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Kevin’s storyKevin’s story
I had been an engineer for 28 years when I realised things were getting out 
of hand.  One day, at work, the telephone rang.  It was a lady who wanted to 
speak to me but I didn’t know what she wanted and I put the phone down.  A 
few moments later it rang again.  The same lady said, “Dad, it’s me, your 
daughter.  Why won’t you talk to me?  What’s wrong?”

I saw a locum doctor who said I was stressed and signed me off for a 
month.  I knew it wasn’t stress but the doctor wouldn’t listen to me.  3 weeks 
later, I went back to the doctor and was told I was depressed.  I was signed 
off for a month.  My wife spoke to the doctor and I was referred to a 
specialist.  I waited 3 months for an MRI scan.  2 months later I went back 
for the results and they told me they had forgotten to refer me for other tests.  
I saw a psychologist who said I was lazy and hadn’t tried to do their 
assessment.  I went home in tears because I didn’t understand their tests.

A month later I went back for the results of the tests but the doctor had gone 
to a conference and they had forgotten to let me know.  A month later I still 
hadn’t heard anything so my wife rang and we were given an appointment 
for the next week.



Kevin’s pleaKevin’s plea

I was finally told that I have Lewy Body dementia.

Please do not allow this to happen to anyone else.  
Having the illness is bad enough without being messed 

around by a specialist who didn’t care.



Policy CommitmentPolicy Commitment
To develop a national dementia strategy 

and implementation plan by October 2008 
with the following themes:

•
 

Improving awareness
•

 
Early diagnosis and intervention

•
 

Improving the quality of care for people 
with dementia from diagnosis
–

 
General hospital care

–
 

Care homes
–

 
Care in people’s own homes



RationaleRationale

•
 

Dementia is one of the main causes of disability
•

 
It affects adults of all ages and includes people with 
learning disabilities
–

 
In the UK there are 700,000 people with dementia 
now

–
 

In thirty years this number will double to 1.4 million
–

 
Annual overall economic cost is c £17billion

–
 

Economic contribution of unpaid carers is c£7billion
•

 
Only a third of people with dementia receive a formal 
diagnosis, and the often late and in crisis



Background selected Background selected 
highlightshighlights

•
 

NSFOP 
–

 
there, but little 
impact

•
 

Forget me Not, 
Audit Commission
–

 
largely forgotten

•
 

Everybody’s 
Business
–

 
…but not a lot to 
show

•
 

NICE/SCIE Guideline
–

 
very long list of stuff 
we don’t do

•
 

Dementia UK 
–

 
big, expensive and 
getting bigger and 
even more 
expensive 

•
 

NAO value for 
money report
–

 
Doing badly for the 
population

–
 

Invest to save
•

 
National Dementia 
Strategy



- Multiple estimates of the prevalence of dementia

-Time spent arguing about numbers rather than planning and 
action to meet current and future need

- Solid, accurate estimates of need are necessary for 
planning

Dementia UK

We used best quality methodology to generate 
unequivocal estimates of the current and future numbers 
of people with dementia in the UK

Project background



Dementia UK Results
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683,597 people with dementia in the UK today 683,597 people with dementia in the UK today 
“700,000”“700,000”

• 668,563 late onset (65+ years old)

•15,000 young onset (under 65 years old)

424k in the community424k in the community (64%)(64%)
244k in care homes244k in care homes (36%)(36%)

Dementia UK Results

Numbers of people with dementia



2007 -- 700,000

In 20 years In 20 years –– over 1 millionover 1 million

In 30 years In 30 years –– doubling of prevalence to 1.4 milliondoubling of prevalence to 1.4 million

In 45 years In 45 years -- rising to 1.7 million by 2051 (+154%)rising to 1.7 million by 2051 (+154%)

