holidays – hard to get the time to keep checking all this

· Social workers do not know about benefits - being given wrong information is shootable!

· How to improve services – key question

· Singing from the same song sheet but no one is listening

· Regular feedback on almost a weekly basis so you can direct you energies – cost?
· From the beginning in the planning process, and the whole process

· What do we need to do to ensure disabled people and their organisations play a full part in the “trailblazers”? – before.. during.. after.. 

· It worked well on Anglesey until everyone had to be ‘trained’ and all the money went on that!

· What qualifies a local authority to be a “trailblazer”? – the money might get swallowed up in administration

· How can the disabled people help – come to the meetings, but you have to have a car!

· Different views from different doctors

· Identify the “user led” agencies please – disability action – Cambs ULO etc.
· How will the cutbacks affect the ‘right to choose’ pot of money?
· Service providers – should be given advice? (‘Luminus’ are having a meeting soon) 

· Cut out the admin. – save money?
· Hearing from people who are already using their own individual budgets? …from other areas?
· Money to pay for the taxis – what does reasonable mean? – make it clear!

· Meeting places must be fully accessible

· Door locks are too low for me – had to have help to get out!

· “must have been done before – you don’t need to ask me…” how to do it

· 1000 questionnaires sent out 170+ came back

· Chosen by someone who is not disabled: - consulted – participate –accessible

· ‘A mixture of ways of involving people’ – “A bit much for some people”

· Go and ask ODI – is ODI run by disabled people?
· All about communication

· “If I got enough money I could just be his supporter not his unpaid carer”

· Role for disability organisations – “Cam sight, Mencap

· We could do a much better job with the same income? – What needs to be in the contract? Who qualifies?
· What does ‘user-led’ actually mean?
· They need to listen to what’s been said already

· Involve careers too! – Must count!

· Some anger at ODI about “how to involve” when the disability rights commission has done it all before!

· What happened to the old sheltered workshops and industries – Other ways now (supported employment)
· “Supporting people” money is not the same as social care money?
· Not had the funding to do more than this event….

· We found we needed speech therapy which we hadn’t thought about before – using people’s skills e.g. specialists, do they need to be disabled?
· Who are the directors of Cambs UCO? – Mainly disabled people

· Put some money aside for training – use the rest elsewhere

· People who don’t read or write! - not just meetings?
· People from different ethnic/minority backgrounds 

APPENDIX 1
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		Delegate Name		Organisation		Email		Address 1		Address 2		Address 3		Address 4		Address 5		Post Code

		Anderson Sue		Burwell Print				Burwell Print		The Causeway				Burwell		Cambs		CB25 0DU

		Baker Trevor		CCC Research Group		Trevor.baker@cambridgeshire.gov.uk		CCC Research Group		RES 1203		Shire Hall		Cambridge				CB3 0AP

		Bentley Joy		National Autistic Soc		Joy.Bentley@nas.org.uk		National Autistic Society		Old Barn Cottages				Kenny Hill		Suffolk		IP28 7DS

		Billam Sue		Our Voice		Sue.ourvoice@ntlbusiness.com		Our Voice		91 Cherry Hinton Road				Cambridge		Cambs		CB1 7BS

		Broughall Ian				ianbroughall@rocketmail.com				20 Samian Close				Caldecote		Cambs		CB23 7GP

		Byrne Steve		LDP		Steve.byrne@cambridgeshire.gov.uk		LDP		12A Ambury Road				Huntingdon		Cambs		PE29 1JE

		Calvert Brian		Papworth Trust		Brian.calvert@papworth.org.uk		Papworth Trust		Bermard Sunley Cemtre				Papworth Everard		Cambs		CB23 3RG

		Clayton Gavin		Arts & Minds		Gavin.Clayton@artsandminds.org.uk

		Cubitt Harry		Disability Action		disabilityaction@btinternet.com		Disability Action		51 High Street				Haslingfield		Cambs		CB23 1JP

		Cubitt Charlie

		Dale Nick		Cambs Direct Payment Support Service				Cambs Direct Payment Support Service		47 Drinkwater Close				Newmarket		Suffolk		CB8 0QW

