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Abstract

The practice of researching for resources that are available to support those living with dementia, and to those who care for them. Evaluation of these systems in place; examination of potential rises of future diagnosis of the disease in an ageing population. This study was designed to discuss and review the many resources available to the newly diagnosed. Most of these resources have been developed and put into place by charity organisations and are now widely used within the National Health Service as well as in local communities.
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Introduction

This report will demonstrate and evaluate resources available to those living with dementia, starting with a summary of the prevalence of the condition within the United Kingdom (UK), including projected figures of new diagnoses over the next thirty years. The VIPS framework will then be discussed and evaluations will be made based on how it has been adapted, and developed over there past four decades into a framework, used throughout the National Health Service within the UK today; as well as delivering insight to resources available not only to medical professionals, but also those with dementia, their families and friends. 
A brief outline will then be presented on the process of diagnosis and a next step proposed for gaining support in the local community as there are many charity resources available. A more detailed focus on one ‘This is Me’ will be presented, discussing how it can benefit both the care team and the person with dementia followed by discussing the role and support of an admiral nurse.

Prevalence of Dementia

The prevalence of dementia is growing rapidly in the UK, thus necessitating more focus on how the nation needs to react to the condition. This includes working on finding a cure; and improving the rate at which dementia is diagnosed; this will therefore increase impact of current treatments (Jopling, 2017). As shown in Graph 1 below, the projected number of dementia diagnoses are expected to rise by almost 400,000 in the next ten years and by nearly a million in the next thirty years (Dementia Statistics, 2018).






Graph 1.
[image: C:\Users\Owner\Downloads\statistic-graph-1194.png] 
(Prince, et al., 2014)

VIPS Framework

One approach highlighted within the report ‘Promising approaches to living well with dementia’ (Jopling, 2017) is the importance of advancing dementia awareness in communities and dissolving the stigma to allow those with the disease to access services or products to improve their day to day lives (Jopling, 2017). Gething, (2017) shares this opinion; adding that by promoting multi-agencies to pull together this will therefore promote dementia friendly services within communities in a more uniform manner across the board. Collins, (2015) report’s that although budget spending has previously been aimed towards curing or eradicating dementia completely, a more realistic outlook needs to be applied. Spending on treatment and support of those living with dementia, their families and carers now rather than focusing solely on the future. Collins follows by highlighting facts that explain that dementia is an umbrella title for many different diseases and therefore one single cure will not treat all; making the long term goal to find ‘cures’ in the plural sense, and in the short term more focus and funding should be spent on people already suffering with the diseases as well as on the continued research for the future. Peter, (2017) discusses Thomas Kitwood (1937-1998) who developed a model from person-centred care aimed at those suffering with dementia; with six core psychological requirements and affirming the need for anyone caring for those with dementia to fulfil each one of those being: Love, Comfort, Identity, Occupation, Inclusion and Attachment. [image: Image result for kitwood flower] 


Heerema, (2018) explains that this approach was evolved in the 1980s by Thomas Kitwood who believed that there is more to a person than their diagnosis. By leading the person-centred approach, the carer is enabled to respond to individuals on a personal level; simple things like knowing the persons tastes, routines, likes and dislikes can offer huge comfort to someone with the condition who potentially could be very frightened and confused. 


This model was furthered and expanded in to the VIPS framework by Professor Dawn Brooker which stands for:

· Values (people’s rights)
· Individual Needs
· Perspective of the service user 
· Supportive Social Psychology Relationships and Interactions (Word Press, 2012)
Care Fit for VIPS is a free resource first established in 2009, available online to assist with making person-centred care easier for anyone to apply by breaking down core principles in to manageable pieces, starting with a selection of questions with Likert scale, which is a scale originally used in psychology allowing someone to register how much they agree or disagree with a statement usually between one and five (McLeod, 2008) this can then assess how care is improving; with assistance to create changes and how best to initiate these. Care Fit for VIPS requires registration and then tailors the resources to the requirement of each applicant; offering step by step support to aid carers to deliver a more ‘personal’ person-centred care plan (Care Fit for VIPS, 2019). Rosvik et al., (2011) trialled a pilot study across two nursing homes using the VIPS model; although the study showed great success, this was only with the people that were under direct care from a registered nurse. Those under general carers did not have the same response or benefits. This was believed to be down to the lack of training and understanding of the personal-centred approach amongst staff at lower bands. 
National Institute of Care Excellence, (NICE) (2018) has taken this framework and adapted it, outlining the importance of personal-centred care based on the four main principles; not only are these principles designed to promote wellbeing for the person with dementia, but also emphasise the need to consider the importance of caring for the carers including family, friends or paid care workers.


