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The event was attended by fourteen people living with and affected by MS, including three carers.
Stuart Nixon (SN) welcomed everyone, outlined the programme for the day, introduced speakers and clarified important procedures/catering arrangements etc. 

He spoke of the earlier Independence, Choice and Control event in June, from which today’s discussion group had evolved, emphasising the value of both and referring to an important, ongoing and developing process in which people affected by MS and Devon County Council were now actively engaged. SN saw great value and potential in this and future collaboration and thanked all participants for their commitment to what promised to be an interesting and stimulating day. 
Graham Varley (GV) provided an overview of his role, some background information on personal budgets (PBs) and spoke of their importance in a changing social care system, which needed now to be more transparent and accountable. In respect of the latter, he and colleagues were keen to talk to and engage with existing and potential service users and he saw the earlier personalisation event and this one as important and valued parts of that process. GV spoke too of the need for similar engagement with service providers, which was taking place and he hoped to facilitate discussion between them and service users, so that each could collaborate positively and constructively as the new system evolved. 

GV referred to several key points:    

· The process was part of a national, government initiative ‘Putting People First’.

· It should give personal budget holders more choice, control and opportunity to make decisions about the services they need.

· There is to be greater emphasis on preventative measures and less reliance on the traditional services provided currently.
· There is to be a significant emphasis on re-ablement services.
· There will be greater emphasis on early pro-active intervention in order to avert crisis.

· There is a need for clear information and advice so that people can easily access and understand the system.

· The process relies on the utilisation of so-called ‘social capital’, which may include support provided by families, carers, volunteers, professionals etc. 

· The whole process will be underpinned by greater transparency and accountability.

Ian Lancaster (IL), DCC’s project manager for personalisation, spoke of his role and of how the new system placed individuals at the centre of services, with would be designed around them. 
IL responded to a range of questions and concerns about funding uncertainties. He acknowledged that, with an ageing population and the potential for increasing popularity/demand for services over which people have greater control, there were inevitable resource implications since the ‘social care pie’ was unlikely to get bigger. He felt, however, that new and creative ways of providing services had the potential to lead to efficiencies in some areas.

In answer to concerns expressed about entitlement to DLA and Access to Work, IL stressed that PBs applied to social care services only and did not include benefits

Brenda Joyce (BJ), referred at this point to the government consultation on Individual Budgets currently taking place and the issue of whether or not there should be a ‘whole package’ approach, where everything is amalgamated under one budget. BJ suggested that there were pros and cons but that it was essential for people’s views to be made known. She is a member of a group working on the MS Society’s submission to the consultation and asked that people feed any concerns to her (email: bjoyce@mssociety.org.uk, phone: 01945 870832).

There was wide-ranging discussion of some of the perceived shortfalls in aspects of the current system and concerns were expressed about the risks of these continuing under PBs. 

GV was saddened to learn of a recent situation in South Devon, when Care Direct Plus had approached a MS Society branch seeking a volunteer to take a client shopping. The Care Direct Plus worker had not heard of Direct Payments when this possibility had been suggested as a solution. 

There was similar disappointment at an experience discussed of a care agency being unable to send staff out too late at night, which had meant that an adult was being put to bed at 7.30pm.

GV agreed to ensure that another issue raised was passed to DCC colleagues who determine charging policy. This related to someone having to rent a property because of the unavailability of anything suitable to buy. His rent was generated by and drawn from savings acquired from the sale of a property he had moved from in order to be nearer to his family, which he had done because his needs had increased. Despite having done so in a bid to ensure future independence he was being penalised because of the capital upon which he depended for rent, which was included for assessment purposes.

IL reiterated several key points
· PBs require individuals to obtain and administer their care services.

· A PB can be used for any social care need and it is important now to ‘think outside the box’ to identify services and providers capable of meeting needs.
· The PB holder will be supported to find providers and receive guidance during the changeover period.

· DCC will ensure that the available providers will be of a good standard and have relevant care experience.

