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Why am I so willing? 
Because I like to be 
involved,  because being 
involved has given me 
back that sense of 
purpose that a diagnosis 
of dementia 
stripped  away from me. 

Being involved  makes 
me feel valued and 
people listen to what I 
have to say……. 

So, as you can see, I have 
dementia, but I’m still 
able to contribute to 
society. 

We all had talents before 
a diagnosis of dementia 
– we don’t suddenly lose 
all those talents 
overnight 



www.joindementiaresearch.nihr.ac.uk www.joindementiaresearch.nihr.ac.uk 



What are the facts? 
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Now the facts about Dementia Research  
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www.joindementiaresearch.nihr.ac.uk 



What are the National drivers in Dementia 
Care ? 



National Dementia Strategy 2009 

• 5 year plan 

• 17 interlinked objectives 

• £150million extra funding 

 

Key themes 

• Improving awareness 

• Early and better diagnosis 

• Improved quality of care 

• Delivering the Strategy 

National Dementia Strategy England

� Published 2 Feb 2009

� Five year plan



Prime Minister’s challenge on dementia 
2012 



 
Awareness 
Key role of GPs 
Post diagnostic support 

Information, advice, carers 
Access to diagnosis 
Staff training 
Dementia Institute 
Dementia Friends/ businesses 
Advance Care Planning 

Research  

I million dementia friends 
Highest diagnosis rate 





 



What does the journey look like? 
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What does good dementia care look like? 



 I have personal choice and control over the decisions that affect me.  
 I know that services are designed around me, my needs and my carer’s 

needs.  
 I have support that helps me live my life.  
 I have the knowledge to get what I need.  
 I live in an enabling and supportive environment where I feel valued and 

understood.  
 I have a sense of belonging and of being a valued part of family, 

community and civic life.  
 I am confident my end of life wishes will be respected. I can expect a 

good death.  

 I know that there is research going on which will deliver a 
better life for people with dementia, and I know how I can 
contribute to it.  

http://www.dementiaaction.org.uk/  

‘’i ‘’statements 



What are the more local drivers ? 
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West Yorkshire and Harrogate Health & Care Partnership 
Six local area plans…… 

• Bradford District & Craven 

• Calderdale 

• Harrogate & Rural District 

• Kirklees 

• Leeds  

• Wakefield 
 
 

Covering prevention, primary care, and joined up health and 
social care services. 

 

Based around the relationships of the Health and Wellbeing 
Boards and Health and Wellbeing Strategies. 
 



Made up of…. 

 

• It starts with people….2.6 million 
 

• 11 Clinical Commissioning Groups (6 management teams) 

• 8 councils (including 1 county, 5 metropolitan councils, 2 districts) 

• 6 hospital trusts, 4 community & mental health trusts  

• A number of large independent sector providers,  

• Yorkshire Ambulance Service 

• 333 GP practices  

• 601 community pharmacies 

• Over 665 care homes  

• 319 domiciliary care providers 

• 10 hospices  

• Thousands of voluntary and community organisations. 

 



What are Successes! 



National Ambition, 66.7% 
Yorkshire and the Humber, 

71.7% 
WYH P STP, 73.3% 
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Diagnosing Well 



Living Well 



But we have our Challenges ! 



Supporting Well 





Dying Well 



Why do we have the challenges? 



 



Poor transitions of care 

• Transitional care refers to the coordination and 
continuity of health care during a movement 
from one healthcare setting to either another or 
to home, called care transition, between 
health care practitioners and settings as their 
condition and care needs change during the 
course of a chronic or acute illness. 
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Typical life journey for People with Dementia 
(PwD) showing multiple transitions of care 

  38 EOLC Dementia 

PwD at home 
PwD in care 

home 
Health / Social 

crisis  
Emergency 

services 
PwD admitted 

to hospital 

PwD dies in 
hospital 

PwD 
discharged 

from hospital 

Supported by 
• Family carers 
• Social carers 
• Falls team 
• District nurses 
• GPs 
• Admiral nurses 
• Mental health 

services for 
older people 

Supported by 
• Family carers 
• Social carers 
• Community 

matron 
• District nurses 
• Falls team 
• GPs 
• Mental health 

services for 
older people 

Examples 
• Carer respite 
• Carer 

breakdown 
• Illness of carer 

 
• UTIs 
• Falls 
• Dehydration 
• Confusion 

Supported by 
• Out of hours 

service 
• NHS Direct 
• Ambulance 

service 
• GPs 

Supported by 
• Rapid response 

team 
• A&E staff 
• Medical 

admissions staff 
• Care of the 

elderly multi-
disciplinary 
team 

Supported by 
• Care of the 

elderly multi-
disciplinary 
team 

• Hospital matron 
• Discharge team 
• Social care 

assessors 
• Community 

matron 

Adapted from: https://www.mariecurie.org.uk/globalassets/media/documents/commissioning-our-
services/past-initiatives/end-of-life-care-and-dementia/end-of-life-project-report.pdf 
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• Examples 
• Carer respite 
• Carer breakdown 
• Illness of carer 