Dementia UK Results

Projected increase in numbers of people with 
dementia



Total cost of dementia in the UK
£17 billion per annum

Dementia UK Results

Costs – the answer

Projected increase in numbers of people with 
dementia

Total cost of dementia projected in 
the UK in 30 years

£51 billion per annum



Dementia UK Results

Accommodation
41%

Social care
15%

NHS
8%

Informal care
36%

Costs – the main elements

£7.0b

£6.1b

£2.6b

£1.4b





NAO Report NAO Report ––  Value for money Value for money 
in dementia services in dementia services --  key key 

findingsfindings
•

 
Size and nature of challenge
–

 
Big and growing

–
 

Doing nothing should not be a strategic 
option

•
 

Need for early diagnosis and 
intervention

•
 

Disjointed services in the community
•

 
Opportunities for increased cost 
effectiveness
–

 
“spend to save”





PAC Report PAC Report ––  8 conclusions8 conclusions
1.

 
There are over 560,000 
people in the UK with 
dementia, costing the 
economy some £14 billion 
a year, yet dementia has 
not been a NHS priority. 

–
 

National Dementia 
Strategy:

–
 

clear timetable for 
implementation, 

–
 

include criteria for 
evaluation and reporting 
progress 

–
 

addressing 
underperformance such as 
poor diagnosis or 
availability of interventions

–
 

effective communication 
strategy 

2. Unlike cancer and coronary 
heart disease there is no 
single individual with 
responsibility or 
accountability for improving 
dementia services. 

–
 

DH appoint a Senior 
Responsible OfficerHIGH 

PRIORITY
EXPLICIT 

OWNERSHIP



PAC Report IIPAC Report II
3. Between a half and 

two-thirds of people 
with dementia never 
receive a formal 
diagnosis. 

–
 

Diagnosis should always 
be made, regardless of 
whether interventions 
are

–
 

available. 
–

 
GP practices need 
greater support from 
mental health services

–
 

Dementia care pathway

4. There is poor 
awareness amongst 
the public and some 
professionals of 
dementia and what 
can be done to help 
people with the 
disease. 

–
 

Dementia awareness 
campaign 

–
 

increase understanding 
of the symptoms of 
dementia, 

–
 

emphasising that there 
are interventions and 
treatments which can 

EARLY
DIAGNOSIS 

FOR ALL

IMPROVE 
PUBLIC AND

PROFESSIONAL 
AWARENESS  



PAC Report IIIPAC Report III

5. People with 
dementia require 
support from 
multiple health and 
social care

–
 

providers but this is 
often difficult to 
manage. 

–
 

a single health or 
social care 
professional contact 
point to improve the 

6. Between a half and 
two thirds of all 
carers do not 
receive the carer’s

 assessment to which 
they are entitled. 

–
 

an action plan which 
gives priority to 
assessing and 
meeting the needs of 
carers. 

CO-
 ORDINATED 

CARE

FOR 
CARERS 

TOO 



PAC Report IVPAC Report IV

7. 62% of care home 
residents are currently 
estimated to have 
dementia but less than 
28% of care home 
places are registered 
to provide specialist 
dementia care.

–
 

The Commission for 
Social Care Inspection 
should assess staff 
qualifications and 
training local mental 
health services should 
allocating resources to 

8. Hospital care for people 
with dementia is often 
not well managed, 
increasing the risk of 
longer stays, admission 
to a care home and 
deterioration in the 
patient’s health.

–
 

families or carers of 
people with dementia 
should hold a copy of the 
care record

