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Welcome and introduction 

Dr Geoffrey Harris, Chair,  

NHS South of England 

 



Key note address  

followed by Q&A session 

Paul Burstow,  

Minister for Care Services 

 



The perspective of a person with 

dementia 

Dr Jennifer Bute 

 

A glorious opportunity 

 

http://www.youtube.com/watch?v=p-JSya35W7Y


Privilege of 3 Perspectives: GP-Carer-Patient 
My family and how I got my diagnosis  

Memory & what I believe can be done 

What I did not know as a GP & hints 

 

I will cover 



5 years 

to get a diagnosis 

 

Peter Garrard did work on 

picking up clues on early signs 

of Dementia in literature and 

speeches 

Iris Murdoch & Harold Wilson 



 reading aloud -  mental arithmetic - writing 

Prof Ryuta Kawashima 

Unused muscles atrophy unused neurons die 



Hallucinations  Time Travel 

As a GP I never asked 

about hallucinations 

I did not understand Time 

Travel, visual spatial issues 

There is always a reason  

Feelings remain                    

Patterns continue 



Clues 

Coming on the wrong day 

Misunderstanding Rx 

Using items inappropriately 

Loss of weight 

Getting lost when driving 



A Choice 

How we view Dementia 

What we do about it 

How we support others 

www.gloriousopportunity.org 

http://www.gloriousopportunity.org


The Dementia Challenge 

Peter Watson 

Uniting Carers Dementia UK 

The Carerôs Perspective 



The Dementia Challenge 

²ƘŀǘΩǎ ƛƳǇƻǊǘŀƴǘ ǘƻ ƘŜƭǇ ŀ 
carer cope 

²Ƙŀǘ ƛǘΩǎ ƭƛƪŜ ōŜƛƴƎ ŀ ŎŀǊŜǊ ƻŦ ŀ 
person with dementia 

What you can do to help 



The Dementia Challenge 



The Dementia Challenge 

Navigation 

Work & 

Interests 
Conversation 

Social 

Interaction 

Forgetfulness 

Appearance 

Becoming 

a Danger 

Stopped 

Caring 

About Me Personal 

Hygiene 
Continence 



The Dementia Challenge 

Frustration 

Annoyance 

Anger 

Dislike 

Worry 

Uncertainty 

Denial 

Guilt 

Pain 

Grief 

Despair 

Sadness 

 
 

Change in Personality 
 

I lost my beautiful, happy, jolly, 
friendly, loving, caring, wife 

 
 



The Dementia Challenge 

Struggle to have a 
life of your own 

Struggle to earn a 
living 

Lack of sleep 

Funding to pay for 
help is a lottery 

Loss of friends 

Loss of social 
contact 



The Dementia Challenge 

Important things to 
help a carer cope 

Timely Information Education / Advice 

Financial Support Quality services 

Respite Support 



The Dementia Challenge 

Ring-fence money to help carers  

Do the straightforward practical things well 

3 Things you can do to help 

Be INNOVATIVE & provide emotional & 
psychological support for carers  



The Dementia Challenge 



Key note addresses 

Question and answer session 



Better research 

Dr David Cox, Deputy Director ï 

Research Finance & Programmes 

Research & Development Directorate, 

Department of Health 



www.dendron.org.uk 
www.dendron.org.uk 

Delivering better research  
(or delivering more research!) 

Professor Roy Jones 

Dementia Research Director, SW DeNDRoN 

RICE Bath and NHS Bath & NE Somerset  



www.dendron.org.uk www.dendron.org.uk 

The PMs Challenge on Dementia 

ÅDriving improvements in health and care 

ÅDementia friendly communities that understand how to help 

 

ÅBetter research 

 

All change and actions should be underpinned by research, 

eg change in acute hospitals, changes in social care, raising 

awareness, new tools for diagnosis, assessment and 

treatment. 