· The PB is funded for eligible needs and some people may need to make a financial contribution to their services.

· A Community Care Assessment/Financial Assessment under the Fair Access to Care policy will be undertaken (this determines eligibility)

· The government target is that DCC should give eight-thousand people the opportunity of a PB by April 2011.

· Direct Payments can count as a personal budget.

· REMAS will be able to offer Direct Payments to people when they visit.

Brenda Joyce (BJ) then spoke about her MSS role and of her strong belief in the importance of people being able to make informed choices, which she considered to be a key element of PBs.   She outlined ways in which the MS Society has worked innovatively in other areas of the country to support people, such as through a Care Navigator post, an Independent User Trust Project and a Relapse Support Service, which ensured the availability of easily accessible support funds during periods of relapse.
Reemphasising points made by previous speakers and in discussion, she noted that no additional funding was available but that scope for creativity with available funds suggested possibilities for positive service improvement, citing the example of block contracts, which had to be paid for whether used or not. Potential savings in such areas may provide opportunities for more appropriate, flexible services under PBs.
BJ asked that anyone who was interested should contact her and that she would be pleased to answer any questions about PBs and the MS Society’s Independent Living programme.
After a break for coffee there were two group discussions:
Discussion group one

What kind of services will people affected by MS want to buy with their Personal Budget?

The group considered the range of services that might be needed, such as for personal and domestic care, physiotherapy, alternative therapies and child care. It was felt that there is a need for enablers, capable of supporting people to engage in hobbies and interests, which might include outings and other activities. Opportunities for social and other engagement were seen as essential to an individual’s general well-being and to their independence.

Discussion then followed around the following:

· There is a need for assistance to do things – socialising

· Open framework – to be adapted to each individuals needs

· Two types of services: traditional  and more creative ‘thinking outside the box’
· People need to know their spending entitlement under PBs.

· What are the boundaries within the criteria?
· There is a real danger that annual funding may decrease due to more people accessing finite resources/a fixed pot of money

· What point can you spend this money ‘outside the box’? Guidance is needed.

· Need to develop services, e.g. ten providers all offering the same, standard level/model of care is insufficiently flexible.

· Service users need control over putting the care system in place.

· DCC needs to be aware that some people are too fatigued or unwell to worry about getting involved and will need good support to access and manage a PB.

· Make sure that there is effective assessment and it is done at the right time

· 24/7 care is not available because it is expensive and more easily provided in a residential home. How can this change?
· People need to be given control so that they can make the best choice for them.
· Those who may be able to provide personal care services will not necessarily be formal care providers; they may be friends, relatives or neighbours.

Conclusion:

1. Care Services
It is essential that there is flexibility of provision in the amount and type of care available, as well as enough money available to fund the various providers.

2. Enabling
People need to be able to ‘do things’ to retain independence and a sense of fulfilment and well-being

3. Easy Access
Timely and speedy access to services is vital. For people with a fluctuating condition such as MS, there needs to be an action plan in place prior to relapse.  This care plan needs to be flexible.

4. Good support
People need good support/care providers - and enough of them.

5. Financial flexibility
Processes need to ensure that assessment periods for funding are not limited, for example, to one week.  There needs to be flexibility to bank and use funds as they are needed and to spend them in ways that afford greater opportunity for ‘everyday living’ and a generally better quality of life.


The group considered the following ways in which people might find appropriate services:

Designated facilitator 
Working within the county and around the localities, in partnership with other interested groups.

Devon County Council
Would offer and coordinate support for users of PBs and service providers.
Online resources
Consumer sites could list providers, possibly displaying reviews and/or star rating systems (like Amazon/eBay etc)
‘Piggyback’ 
Make use of the resources of other voluntary organisations/charities etc providing information, such as Care Direct, Age Concern, CAB etc
Discussion group two

What help and advice do people affected by MS need to access PBs and from where should this support come?
· Occupational therapists (OT). 

