Dementia 2020 Conference
Morning Session

Good Morning. I live in Ashford, Kent. I am married and have 2 grown up children and was forced to retire when I was 58 years old due to my dementia. In my working life, I have been a Musician in the Forces, a Village Policeman, a Driving Instructor and I finished work while employed as a Driving Examiner. I was diagnosed with Fronto-temporal dementia 3 years ago although symptoms were present for a couple of years prior to this. It took me these 2 years to persuade my G.P. to refer me onto the Memory Services, the main problems being me having a lesser known form of dementia and the fact that I was still in my 50’s. Understanding around this condition and Young Onset Dementia has improved greatly over the last 5 years but still has a way to go. Of course, when most people in society think of dementia, they think of Alzheimer’s, an older person and a person in the later stages, unable to think and care for themselves. I have lost count of the number of times that I have been told I don’t look like someone with dementia because I don’t look or behave like the stigmatised perception of a person with the condition.
Treatment and Interventions.
Unlike Alzheimer’s, there is no pharmacological treatment available for Fronto-temporal dementia. Treatment of this condition relies on good, established psychosocial interventions. About a year ago, the British Psychological Society issued this guide to Psychosocial Interventions in Early Stages of Dementia. It was a collaboration of the Faculty of the Psychology of Older People and people living with dementia. It outlines some 20 interventions that help all people with a diagnosis, not just those with Fronto-temporal dementia and is an excellent document which I hope you are all aware of. It covers subjects like Music Therapies, Singing for the Brain, Creative Arts Therapies, Life Story work and, among others, Animal Assisted therapy and Involvement Groups. Unfortunately, with the exception of Cognitive Stimulation Therapy and Cognitive Behaviour Therapy, they are not officially recognised by the National Institute for Health and Care Excellence (N.I.C.E.) and are therefore rarely funded to be available on the NHS. It would seem that some of the money that is being used for research should be put into establishing these interventions as effective treatments when pharmacological interventions are not possible or appropriate. Time and time again when speaking with people living with dementia, both carers and diagnosed, I find them talking about the fact that, following diagnosis, there was a feeling that they had been dropped off a cliff with no further help. Almost like being set adrift in an ocean without a map or compass to help them in the uncharted territory. It is essential that people with dementia still feel connected and are not allowed to feel abandoned by society and the medical profession. These interventions will not stop the dementia but surely anything that can slow down the progression of the disease or improve quality of life should be used, just like it is with pharmacological interventions.
One of the challenges within the Dementia 2020 initiative is to make the U.K. the best country in the world for Dementia. The difficult task, as in many things, was to break the inertia and get the ball rolling. This has been done but now the task ahead is to maintain that momentum. As always, it is relatively easy to talk the talk but now, both as professionals and as a nation, we must walk the walk and get all these wonderful ideas implemented, put into practice and working for all those affected with and around dementia. We are all here today for this one purpose and I look forward to a good conference that will bring about positive outcomes to move us successfully forward to the realisation of the goals set within the Dementia 2020 initiative.
Afternoon Session
Firstly, I would like to say thank you for inviting me to this Conference today and allowing me to express the views of those who have a diagnosis of dementia and for who’s lives you are all working so hard to improve. 

At the centre of the word Dementia are the letters ME. A while back, campaigners who were living well with dementia started wearing T-shirts with the slogan “Don’t forget the ME in Dementia” on as they believed that services around dementia were being developed around them but with no consultation with them to establish what was being set up would fully benefit those with a diagnosis. The theories being put forward by the learned professionals were good but the true experts in the dementia condition were those who were actually living with and experiencing the condition. It was almost as if the professionals believed that by involving those diagnosed, it would change the word DEMENTIA to DEMONS HERE! Would it really be possible to work with and consult with those diagnosed without it causing more problems than solutions? The answer is a definite and unequivocal YES.
Quite soon after my diagnosis, I became involved in the Forget Me Nots in Kent which led on to me becoming a Dementia Service User Envoy. The Forget-Me Nots are a group of 20 or so people who all have a diagnosis of Dementia. We meet monthly for 2½ hours at a Community Centre near Canterbury. It is also attended by two Psychologists and supported by University of Kent Psychology students. The meetings are a mix of formal and informal time, with an agenda circulated before the meeting for members to consider, prepare for and contribute towards. Over the past 3 years, the Forget-Me-Nots have been involved in numerous activities including presenting at Conferences, speaking at regional Doctors meetings, being part of selection panels for new staff to posts in Healthcare professions relating to dementia care in the NHS and consultation on literature produced for professionals, carers and those with a dementia diagnosis. We have consulted on the development of fully user centred Care Plans. We have also carried out a series of talks to G.P.’s Receptionists on how they can assist in making a visit to the G.P. more accessible and less stressful, covering such things as the Booking System and the environment. We consulted on the format and wording of the document I talked about this morning and have even consulted on revisions to the Mental Capacity Act with the House of Lords. Some of our members have written in national magazines and been featured in programmes on the radio and television. They have written and published a book, “Welcome to our World” about their lives before and after diagnosis which has sold around the world.

They have done audio reports for a website, Dementia Diaries, around the subject of Living with dementia and the challenges encountered on a day to day basis out and about in society when dealing with banks, shops, utility companies and government departments concerning disability benefits. These are regularly featured on the internet. We have members on local and national committees to do with dementia and members working as part of the accreditation teams at M.S.N.A.P. that visit Memory Services across the country. Along with 49 other similar groups, we are working with the organisation D.E.E.P. to challenge stigma around dementia, to work to improve the involvement of people with dementia in decision making domestically, locally, nationally and internationally.
People with dementia do have a voice then and can make valuable contributions in and around the development of services and understanding around the subject of dementia! 

Everybody present in this room today is an expert in their field and the wealth of knowledge is staggering. However, it should be borne in mind that the person who is actually living with the dementia is an expert by experience. People with Young Onset Dementia may have had to give up working but don’t kick them into the long grass. They can assist you experts in your chosen fields! People with Young Onset Dementia expected to be able to carry on working for many years and will willingly be involved in the development of better services and the onward research in and around dementia. Use us. We are there, ready and waiting. You only have to ask.
I ask you to remember that Dementia comes in Cans!  Working together, we all certainly CAN in the future!