 
• UTIs 
• Falls 
• Dehydration 
• Confusion 

 
 
        Hospital 
 
 
 
             A&E 
 
 
 
 
        Care Home 
 
 
 
New Care Providers 

 
 
 

Costs 
 
Increased length of stay 
 
Increased re-admission rates 
 
Care Home Admissions 
 
Mortality/Morbidity 
 
Increased adverse events 
 
Increased emotional and 
physical pain 
 
Relationship Breakdowns 
 
Experience 
 
 
 



How might a crisis present? 

'Unable to cope due to 
unrecognised physical or mental 

health needs 

Unplanned 
admissions due to 

acute illness      

( falls/sepsis/ etc) 

Poor palliative 
care/End of life 
care in an acute 

hospital 

Delirium 

Informal and 
formal Carer strain 

or Carer 
emergency 

Behaviours that 
challenge 

/psychotic 
symptoms 
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Burdensome Transitions for People with Dementia near the 
End of Life 

 
• Transitions between care settings at the end of life can 

result in adverse consequences, particularly for 
individuals with dementia.  

• ‘Burdensome’ transitions have been defined as 
transitions in the last 3 days of life, or multiple 
transitions (⩾2 from infection or ⩾3 from any cause) in 
the last 90 days of life.  

• Individuals with multiple transitions in the last 90 days 
were more likely to be male, have physical illness 
problems and problems with depressed mood and less 
likely to be living in a care home   

• Burdensome Transitions for People with Dementia near the End of Life: Retrospective Cohort Study Using Linked 
Clinical and Administrative Data Katherine SleemanKCL 
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https://www.researchgate.net/profile/Katherine_Sleeman
https://www.researchgate.net/profile/Katherine_Sleeman


What are we trying to do to reduce the  
challenges? 
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• Work  on reducing Delirium 

in Hospitals/Care Homes 

and in a primary care 

setting 

 

• Increased uptake of 

advance and emergency 

care planning 

 

• An inpatient matrix to 

understand behaviours 

prior to discharge 



Dementia Research 



Coming back to research-Why is there not 
more Dementia Research in primary care? 



The Challenges for Primary Care? 



Challenges! 
 
• Disempowerment 

• Low Diagnosis rates 

• Populations in 1’care v studies in 2’care 

• Primary care lead by doctors v studies coming 
from schools of nursing/therapy etc 

• Difficulty engaging Care Home 

• Mental Capacity 

• Lack of popularity 

• Who gets the accruals! 

• Exclusion of BAME populations 
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The Opportunities for Primary Care? 



Opportunities! 
• The Dementia Well Pathway /national direction 

• Rising diagnosis rates 

• JDR 

• Collaboration with Universities-PhD studies 

• GP Champions 

• GPwSI 

• Collaborations between 1’ and 2 ‘care 

• Dementia Friendly Surgeries 

• Annual care Planning reviews 

• PPGs and Patient ambassadors 
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www.joindementiaresearch.nihr.ac.uk 

To see if you can help a dementia research 
study visit: 

 
 

www.joindementiaresearch.nihr.ac.uk 
 

Or call our one of our helplines: 
 

 
 
 

Alzheimer's Research UK (0300 111 5 111) 
Alzheimer's Society (0300 222 1122) 

http://www.joindementiaresearch.nihr.ac.uk/


Finally why does research  not lead to 
better care? 



Some Gaps! 

• Lack of collaboration between the ‘Dementia real 
World’ and the ‘Research World  

• A Gap between how topics for studies are 
developed and the actual needs of front line staff 

• A Gap in the commissioning of research into some 
strands of the Dementia Well Pathway 

• Not using the the research published to 
commission care . 

• A mismatch in moving small scale research to real 
world settings. 



How do we change this? 



Days like this! 
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Universities 

CCG 

NIHR 

CRN 

PLWD 

GPs 
Acute and Mental Health Providers 

COMMISIONERS CLINICAL NETWORKS 



Conclusions? 

Dementia is a growing issue for society but Dementia 
awareness and care is improving and Dementia research 
is on the way up-so we just need to now ensure we 
collaborate to ensure that the best evidence leads to 
better care 



 

• sara.humphrey@bradford.nhs.uk 

 

 

Thank You! 

mailto:sara.humphrey@bradford.nhs.uk