[bookmark: _GoBack]Community Based Support

Dementia UK, (2019) offers support to both families and the person with dementia; however, they also suggest all community-based support should be directed by the GP themselves. It also states that the level of support that is available can vary hugely, depending on specific needs of both the person with dementia and their family. National Health Service, (2019) explains the process from diagnosis in the early stages and what next steps may be. It is suggested that the person with dementia needs to create an action plan for their future and make their wishes known while they still have the capacity to do so. The support available is often down to a postcode lottery, with more resources being available in towns and cities; whereas more rural settings can be limited. There are several charity organisations such as Age UK, (Age UK, 2019) Alzheimer’s Society, (Alzheimers Society, 2019) and previously mentioned Dementia UK, (Dementia UK, 2019).
Alzheimer’s Society, (2019) offers a variety of resources from day to day living, how to remain independent for as long as possible; there are also links available to support the carer with advice on how to understand and care for someone with dementia, and highlighting the need for the carer to take care of themselves as well. Other information includes legal or financial advice as well as providing helpful signposts to what is available for local areas.

‘This is Me’

In 2013 The Royal College of Nursing, (The Royal College of Nursing, 2019) partnered with The Alzheimer’s Society, (Alzheimers Society, 2019) to develop a leaflet (Appendix 1) to support those with memory issues including dementia. The idea behind the leaflet is that when the time comes that the person with dementia goes into the care-home setting, the professional carers have an idea of what the person was like before the disease, thus allowing for a more personal-centred care approach. Most questions within the leaflet are simple ones such as; what the person prefers to be called, what their background is, are they religious or spiritual, did they work or what was their occupation, favourite places, what or who is important to them, dislikes, mobility levels, what are favourite drinks or meals as well as several more. The recommendation is that this questionnaire be completed as early as possible after diagnosis in order to get as many honest answers from the person with the disease as possible. However, it does also allow for close family or friends to complete on their behalf. The East of England Ambulance Service NHS Trust, (EEAST) (2018) encourage the use of the ‘This is Me’ supportive tool; believing it can allow their ambulance staff to treat patients with dementia in a more personal-centred manner. The tool can be taken with the patient to a hospital setting and can allow the patient to feel known by staff which in turn can help them feel more at ease in a situation which could otherwise potentially make them very insecure or frightened. Moore, (2018) has stated that, by having this resource as part of their dementia strategy it has already shown positive effects on dementia patients that they treat; adding the importance of overcoming barriers in communication which  can decrease levels of distress or anxiety that the patient may otherwise be experiencing. 


Dementia UK
Admiral Nurses

Dementia UK was founded in 1088 as a training programme by Jane Jason, a family member of a deceased dementia patient with a vision to offer support and understanding to families who have recently received a diagnosis of dementia either for themselves or their family (Jason, 2019).
This programme produced their first admiral nurse in 1990, aptly named after Jane Jason’s father and his love of sailing. The role of an admiral dementia nurse is to support the person with the condition and their family to come to terms with the diagnosis, suggesting supportive techniques to aid day to day living and communication. The admiral nurse support is available from diagnosis through to end of life and continues after death in helping families to come to terms with their loss and move forward with their lives. However  this is another resource that is either telephone based during office hours or down to a postcode lottery as to whether there are admiral nurses operating in a certain area (Dementia UK, 2019).

Conclusion

The prevalence of dementia and projected cases expected to be diagnosed in the next thirty years has been demonstrated; leading into support available following diagnosis. The VIPS framework used both in hospital and community care were examined, followed by community based care resources, though several have been highlighted these have all come from charity initiatives including ‘This is Me’ and admiral nurses.

Recommendations

Following resources and toolkits discussed within this report recommendations would be made based on research, although the VIPS framework has proven beneficial more training across the care sector should be applied to see improved responses for those with the condition. It would also be recommended that the ‘This is Me’ leaflet be a standardised part of treatment after diagnosis across the UK and not just those areas that chose to include it. It is also believed that more emphasis and funding should be projected to the admiral nurses, so it is not a postcode lottery as to whether the service is available in local communities.









Appendix 1
In partnership with
■
  Please place a photograph of 
yourself in the space provided.
■
  Turn to the back page of this  
form for guidance notes to  
help you complete 
This is me
, 
including examples of the kind  
of information to include.
■
 
 
Keep the completed form in a 
suitable place so that all care staff 
can see it and refer to it easily.
This is me
This leaflet will help  
you support me in  
an unfamiliar place.
My full name is

My full name

Name I like to be called 

Where I live (list your area, not your full address)

Carer/the person who knows me best

I would like you to know




	
	Someone who has dementia, delirium or other communication difficulties, can find changes, such as moving to an unfamiliar  place or meeting new people who contribute to their care, unsettling or distressing. This is me provides information about the person  

	photo

	at the time the document is completed. It can help health and  social care professionals to build a better understanding of who  the person really is.
This is me should be completed by the individual(s) who know  the person best and, wherever possible, with the person involved.  It should be updated as necessary. It is not a medical document.
Refer to the notes on the back page to help fill in the categories below.


