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Let’s get Personal: Personalisation and Dementia

Dementia Awareness Week Conference - Alzheimer Scotland. (Edinburgh, June 2009) 
Personalising social care is currently one of the key areas of interest in UK healthcare. The launch of the ‘Putting People First’ initiative in 2007 was promoted as a cornerstone of government policy with the ‘shared ambition to put people first through a radical reform of public services’. A directive from the UK Department of Health indicates the importance of this ‘shared ambition’ and the need to focus on the support services in particular, when stating that everyone who receives support “will be empowered to shape their own lives and the services they receive in all care settings.” How care and support services are being delivered is high on the ‘personalisation’ agenda, and by looking at the choice and control given to those using the services, there is much debate about how adult social care services can be made more responsive to the needs of the individual. 
At the ‘Let’s get Personal’ conference, Henry Simmons (Chief Executive of Alzheimer Scotland) acknowledged that much needs to be done to address the current situation of care support which he describes as “fragmented, hard to access and resource restricted”. He stressed that future care support must be far more “creative, flexible and personalised” and that the ultimate aim is to give people choice, power and control over the resources which are available to them, as and when needed, to support their personal care needs. Without this, dementia sufferers and their carers often have little or no control over their care and, as he said, are often “forced to withdraw from normal everyday life, into what is called ‘Care’”. 
Personalisation of care means that people with dementia (PWDs) would have access to a range of resources which are appropriate for their particular care needs. With the emphasis on personalisation of care, Alzheimer Scotland has recently created a new role of Director of Personalisation, Kate Fearnley, who says of the approach to personalised care,
“Personalising services is about putting people in control and achieving a better match between paid-for care and the support of friends and family. If we can do that, we can help people with dementia and their families have an improved quality of life for longer.” 
This role has been created in order to drive the personalisation campaign and to ensure a positive change towards this in the services support given to PWDs and families. In other words, to enable their needs to become central to the personalisation agenda - putting people and their carers “in control of the support they need to live well with dementia”.

Such a care package would also help PWDs remain active and healthy longer with resources becoming available at any given point along the ‘dementia journey’. These resources should not just be an ‘add-on’ but actually be built into the process of support, available as and when required. Currently, many services for PWDs are pre-purchased by local authorities and people are often “slotted into” large scale services or “offered short periods of support, sometimes as little as 15 minutes!” 
This was addressed by Duncan Mackay, Head of Social Work, North Lanarkshire Council, who has led the development of highly personalised approaches to “community capacity building and commissioning”. In his talk he looked at best practice in dementia services and provided examples from his own area about how support services can be designed to “fit better with peoples lives”. He noted that in Scotland personalisation of care has made less headway than in other parts of the UK because it has, until now, been regarded by many in local government as “not being affordable”. However, self-directed support (previously direct payments) is now at the heart of the Scottish Government’s strategy to give people greater control over the support they receive. Therefore, issues surrounding the ‘Dementia Strategy’ are now seriously considered and being discussed with more urgency at local and national government level. 
It is clear that support services need to think about dementia services in new, more innovative ways, from early diagnosis through to improving end of life care. With the increasing incidence of dementia and an ageing population, making sufficient funding available for research into dementia support is urgently needed and imperative in supporting the drive to push the personalisation agenda forward. Therefore, focused funding is essential for any such changes to be designed and implemented. Duncan Mackay made a particular point of stressing that the funding to take forward this strategy will need to be a specifically allocated budget fully focused on, and for, dementia research and cannot be funded from monies which have been apportioned from some other ‘pots’ of money. Referring to care homes in his own council area, he acknowledged the financial aspects and constraints involved, but also demonstrated some of the successes his local council has made in providing improvements to their support services through the use of a personalised care approach. For example, they have invested in looking into why some PWDs did not attend day care centres and consequently made adjustments which helped and encouraged people to come to the centres.
Such an approach, which recognises and takes into account the personal needs and requirements of individual PWDs, also helps to build and strengthen the service providers’ relationship with them and their families. Taking the time to find out about the dementia sufferers, to understand and assess their individual needs, developing and/or allocating services based on these findings, has provided real benefits to PWDs, e.g changes to transport availability meant that the day centre became accessible to them. In fact the scheme has become so popular that there is now a waiting list for the day centre whereas in the past it had not been anywhere near capacity! This type of considered, personalised, support brings other benefits, because in additional to those for the person with dementia, it also allows a welcome period of respite for the carers and as one person put it, such positive effects have “transformed both our lives so well”.
One of the most moving talks at the conference was given by Agnes Houston, who is in the early stages of dementia. She spoke about her own experiences and also told the story, ‘in her own words’, of another lady with dementia, who was unable to attend on the day. Ms Houston told us how she herself has struggled to cope with the changes dementia has already brought e.g. being unable to continue in her job. She spoke about the difficulties she has experienced in trying to find and access the help she now needs to be able to continue as normal a life as possible. She noted that in the area she lives in there is little evidence that those with dementia are being offered the opportunity to be included in the planning of their own care support. Discussion of current and future needs must be investigated, planned and developed while the sufferer is still in the early stages of dementia and “can still understand things”. Ms Houston felt that in the early stages of tests, diagnosis and medical intervention the “professionals didn’t seem to even talk to each other!” saying that after all the tests were done, “I just got dumped”. Since diagnosis she has “…just been plodding along with no guidelines or plans available to me”. Her own ‘salvation’ as she put it, came in the form of the Scottish Dementia Working Group (SDWG) which she felt the social support services should have told her about when she was first diagnosed. Ms Houston said that until finding out about SDWG what she most wanted was “someone to encourage me to keep involved, not change my journey, just help me to continue in mine, in my way”. SDWG is an independent group run by people with dementia which campaigns to develop services for people with dementia and to improve attitudes towards them. She said that her own personal experience provides evidence of the need and importance of having information packs available at the point of diagnosis. These packs would provide dementia ‘facts’, such as in the ‘Facing Dementia’ booklet produced by Alzheimer Scotland, and should also have contacts details for local support groups such as SDWG and Alzheimer Scotland. 
Overall, what I took away from this conference was the common consensus that PWDs and families need, and have a real desire for, a far more personalised approach to their care, with support services that provide and ensure the option of positive alternatives for care along the journey of dementia.  Whether this means the provision of integrated day care, helping people find and develop their own networks of support, carer support, or other services which can be forward planned, adapting to the needs of the PWD as his/her dementia changes, personalisation of social care will not happen overnight. However, the combination of firm political will, including financial support, reforms at local and national level and the impetus for change being driven by bodies such as Alzheimer Scotland, promises to ensure that this will be the model for care which people with dementia can expect to receive in the future. In other words, an approach that will allow people to continue to live a full and productive life, in ‘living with dementia’ for as long as they are able.
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