		Davies Paul		CCC Disability Service		Paul.Davies@cambridgeshire.gov.uk		CCC Disability Service		Scott House		5 George Street		Huntingdon		Cambs		PE29 3AD

		Drew Deborah		Hunts Shopmobility		shopmobility@huntsforum.org.uk		Huntingdon Shopmobility		Princes St Car Park		1 Malthouse Close		Huntingdon		Cambs		PE29 3AN

		Giga Salim		Askham Care Homes Ltd		sg@askhamcarehomes.com		Askham Care Homes Ltd				Benwick Road		Doddington		Cambs		PE15 0TG

		Gill Susan				sue@gillfamily.plus.com				12 Scotts Crescent		Hilton		Huntingdon		Cambs		PE28 9PG

		Harris Carl		OCYPS Cambs County Council		carl.harris@cambridgeshire.gov.uk		OCYPS		Buttsgrove		38 Buttsgrove Way		Huntingdon		Cambs		PE29 1LY

		Hay Mike		CCC		mike.hay@cambridgeshire.gov.uk

		Jenkins Charles		FACT		contact@fact.gb.com		FACT		5 Martin Avenue				March		Cambs		PE15 0AY

		Kennish David		Thera East Anglia		Yvette.bentinck@thera.co.uk		Thera East Anglia		The West House, Alpha Court		Swingbridge Road		Grantham		Lincs		NG31 7XT

		King Georgina		Steng/Phoenix Employ		georgina.king@steng.org.uk		STENG		5 Brick Lane		Mepal		Ely		Cambs		CB6 2AH

		Lewry Annika								34 Hopkins Close				Cambridge				CB4 1FD

		McCallum Ruth		CCVS		Ruth@cambridgecvs.org.uk

		Memon Juveria		Disability Action		disabilityaction@btinternet.com		Disability Action		51 High Street		Haslingfield				Cambs		CB23 1JP

		Millar Christine		CPFT		christine.millar@cpft.nhs.uk

		Newton Lesley		Visual Impairment Service Team CCC		lesley.newton@cambridgeshire.gov.uk

		Oake Pauline		Thera East Anglia		Yvette.bentinck@thera.co.uk		Thera East Anglia		The West House, Alpha Court		Swingbridge Road		Grantham		Lincs		NG31 7XT

		Pegrum Alison (by email)				ennead25@ntlworld.com

		Richards Anne		Disability Action		disabilityaction@btinternet.com		Disability Action		51 High Street		Haslingfield				Cambs		CB23 1JP

		Rogers Ruth		Age Concern		Ruth.Rogers@accambs.org

		Rook Cheryn		Disability Huntingdonshire		cheryn@dish.org.uk		DISH				Pendrill Court		Papworth Everard		Cambs		CB23 3UY

		Simpson John		Action for Blind People/RNIB		john.simpson@actionforblindpeople.org.uk		Action for Blind People				PO Box 8382		Loughborough		Leics		LE11 9BL

		Stephenson Sarah		Allied Health Care

		Stuart-Menteath Jan		SENSE		trina.bache@sense.org.uk		SENSE		50 Forder Way		Hampton		Peterborough		Cambs		PE7 8JB

		Temple Jane		LDP				LDP		12A Ambury Road				Huntingdon		Cambs		PE29 1JE

		Tofilska Kate		BIRT Comm services		kate.tofilska@thedtgroup.org		BIRT Community Services		Millennium Court		60 Queen Street		Wakefield				WF6 2BU

		Turner Jane		FACET		kcthorne@tiscali.co.uk		FACET		Marwick Road				March		Cambs		PE15 8PH

		Walker Ray								9 Hilary Lodge		Brampton				Cambs		PE28 4TL

		Welford Sylvia		SENSE		trina.bache@sense.org.uk		SENSE		50 Forder Way		Hampton		Peterborough		Cambs		PE7 8JB

		Wilkie George		Carer		wilkieg@sky.com
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