· Care managers
NB It was noted that neither of the above keep cases open now

· Respite care services
· Complex care teams - these are integrated health and social care teams placed within/alongside GP surgeries and there are in the region of thirty to forty (?), where it was thought that face to face assessment and open cases occurred
· Brokerage - personal and standard. They will provide a contact assessment if you have only one need

· MS nurses would refer people to the right person and copy them into the letter 
· It was thought that approximately two-hundred and eighty people are on waiting lists for OT assessments
· Direct payments require a personal bank account and the service user becomes an employer

· There is a need for advisors to help with personal assistants

· It is possible to arrange services through brokerage and with a service user account

· Council policy is moving away from providing long term care to an enablement approach
· The direct payment site needs some input (website)
Discussion on PBs and, if people are eligible for services, the options for their management:
· Employing own staff as an individual

· The council provides the services
· External agencies provide the services
PB as a direct payment with new rules and regulations

· It is necessary to develop a personal plan and to show how services will be obtained
· It is necessary to demonstrate the purchase of services and implementation of a care plan
· There is a need for information on how to get services and exactly what the PB can be used for 

· It would be helpful to have factsheets, case studies/examples

· It would be helpful if there were advocacy contracts for people unable to make their own choices e.g. Haven Advocacy

· Service users need to know the consequences of certain activity in relation to PBs
Need info on

· What the options are

· What it means to the individual

· How to access the PB

· What the consequences are of making those choices

· County council could produce the information
WECIL West England Centre for Independent Living in Bristol offers independent payroll service

When your needs change how do you get additional support?
Need input from health via complex care teams but felt their knowledge of MS was probably very poor

How could we tie in the specialist MS nurses and physiotherapists into these teams for specialist input?
How could we have a shared knowledge site?

How do they engage with service users on a regular basis - the forum for the blood transfusion service was given as a possible model for engagement?

Could it be a part of the regional chairs meeting agenda?
Conclusion and main points

1. Telephone assessments should incorporate a system whereby particular responses to certain questions asked would flag up the potential need for a home rather than a telephone assessment, which may result in a home visit
2. The availability of a range of factsheets on how to get the PB and what it could be used for would be helpful
3. It would be helpful too to have information on available options, what it might mean for the individual and how they could access them, as well as the consequences of making particular choices

4. The availability of advocacy contracts might be beneficial if individuals are unable to make choices

5. We need to consider how we tie in the specialist nurses and physiotherapists in order to share their knowledge

Summary
Stuart Nixon provided a summary of the day, highlighting the practical and constructive key points that had emerged from discussions. He referred again to this being part of an ongoing and developing process in which people affected by MS and Devon County Council were now actively engaged. 

Thanking everyone for their valued contributions, he promised to ensure circulation of notes of the meeting and looked forward to further positive collaboration between the Society and DCC.
Evaluation of Personal Budgets for People Affected by MS

	VG
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	Very good

	VG
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	Good

	OK
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	OK

	OP
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	Poor
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	Talks Graham Varley & Ian Lancaster 
	4
	4
	1
	1
	0

	Talk Brenda Joyce
	6
	2
	1
	1
	0

	Discussion group 1
	3
	4
	0
	0
	0

	Discussion group 2
	4
	4
	0
	0
	0

	The booking process
	7
	1
	2
	0
	0

	Organisation of the day
	6
	4
	0
	0
	0

	The venue
	5
	3
	2
	0
	0

	The catering
	3
	3
	2
	0
	0

	
	
	
	
	
	

	Total
	38
	25
	8
	2
	0


Overall evaluation
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11%

Good

34%

Poor

3%

Very good

52%


Additional written comments

1. A well-organised event

2. Pleased to contribute and participate/represent my experience of living with MS. At last felt input valid and not drowned out by bureaucracy!

3. A good exchange of views and a possible set of options for the way ahead.

4. One disabled lavatory is inadequate provision

5. Good access

6. Good environmental control

7. Comfortable
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