Draft Report on the DITO/THINk Personalisation Event of 26th March

On the 26th March this year a personalisation Event was organised by Disability Information and Training Opportunity, (DITO), in conjunction with Tower Hamlets Involvement, Network (THINk), it would last a full day and would take place at the Ecology Centre in Mile End Park. 

The aim was to devote a day to examining the issue of the personalisation of social care and how that would impact on the lives of disabled people in Tower Hamlets and their aspirations. This in turn could lead to a complete rethink of services within Tower Hamlets.  The additional goal was to ensure that people would feel able to discuss their fears and hopes in a setting that seemed independent of the Council’s agenda. The hope was that there could be a real cross-pollination of ideas about this complex and thorny subject. 

Background

It is, though, firstly necessary to look at what personalisation is and why it has come about now. It is quite clear that there has been a major demographic change taking place in Britain over the last thirty years. More people are living longer and the life expectancy for a range of hitherto life limiting illnesses has increased dramatically. Simultaneously the demands of disabled people in terms of quality of what can broadly be called care and with regard to their autonomy has also increased. People have become very dissatisfied with inconsistent, paternalistic services that bear little reflection on the lives and aspirations of disabled people at the start of the 21st Century. It is also a costly and unwieldy approach that may not provide the best means of using available finances most effectively. 

This has meant that the Government has attempted to reconcile those seemingly contradictory goals by embarking on the concept of a more personalised approach to care. This could both be a means of utilising the available resources more effectively and giving people a far greater say in their future plans. These goals were outlined in their paper, “Putting People First”. This could amount to no less than a major cultural shift in how care services should and could be provided. The major shift would be in person centred planning with individual support packages with a personal budget agreed with the local authority. 

The aim is to shift all care on to a personalised basis by April 2011. This is a major target to achieve and whilst some local authorities have used a personalised approach to social care to a major degree some have suggested that Tower Hamlets has been either reticent or slow in adopting this means of providing social care. These issues needed to be addressed at the Event with both service users and carers and workers looking at what they knew, what they feared and what they wanted. 

Organising the Event

Both DITO and THInk were keen that all sections of the local community would attend. However, prior to the Event we had leaflets printed which we distributed around Southern Grove and other premises or that we emailed to a wide range of organisations working with disabled and older people. We made sure that the organisations contacted were representative both in terms of impairment and ethnicity. We used the Council’s partnership board list, contacts made through DITO and any informal contacts that we knew. THINk also assisted us in finding other suitable contacts. 

We were keen on getting publicity prior to the event so due to the efforts of John Hoang and Shalina Hussain, at Communications of Health and Wellbeing and East End Life respectively we had some good press coverage prior to the event including a particularly erudite quote by Michael Shamash! This was essential in ensuring that the event had local profile. It was necessary that this momentum would carry through to the day itself. 

An agenda was created that we hoped would provide a variety of perspectives on Personalisation without feeling like a boring selection of talking heads. In talking to Stephen Hodgkins (the Chair of DITO) we agreed to begin with the experiences of people currently using direct payments which are analogous to personalised budgets. It would then be logical to have someone from the Council to explain how in practice Personalisation would be enacted in Tower Hamlets and the progress that had been made so far in putting the rhetoric of personalisation into action. The final person to speak would be someone who could provide an overview of the process from the perspective of someone who had been involved in the disability movement and could see both the strengths and failings of the personalisation agenda viewed from the prism of the history of disabled people’s identity and politics. 

To make sure that this ran smoothly the staff and volunteers at DITO had to make sure that all the background arrangements were in place to ensure that the day was a successful one. We hired the stage, sound equipment and microphones. We arranged for sign language interpreters to be present and for sufficient quantities of food to be provided. This could not have been done successfully without the massive assistance of Stacey Peterson in the DITO office who arranged this seamlessly. Likewise, to get the leaflets for the event designed and the agenda sheet together full credit goes to Rob Johnson at DITO. 

The Event

The day itself was fortunately sunny which was, one hoped, a good omen only to find that the lavatories were not functioning due to a major water mains leak in East London which probably was not. Luckily due to the publicity and the sunny weather over seventy people attended, admittedly not all signing in. There was a cross-section of disabled people and care professionals, with fortunately many people who I had never seen before at a meeting. 

The day commenced with a brief introduction to the day and an explanation of  its purpose. I explained that personalisation was something that had been demanded by disabled people over the years. The concept of person-centred care has been a major theme of the disabled people and service users movements. However, I can also see that it could be used inappropriately as a crude means of cutting and privatising services. With changes in demography and aspirations of disabled people no change is simply not a viable option so we have to be able to affect the nature and reach of personalisation within Tower Hamlets. 