– older patients admitted 
and known or suspected 

IMPROVE 
CARE IN 

CARE 
HOMES

IMPROVE 
CARE IN 

GENERAL 
HOSPITALS 



DN National Dementia DN National Dementia 
StrategyStrategy

•
 

12 month programme
•

 
Develop
–

 
National Dementia 
Strategy

–
 

Implementation Plan
•

 
First explicit prioritisation

•
 

Three themes
–

 
Improving public attitudes 
and understanding

–
 

Early diagnosis and 
intervention

–
 

Improving quality of care 
from diagnosis to end-of-

 lif

Programme
Board

External
Reference 

group

Working 
group



Strategy TimelineStrategy Timeline
•

 
August 2007 Ministerial announcement

•
 

October 07 March 08 External Reference Group 
(ERG) meets 

•
 

Jan 08 March 08 –
 

Regional Listening and 
engagement events 

•
 

18th
 

March 08 ERG report submitted to Minister and 
to DH

•
 

14th
 

April Draft Strategy→ internal DH circulation
•

 
Early June draft Strategy to be published for 
consultation until August 08

•
 

October 08 Strategy published



Listening to people with Listening to people with 
dementiadementia

•
 

People with dementia are at heart of ERG 
report

•
 

People with dementia and carers on the 
ERG and each of the Sub-Groups

•
 

People with dementia should be 
encouraged & empowered to choose & 
arrange their own support, inc peer support

•
 

Draft Strategy will be produced in Easy-Read 
format



Key themes emerging from ERG Key themes emerging from ERG 
discussions and Listening eventsdiscussions and Listening events

•
 

Improving awareness
–

 
Improved information for public, professionals 
and people with dementia & their families

•
 

Early and better diagnosis
–

 
Dementia Care Adviser role

–
 

Network of memory assessment services
•

 
Improved quality of care
–

 
Commissioning

–
 

Training and workforce development
–

 
Care in the general hospital

–
 

Quality of residential care
–

 
Personalisation and care at home



Improving awareness themesImproving awareness themes

•
 

A public information campaign
•

 
Including dementia in professional and 
vocational training

•
 

Reduce stigma and discrimination
•

 
Particular needs of younger people, 
people with learning disability, people 
from black & ethnic minorities, and 
rural areas



Improving awareness Improving awareness 
challengeschallenges

•
 

A successful campaign without 
improvement in services & increased 
capacity fails to meet raised expectations

•
 

Balancing openness & honesty without 
provoking undue anxiety

•
 

Local services need to deploy community 
engagement strategies

•
 

Leadership
•

 
Needs phased approach over time



Dementia care adviser role Dementia care adviser role 
themesthemes

•
 

To support individual and family/friends 
from first presentation to end of life 

•
 

Provide continuity of support 
throughout the journey

•
 

Has a “backpack” of knowledge
•

 
Offers information, advice support

•
 

Includes navigator/broker role
•

 
Enables/empowers people to support 
themselves



Dementia care adviser role Dementia care adviser role 
challengeschallenges

•
 

Rethinking current roles and service 
provision to create capacity

•
 

Fitting this role into existing structures
•

 
Making systems and structures easily 
understandable

•
 

Defining the role and function at local 
level

•
 

Agreeing a job title!



Early and better diagnosis Early and better diagnosis 
themesthemes

•
 

Improved network of memory 
assessment services

•
 

Range of models that are locally 
responsive

•
 

How, where and when to share 
diagnosis

•
 

Immediate follow-up support and 
information



Early and better diagnosis Early and better diagnosis 
challengeschallenges

•
 

Memory assessment services shown to be 
cost effective but will require initial local 
investment

•
 

Reluctance in primary care to make the 
diagnosis

•
 

Local agreement about which clinical 
service takes the lead in assessment & 
making the diagnosis

•
 

Lack of capacity to provide follow-up 
information and support



Commissioning themesCommissioning themes

•
 

Joint commissioning & funding of 
dementia services between Local 
Authority and PCT

•
 

Part of the JSNA and linked to LAA
•

 
Outcomes based

•
 

Self-directed support
•

 
Personal budgets



Commissioning challengesCommissioning challenges
•

 
Range of needs of people with dementia

•
 

Including people with dementia in new 
initiatives, like self-directed support & 
personal budgets

•
 

Offering choice where individuals ask for 
services to be arranged on their behalf

•
 

Resources to promote genuine person-
 centred planning and service delivery

•
 

Involving people with dementia and their 
carers at individual and strategic level