Individual initiatives are important but often based largely on 

the person(s) carrying it out and their enthusiasm ï research 

demonstrates its generalisability, cost-effectiveness etc  

 

It is crucial therefore to integrate research with practice 



www.dendron.org.uk www.dendron.org.uk 

Dementia Research in the South 

ÅPre-DeNDRoN 

ï2 of the oldest memory clinics in the UK: Bristol, Bath 

ï3 universities with a strong track record in dementia research: 

Bristol, Oxford, Southampton 

ï3 of the best established and most well-known UK centres for 

dementia commercial clinical trials: Bath, Southampton, Swindon 

 

ÅPost-DeNDRoN (since 2006) 

ïThree Local Research Networks (LRNs): South West, South 

Coast and Thames Valley 

ïExtended opportunities with other memory clinics 

ïNew universities developing dementia research portfolios 

ïMore centres for commercial and non-commercial research 



www.dendron.org.uk www.dendron.org.uk 

6 

(0.1%) 

74 

(0.6%) 

2 

(0.0%) 

54 

(0.7%) 

81 

(0.7%) 

53  

(0.5%) 

215  

(2.4%) 53  

(1.1%) 

816  

(5.8%) 

143  

(0.6%) 

67  

(0.4%) 

58 

(0.3%) 

NIHR Portfolio dementia research activity 

across NHS South of England 2009-2012 

Number of people in studies  Total 1900 

(Percentage of dementia prevalence)  Average 1.1% 



www.dendron.org.uk www.dendron.org.uk 

Top 10 recruiting trusts in region: 2009-2012 

Oxford Health NHS Foundation Trust 506 

Oxford University Hospital NHS Trust  310 

NHS Bath and North East Somerset 174 

Berkshire Healthcare NHS Foundation Trust  165 

Southern Health NHS Foundation Trust 148 

Sussex Partnership NHS Foundation Trust 114 

Kent & Medway NHS & Social Care Partnership Trust 85 
Avon and Wiltshire Mental Health Partnership NHS Trust 73 

Devon Partnership NHS Trust 71 

NHS Dorset 54 



www.dendron.org.uk www.dendron.org.uk 

�� 

Delivering research to improve care: GERAS 

ñThe study team are delighted with the UK 

performance. I'm in no doubt, DeNDRoN played a critical 

role in driving delivery and the UK success story.ò 

Dr Pearson 

Dr Korenteng 
Dr Loughlin 

Dr McCleery 

Prof Jones 

Dr Dukes 

Dr Simpson 



www.dendron.org.uk www.dendron.org.uk 

�� 

Delivering research to improve care: DOMINO 
(Donepezil and memantine for Alzheimerôs disease,  

New Engl J Med 2012; 366: 893-903 ) 

ñFor the first time we have robust and compelling evidence 

that treatment with these drugs can continue to help patients 

at the more severe stagesò 

Dr Pearson 

Dr McShane 

Prof Katona 

Prof Jones 

Prof Holmes 

Prof Howard, Kingôs 



www.dendron.org.uk www.dendron.org.uk 

The portfolio is growing  

ÅThe NIHR has just completed a first-ever themed call for 

dementia research proposals with up to 18 projects being 

funded ranging from work on better diagnosis to 

improving care in a wide range of settings (individual's 

own homes, residential care & specialist hospitals) 

 

ÅDeNDRoN gave advice on the feasibility and deliverability 

of the proposals including site-level input and patient & 

public involvement.  We are well equipped to support 

these projects and to work with both old and new centres 

 

ÅDeNDRoN research studies in dementia in England have 

grown from  25 in 2006/07 to 81 in 2011/12 with 64 

studies open to recruitment in May 2012 

 



www.dendron.org.uk www.dendron.org.uk 

Embedding dementia research in the NHS 

Strategic Collaboration 

ÅClinical Commissioning Groups (CCGs) 

ÅClinical Senates 

ÅAcademic Health Science Networks (AHSNs) 

 

Developing Registers in dementia/ memory clinic services 

Å10% participation is the goal 

ÅMemory service accreditation  

ÅNationally consistent system (RAFT: Recruitment and 

Feasibility Tool) 

 

Medical academics 

Å must ñdrive research into the DNA of the NHSò*  

 

 

*Prof Michael Rees ï BMA Medical Academic Staff Committee, May 2012 



www.dendron.org.uk www.dendron.org.uk 

DeNDRoN RAFT: a nationally consistent 

system for supporting participation in research 

ÅPatients and carers offered - as part of core clinical 

pathway ï opportunity to register interest in being 

contacted about appropriate research 

ÅRoutinely collected data used to conduct feasibility 

assessments and to identify people for research 

ÅPatients contacted according to the ethics approval and 

research governance arrangements for specific studies 

 

DeNDRoN is leading a partnership of Trusts, Universities, 

Charities and commercial suppliers to deliver the tools 

necessary for NHS dementia services in the region to 

participate 



www.dendron.org.uk www.dendron.org.uk 

Why get involved with research? 