Two service users from DITO, Jimmy Ferry and Sadi Mughal spoke about their experiences of receiving direct payments, the predecessor to personalised budgets. Both saw it as largely beneficial giving them both independence in various forms. One can pay for personal assistance throughout the week and the other can have a carer to accompany him to a range of social and cultural events at weekends. Their only qualms were the paperwork entailed but they felt it was a small price to pay for the transformation of their lives. 

Then we moved on to a presentation given by Daren Ingram from the Commissioning Team at Tower Hamlets Adults Health and Wellbeing. He showed how there were diverse routes into personalisation, using a range of referral agencies and sources and covering the entire spectrum of disabled people within Tower Hamlets. He explained the self-assessment process and also how needs would be evaluated around a shared concept of need. He also pointed out the clusters of trial groups staring to use personalisation and personalised budgets. He had to deal with fairly voluble criticism of the intentions of the Borough from some sections of the audience. There were also comments made about the impenetrable nature of so much social care form filling. 

The final speaker of the morning’s session was Julie Newman, Current Chair of the United Kingdom Coalition of Disabled People, (UKCDP). She pointed out how Personalisation would ideally be seen as part of the historic progress that disabled people have made over the last part ot the 20th Century and beginnings of the 21st. This included the introduction of Direct Payments and the implementation of the 1995 and 2005 Disability Discrimination Acts. However, the worry was there that if this was simply a purse tightening exercise that put more constraints on the lives of disabled people then this could be seen as a backward move and not progressive policy. 

We then had a lunch break and one of the satisfying effects of the day was the number of people talking and sharing their experiences of life as disabled people or workers in the field of social care who had previously not met. After lunch everyone present broke up into groups where a series of questions was asked. These were simply what did people know about personalisation? What were its benefits and its potential problems? The final question was how did people see the future of social care?

All the groups wanted to know more about personalisation and some participants definitely felt that they were fairly ignorant of personalisation and how it would operate. There was a generally held belief that in principle personalisation was a beneficial development. They provide greater freedom and flexibility. There were worries expressed by one of the groups that the current Fair Access to Care Services,(FACS), assessment of level of need could still be in place to ration care provision. 

A theme that also emerged strongly from the discussions was the need for effective advocacy to ensure that people were not rushed or bamboozled into making rash decisions. Allied to this advocacy was the need to ensure that in line with the promise in “Putting People First” that there should be detailed information readily available and in accessible formats written in clear jargon free language. There was a definite need evident to ensure that people with learning disabilities were able to understand the process.   There was scepticism shown about the possibility that this was simply a means to implement cuts and bring about the privatisation of local government services.  It is clear that providing in-demand services could be regarded as lucrative and therefore open to commercial pressure. 

However, the hope was that with a much greater level of informed choice there could be a greater link made between service user and provider which could develop into a real partnership. The flip side of this were concerns that the existing level of service could be jeopardised and that the sheer complexity of the paperwork could prove a nightmare without adequate support from social worker, care manager or increasingly the brokerage service. 

What in essence is needed is social care that is flexible, transparent both in terms of the process and the costs entailed. It could be a means by which the division between service user and others is eroded as we develop a more holistic approach to social care. This could, ideally, lead to greater openness about the nature and effects of the individual’s impairment and level of disability and consequently a more honest approach to future service planning and commissioning. 

This will mean that traditional care services and attitudes to care may be completely transformed in the near future and there will be resistance to this both from staff and also from users of these services. This can only be countered by having disabled people in at all stages of discussions about the profile of their care and the co-production of services which may lead to a leading role for user-led organisations such as DITO.  As one group suggested, a grass roots sharing of knowledge and defining best-practice could emerge.

Summary and Recommendations

The day was a great success with many people attending feeling that they had learnt much about personalisation and requesting the option of a rolling programme of personalisation events. The feedback sheets seemed to echo these views with most rating the event as good, 11 returned forms, six as good and only three as adequate. There was little criticism of the format and content of the day with most simply being glad that the event had taken place.  

So, if I try and pin point a series of recommendations that emerged from the day they would be as follows. 

1. The personalisation process has to be based on informed choice.

2. The service has to be accessible to all particularly for people with learning disabilities and sensory impairments. 

3. That the service user is involved at all stages of assessing the person’s needs and, equally importantly, wants.
4. That the options provided are person-centred, creative and flexible
5. That advice and information are always to hand
6. That strong advocacy becomes an integral part of personalisation planning
7. That the process is not riddled with jargon.
8. That continuing professional support is readily available.
9. That there is no discernible conflict of interest between the Council’s support role and recommending care options. 
Michael Shamash,  May 2010