Training themesTraining themes

•
 

Agreed set of core competencies
–

 
For all staff working with older people

–
 

For those who work with people with 
dementia

–
 

Specific to professional bodies
•

 
Improved career structure

•
 

Take account of differing needs of 
‘special’ groups



Training challengesTraining challenges
•

 
Range of training & education providers

•
 

No NVQ in dementia care
•

 
No nationally recognised system of quality 
assurance

•
 

Providers should identify the learning and 
development needs in their organisation

•
 

Commissioners & regulators need to identify 
what makes a quality dementia service

•
 

Learning providers need to produce courses 
that have the content that the sector needs



Care in the general hospital Care in the general hospital 
themesthemes

•
 

Role of liaison teams
•

 
Workforce development for all staff 
across all wards

•
 

Discharge planning for a timely 
discharge



Care in the general hospital Care in the general hospital 
challengeschallenges

•
 

Lack of leadership & ownership in DGH
•

 
Staff training and skills development

•
 

Challenging environments
•

 
Need for cultural shift to improve 
recognition of dementia & challenge 
assumptions

•
 

Lack of co-ordination at point of 
discharge



Care homes themesCare homes themes

•
 

Commissioning good quality care in 
care homes

•
 

Improving the experience of care 
home residents

•
 

Leadership in care homes
•

 
Specialist support for care homes

•
 

Inspections that capture experience



Care homes challengesCare homes challenges
•

 
Making the cultural shift among providers 
and staff

•
 

Ensuring capacity in the independent sector
•

 
Ensuring consistency in all localities

•
 

Tackling abuse in all forms, including over-
 medication

•
 

Training and education for inspectors
•

 
Dealing with concurrent health problems, 
both physical and mental



Links to other current strategiesLinks to other current strategies

•
 

Carers Strategy
•

 
End of Life Strategy

•
 

Our NHS, Our Future
•

 
Putting People First

•
 

NICE commissioning guide for memory 
assessment services

•
 

Independent Living Strategy



ProductsProducts

•
 

User engagement toolkit
•

 
Short breaks factsheet

•
 

Commissioning specialist home care –
 to be published



What next?What next?

•
 

Consultation process
–

 
Individually

–
 

As organisations
–

 
Via regional events

•
 

Implementation Plan



What does this mean for you?What does this mean for you?

•
 

Thinking of your locality, what will this mean for: -
–

 
Commissioners

–
 

Providers
–

 
Staff

–
 

Residents
–

 
People with dementia

•
 

Do you know what you already have in your 
locality?

•
 

Do you know what you need?
•

 
What needs to happen in your area to 
–

 
Start the process?

–
 

Make a difference?



The challenge for youThe challenge for you
•

 
How will you ensure that people with dementia and 
their carers have a voice in the development & 
delivery of your services?

•
 

How will you make the cultural shifts required?
•

 
How will you ensure the commitment and 
investment required?

•
 

Do you have local leadership?
•

 
Do you have real local partnerships that work?

•
 

How will you know that local 
changes/developments have made a difference to 
people’s lives?


	National Dementia Strategy and Implementation Plan – emerging themes
	Kevin’s story
	Kevin’s plea
	Policy Commitment
	Rationale
	Background selected highlights
	Slide Number 7
	Slide Number 8
	Slide Number 9
	Slide Number 10
	Slide Number 11
	Slide Number 12
	Slide Number 13
	NAO Report – Value for money in dementia services - key findings
	Slide Number 15
	PAC Report – 8 conclusions
	PAC Report II
	PAC Report III
	PAC Report IV
	DN National Dementia Strategy
	Strategy Timeline
	Listening to people with dementia
	Key themes emerging from ERG discussions and Listening events
	Improving awareness themes
	Improving awareness challenges
	Dementia care adviser role themes
	Dementia care adviser role challenges
	Early and better diagnosis themes
	Early and better diagnosis challenges
	Commissioning themes
	Commissioning challenges
	Training themes
	Training challenges
	Care in the general hospital themes
	Care in the general hospital challenges
	Care homes themes
	Care homes challenges
	Links to other current strategies
	Products
	What next?
	What does this mean for you?
	The challenge for you