My background, family and friends (home, pets and any treasured possessions)




Current and past interests, jobs and places I have lived and visited




The following routines are important to me



Things that may worry or upset me



What makes me feel better if I am anxious or upset


	My hearing and eyesight
	

	
	

	
	

	How we can communicate
	

	
	

	
	

	My mobility
	

	
	

	
	

	My sleep
	

	
	

	
	

	My personal care
	

	
	

	
	

	How I take my medication
	

	
	

	
	

	My eating and drinking
	

	
	

	
	

	Other notes about me
	

	
	

	
	

	
	

	Date completed 
	By whom

	Relationship to person
	


I agree that the information in this leaflet may be shared with health and social care professionals.
Guidance notes to help you to complete This is me
2


Name I like to be called: Enter your full name on the front and the name you like to be called inside. 
Where I live: The area (not the address) where you live and how long you have lived there. 
Carer/the person who knows me best: This may be a spouse, relative, friend or carer.
I would like you to know: Include anything you feel is important and will help staff to get to know and care for you, eg I have dementia, I have never been in hospital before, I prefer female carers, I am left-handed, I am allergic to…, other languages I can speak.
My background, family and friends (home, pets and any treasured possessions): Include place of birth, education, marital status, children, grandchildren, friends and pets. Add religious or cultural considerations.
Current and past interests, jobs and places I have lived and visited: Include career history, voluntary experience, clubs and memberships, hobbies, sports or cultural interests, favourite or significant places.
The following routines are important to me: What time do you usually get up/go to bed? Do you have a regular nap or enjoy a snack or walk at a particular time in the day? Do you have a hot drink before bed, carry out personal care activities in a particular order or like to watch the evening news? What time do you prefer to have breakfast, lunch, evening meal?
Things that may worry or upset me: Include anything you may find troubling, eg family concerns, being apart from a loved one, or physical needs such as being in pain, constipated, thirsty or hungry. List environmental factors that may also make you feel anxious, eg open doors, loud voices or the dark.
What makes me feel better if I am anxious or upset: 
Include things that may help if you become unhappy or distressed, eg comforting words, music or TV. Do you like company and someone sitting and talking with you or do you prefer quiet time alone? 
My hearing and eyesight: Can you hear well or do you need a hearing aid? How is it best to approach you? Is the use of touch appropriate? Do you wear glasses or need any other vision aids?
How we can communicate: How do you usually communicate, eg verbally, using gestures, pointing or a mixture of both? Is the use of touch appropriate? Can you read and write and does writing things down help? 
How do you indicate pain, discomfort, thirst or hunger? 
Include anything that may help staff identify your needs.
My mobility: Are you fully mobile or do you need help? Do you need a walking aid? Is your mobility affected by surfaces? Can you use stairs? Can you stand unaided from a sitting position? Do you need handrails? Do you need a special chair or cushion, or do your feet need raising to make you comfortable? What physical activity do you take?
My sleep: Include usual sleep patterns and bedtime routine. Do you like a light left on or do you find it difficult to find the toilet at night? Do you have a favoured position in bed, special mattress or pillow?
My personal care: List your usual practices, preferences and level of assistance required in the bath, shower or other. Do you prefer a male or female carer? Do you have preferences for brands of soaps, cosmetics, toiletries, continence aids, shaving or teeth cleaning products and dentures? Do you have particular care or styling requirements for your hair?
How I take my medication: Do you need help to take medication? Do you prefer to take liquid medication?
My eating and drinking: Do you prefer tea or coffee? Do you need help to eat or drink? Can you use cutlery or do you prefer finger foods? Do you need adapted aids such as cutlery or crockery to eat and drink? Does food need to be cut into pieces? Do you wear dentures to eat or do you have swallowing difficulties? What texture of food is required to help – soft or liquidised? Do you require thickened fluids? List any special dietary requirements or preferences including being vegetarian, and religious or cultural needs. Include information about your appetite and whether you need help to choose food from a menu. Other notes about me: Include additional details about you that are not listed above and help to show who you are, eg favourite TV programmes or places, favourite meals or food you dislike, significant events in your past, expectations and aspirations you have.
Indicate any advance plans that you have made, including the person you have appointed as your attorney, and where health and social care professionals can find this information.
Download this form or order copies  online at alzheimers.org.uk/thisisme  or call 0300 303 5933.
© Alzheimer’s Society, January 2017.  
First edition 2010, revised 2013, Next review: January 2019. Registered charity no. 296645. A company limited by guarantee and  registered in England no. 2115499. Alzheimer’s Society operates in England, Wales and Northern Ireland.

Call the National Dementia Helpline on 0300 222 1122 or visit alzheimers.org.uk
1553     Dedicated to the memory of Ken Ridley, a much valued member of the Northumberland Acute Care and Dementia Group.
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