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The times they 

are a - changin’



A reality check

• Not about awareness and aspirations

• Not about undeniable positive change, but about why so much change is 
slow and incremental

• Its the barriers and resistance that is impeding change, slowing progress 
or preventing lift-off that we need to resolve, or at the very least to reflect 
upon

• Cannot afford to be complacent
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The good, the bad and could do better

• National dementia strategy for England (2009) Objective 2: Good-
quality early diagnosis and intervention for all. All people with dementia 
to have access to a pathway of care that delivers: a rapid and competent 
specialist assessment; an accurate diagnosis sensitively communicated to 
the person with dementia ....... 

• Diagnosis rates – as a national average remain stubbornly low and with 
unacceptable geographical variability? In January 2013, 31.6% in East 
Riding of Yorkshire to 75.5% in Belfast. 
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The diagnosis gap

• In England in 2007 between 33% - 40% of people with dementia were diagnosed

• In 2012 the figure was 42%

• In 2013 approximately 46% of people with dementia are diagnosed. Many still when it is long 
overdue

• “By 2015, our aim is that two-thirds of people should have a diagnosis”
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2009 - A national dementia 
strategy for England 

2012 - Prime Minister’s 
challenge on dementia 

2013 - Prime Minister’s 
challenge on dementia. 
Annual report of progress

48%



.... the harms of diagnosis

The curse of a diagnosis

The desire of politicians, dementia organisations, and academics and 
clinicians in the field to raise the profile of dementia is understandable, but 
we risk being conscripted into an unwanted “war against dementia.”
Nearly half of the people who have positive results on screening for 
cognitive impairment refuse subsequent diagnostic evaluation because of 
concerns about harms associated with a diagnosis such as losing health 
insurance cover, driving privileges, or employment; anxiety and 
depression; stigma; and effect on family finances and emotions.

..... the political rhetoric expended on preventing the burden of 
dementia would be much better served by efforts to reduce smoking and 
obesity, given current knowledge linking mid-life obesity and cigarettes 
with the risk of dementia (Le Couteur et al, BMJ, Sept. 2013)



Is a diagnosis the passport to living well with dementia?

• Inadequate services and support for those diagnosed

• Over-promising, under providing.

• For far too may people the extent of their care plan after diagnosis is a 
discharge letter

• 120 Admiral Nurses but 3,500 McMillan nurses

6

“It is possible that publicity around early diagnosis, such as 
the UK government campaign to raise public awareness of 
the early signs of dementia, may be raising expectations of 
services in the earlier stages of the illness.”



Unsupported following diagnosis – a passport to …..

• Memory assessment clinic review of people living with dementia and their families 
eighteen months after diagnosis 

• All discharged back to the care of their GP

• 77% (carers and those living with dementia)  were experiencing relationship 
difficulties or emotional upset 

• In 30% (10/34) of cases difficulties were of such severity to warrant a referral to 
specialist services 

- 7 people referred to mental health services 

- 3 people referred to social services

• Eighteen months after diagnosis, one fifth of carers were already experiencing a 
significant degree of stress and distress

• All were undetected Stokes et al. JDC, 2011



Carer stress and distress. DAA Call to Action

• “550,000 people who care for family and friends with dementia in England have been left to cope on 
their own for too long and need greater support from health and social services”

• DAA is asking for ‘The right of carers to be recognized as partners in care’

• Caring families and friends save the United Kingdom £7billion a year, but many are close to 
breaking point from the stress of taking on a very difficult and often distressing job with too little 
practical or emotional support.

• Adverse effects on carers’ physical health and psychological well-being, especially depression.

• A survey by the Alzheimer’s Association (USA) - 13% of family carers had to go from working full-
to part-time, 11% had to take a less demanding job, and 11% had to give up work entirely  
(Alzheimer’s Disease International 2013)

• We cannot continue to base the provision of care for people with dementia living in their own 
homes on the exploitation of their families, or at best by taking advantage of their goodwill, 
stoicism, loyalty and marriage vows
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People with dementia and general hospitals

• People with dementia as a result of falls, failing health or frailty are currently 
occupying at least 25% of general hospitals beds (PM Challenge 2012), 
although some estimates are much higher - 40% (Department of Health 
2010)

• 42% of individuals aged over 70 years with unplanned admission to an 
acute hospital have dementia, rising to 48% in those aged over 80 years 
(Sampson et al. 2009).

• Only 18% of people with dementia had their dementia diagnosed before 
hospital admission (Parsons, 2010) 
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• People with dementia stay longer in hospital than other people who go in for the 
same procedure

• The longer they are in hospital, the worse the effect on the symptoms of dementia 
and the person’s physical health; discharge to a care home becomes more likely as 
does the prescribing of antipsychotic drugs (Alzheimer's Society, 2009)

• While in hospital people with dementia are at high risk of pressure sores, falls and 
incontinence

• 60% of people with dementia enter hospital from their own home but just 36% return 
home (Alzheimer’s Society, 2009) 

• A small-scale study of people with dementia admitted to a general hospital showed 
only 28% admitted from their own homes returned home on discharge. 56% were 
discharged to a care home (Parsons, 2010)

The experience of hospital care



Social care

• Leonard Cheshire Disability

• Homecare visits –

60% of councils use 15 minute visits

• Some councils reported that 75% of visits were carried out in less than 15 
minutes

• Condoning not condemning 15 minute visits

• President of Association of Directors of Adult Social Services (ADASS) –
some short visits are “fully justified and fully adequate.”



Alzheimer’s Society Low Expectations - Quality of life, not 
quality of care



Life in a care home (2012)

• 68% of residents’ relatives said quality of care was good. 

• Less than half of relatives (41%) said the person with 
dementia had a good quality of life
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A consequence of dementia being regarded as a social care 
not chronic healthcare issue

• 80% of people living in care homes have dementia 

(325,000), most undiagnosed

• Local Authority fee increases to fund living in a care home 
have year on year been below the rate of inflation 

(approximately 1%) – more for less. 

• Working within care homes (and homecare) is to be 
employed in a low wage economy with associated negative 

effects on staff morale, recruitment and retention 



Dementia Friends

• Excellent work already delivered by Alzheimer’s Society over 
the past year

• 2,129 Dementia Friend Champions

• 30,000 Dementia Friends

• 970,000 to go



Words of warning

Implementation of the National Dementia Strategy 

and Prime Minister’s Challenge on Dementia must 

not result in changes that only a statistician can 

love. Any investment must make the lives of people 

not only appear better, but be better.



Come writers and critics
Who prophesize with your pen
And keep your eyes wide
The chance won't come again