ÅGood for patients and their families 

ïLike to know that their medical team are aware of latest research; 

chance to get the latest treatment 

ïGet more contact than usual with medical and other staff 

ïAltruism: like to feel even if not helping them that it may help others 

(including their own family) 

ÅGood for the NHS 

ïOnly way to properly evaluate any new initiative or treatment 

ïOnly way to develop new medicines, treatments, investigations etc 

ïGood to be embedded in the philosophy of every NHS organisation 

ïResearch can provide funds and extra staff  of a high calibre 

ÅGood for society and the wider economy  



www.dendron.org.uk www.dendron.org.uk 

Working together to deliver on the challenge 

ÅThe region has solid research foundation to build on 

ÅThe number of studies is increasing 

ÅResearch needs to be embedded in core NHS structures 

ÅEach trust needs to run a register  

 

Next steps: 

ÅAll NHS trusts to contact LRNs re RAFT 

ÅLeaders developing CCGs, Clinical Senates and AHSNs 

to include LRN Directors/ Research Directors in process 

ÅIf not a centre for a study, consider working with nearby 

centres (to maximise patient involvement but minimise 

travel) 



www.dendron.org.uk www.dendron.org.uk 

Contact 

Helen Collins 

Research Network Manager 

Thames Valley DeNDRoN 

T: 01685 01865 234607 

Email: helencollins1@nhs.net 

 

 

David Higenbottam 

Research Network Manager 

South Coast DeNDRoN  

T: 023 8047 5123 

Email: david.higenbottam@southernhealth.nhs.uk 

Mary Griffin 

Research Network Manager 

South West DeNDRoN 

T: 0117 3784239  

Email: mary.griffin@awp.nhs.uk 

 



Better Research 

Question and answer session 



Lunch and exhibition 



Improving health and care 

Sir Ian Carruthers OBE 

Chief Executive NHS South of England 

and Chair, Dementia Champion Group 



Dr Kate Jefferies ï Psychiatrist and EQ 

Dementia Lead 

Dr Terry Lynch  - GP and EQ Primary Care 

Dementia Lead 

 

How Clinical Measurement Drives 

Improvement in Assessment and 

Diagnosis of Dementia 



Diagnosis of Dementia 

43% of people with Dementia in 

the UK have been formally 

identified 

 



SEC Dementia Prevalence 2011  
(Source: Mapping the Dementia Gap 2011 Alzheimerôs Society) 
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Diagnosis Rates ï length of time 

taken to receive a diagnosis 

Up to 12 months 22% 

1 ï 2 years 37% 

3 ï 4 years 23% 

5 ï 6 years 5% 

Over 6 years 3% 

Donôt know 5% 

Source: Dementia 2012: A National Challenge, Alzheimerôs Society 



Usefulness of Diagnosis 
ÅPeople will have control over their lives 

and support to do things that matter to 

them 

ÅPeople will have access to adequate 

resources that enable choice of where and 

how they live 

ÅPeople can make decisions about the care 

they want in later life 



Clinical 

Indicator 

Patient 
Reported 
Outcome 

Patient 

Experience 

 Triangulating measures 



FILM CLIP 



Improving Outcomes 
 Pneumonia 2010 Data 2011 Data 

Reduction in Re-admissions 15.69% 15.00% 

Reduction in Mortality 28.70% 25.36% 

Reduction in length of Stay 10.24 9.75 

 Heart Failure 

Reduction in Re-admissions 21.10% 21.07% 

Reduction in Hospital Admissions (per 1000 admits) 5.74 5.47 

Reduction in Mortality 17.07% 17.20% 

Reduction in length of Stay 10.47 10.27 

 Hip & Knees 

Reduction in Re-admissions 8.00% 7.28% 

Reduction in Mortality 2.30% 2.07% 

Reduction in length of Stay 9.07 8.44 

 AMI 

Reduction in Re-admissions 17.33% 16.11% 

Reduction in Mortality 11.62% 10.87% 

Reduction in length of Stay 7.14 7.16 

P<0.05 

P<0.05 



Challenges 

ÅData sharing across all communities 

ÅDifferent processes  

ÅDifferent information systems 

ÅICD10 coding not used in all organisations 

ÅEngagement with Primary Care & CCGs 



Not a sprint 



A marathon 



Dementia Care in the acute hospital  

Dr Chris Dyer, Consultant Geriatrician 


