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Chairs’ opening remarks 
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What have the DAA 
achieved this year? 

 
 

Kelly Kaye:  

Interim DAA Executive Lead 
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How the Dementia Statements 
can bring about improvements 
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How the Dementia Statements can 
bring about improvements 

 
Moving from rhetoric to reality! 

 

 

 

Jean Tottie 

Chair of LSN & tide, Carer Representative on the National DAA 
Steering Group  



  

© Life Story Network CiC 2017 

• Background to the Dementia Declaration and the original 

‘I’ Statements  

• Rationale for developing the new Dementia Statements  

• Process for engagement – people living with dementia 

and carers driving the process 

• Associated links with existing legislative frameworks  

• Risk of Complacency – need to move from rhetoric to 

reality 

• Need for accompanying educational and training 

resources for all (people living with dementia; carers; 

workforce)  

• Next steps  

 

What I am going to cover … 



 Background to the National Dementia 
Declaration 

 

© Life Story Network CiC 2017 

• Successes  

• Concerns / shortcomings 
o Length/Format (7 and 35 sub statements)  

o Carers in the sub statements = dropped 

o Reflecting modern Britain 

o Language 

o Tone  

o Rights reflecting a social model of disability and reflecting the 

changing discourse 

• Why change from ‘I’ to ‘WE’   



• Sept 2016 - Steering group   

 

• Oct 2016 – Feb 2017  

• Groups and interviews 

• A survey of organisations 

• Context/Literature review 

• Information from State of the Nation 

 

• March 2017 - Drafting workshop by people living with dementia 
and carers 

• April 2017 – Consensus building workshop including key 
organisations and people living with dementia and carers 

• April 2017 – New Statements presented to the Dementia 
Programme Board - accepted 

 

               Dementia Statements Review 
Process 

© Life Story Network CiC 2017 



 Dementia ‘We’ Statements 
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• We have the right to be 

recognised as who we are, to 

make choices about our lives 

including taking risks, and to 

contribute to society. Our 

diagnosis should not define 

us, nor should we be 

ashamed of it. 

 

• We have the right to 

continue with day-to-day and 

family life, without 

discrimination or unfair cost, 

to be accepted and included 

in our communities and not 

live in isolation or loneliness. 

 

 

 

 

• We have the right to an early and accurate diagnosis, 

and to receive evidence based, appropriate, 

compassionate and properly funded care and treatment, 

from trained people who understand us and how 

dementia affects us. This must meet our needs, 

wherever we live. 

 

• We have the right to be respected, and recognised as 

partners in care, provided with education, support, 

services, and training which enables us to plan and 

make decisions about the future 

 

• We have the right to know about and decide if we want 

to be involved in research that looks at cause, cure and 

care for dementia and be supported to take part. 

 



 Dementia, rights, relationships and power 
dynamics 

© Life Story Network CiC 2017 

• There is more that connects us than separates us – rights are about 

us as individuals and about basic humanity 

• This process enabled people living with dementia and their carers 

the opportunity to determine what is important to them 

• Most of the Dementia Statements are about how we develop 

effective and equal relationships with each other as human beings 

• They reflect the need to shift the balance of power from 

professionals / care providers/ commissioners to individuals with 

dementia and their carers 

 

• Putting human rights into practice will only be 

achieved when we consciously and deliberately put 

individuals and their carers at the centre   

 

 

 

 



• Enable people living with dementia and carers to be more aware of 
their rights and recognise when they are at risk of being breached; 

• Empower people living with dementia and carers to exercise their 
rights and begin to shift the balance of power and accountability back 
to them 

• Assist in the shift from a dominant medical model of care to a more 
social model of disability – changing the prevailing discourse around 
dementia  

• Provide frontline staff with a new ‘lens’ through which to see situations 
and ensure that the persons rights are promoted, respected and 
upheld; 

• Enable CQC to regulate and audit quality of care against an explicit 
rights agenda 

• Provide a rights based framework, for both commissioners and 
providers, against which to undertake an impact assessment for any 
plans / changes in the provision of care and support 

 How the Dementia Statements can bring about 
improvements 
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How much do we really know 
about the legislation 
underpinning the Dementia 
Statements? 

 

A couple of questions……….. 

 

Having these Dementia 
Statements is but just one 
small step in the ‘right’ 
direction! 

 

But is this the icing on the cake or  
are we missing the main ingredients ….. 

© Life Story Network CiC 2017 



Risk of complacency  

© Life Story Network CiC 2017 

Change in Dementia Declaration to a rights based 

approach 

 

The gap between 

 rhetoric of rights  

and  

making rights a reality! 

 

Positive impact of the quality of lives of people living 

with dementia and their carers being enabled to 

claim their rights  



Risk of Complacency   
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“Human rights complacency happens when 

stakeholders delude themselves into thinking that 

the articulation of rights is equivalent to the 

realisation of those rights.  

 

Merely having excellent human rights based 

legislation does not give the citizen the ability to 

realise and access those self-same human rights.” 

 
Donald McCaskill – CEO Scottish Care  
Launching a Human Rights Fund in Scotland 29th Nov 017  



 Are we at risk of resting on our 
laurels? 

© Life Story Network CiC 2017 

• Ambitions and aspirations of being a ‘Global Leader’ in the field of 

Dementia & presentations to international conferences  

• UK Global Dementia Ambassador 

Etc ……. 

 

• But…… 

• What do we really know about the lived experiences of people living 

with dementia and their carers everyday? 

• What are the results of the first Citizens Panel Report  - now with the 

Dementia Programme Board? 

 

 



“For the past few years much has 
been written, and even more said, 
about ‘person-centred care’, 
‘living well with dementia’ and 
‘dementia friendly communities’.  

This is almost meaningless 
without greater emphasis and 
attention being paid to the 
human rights of those affected by 
dementia [including] our … 
partners, family and close friends, 
each of whom shares the caring 
role and the impact of the 
dementia.”  (Keith Oliver)  





The much quoted Eleanor 

Roosevelt 

Is relevant here…. 

 

“Where, after all, do universal 

human rights begin? In small 

places, close to home…places 

where every man, woman and 

child seeks equal justice, equal 

opportunity, equal dignity without 

discrimination.  

 

“Unless these rights have 

meaning there, they have little 

meaning anywhere.” 
 

  

 
© LSN (CIC) 

2017 

 



 Closing the gap & moving rights from 
rhetoric to reality -  much more work 

required…..  

© Life Story Network CiC 2017 

The Dementia Statements need to be 

mapped across to the following: 

• Human Rights Act 1998 

• UN Convention on the Rights of 

People with disabilities  - dementia 

now recognised as a disability as 

from August 2016 

• Equalities Act 2010 – requirement 

to make reasonable adjustments  

• CQC – Inspection and regulation  - 

resource Equally Outstanding 2017 

• Care Act 2014 



What we need to ensure the Dementia 
Statements can truly bring 

improvements 

© Life Story Network CiC 2017 

 

• Specific resources to enable those living with dementia and their carers 

to help them understand the meaning and relevance of the rights and 

thus to exercise them  

 

• A series of resources to enable those tens of thousands of front line 

workers in health, social care and housing, who will be responsible for 

putting them into practice  

 

• Political & policy level leadership and commitment to provide the 

relevant resources to train, equip, build the understanding and 

confidence of the workforce? 

 

• Above all we need you members of DAA to commit to implementing 

the new Dementia Statements of the Declaration 



Thank You! 

© Life Story Network CiC 2017 

 

 

Jean Tottie – Chair of LSN & tide 

jean@lifestorynetwork.org.uk 

Tide – http://tide.uk.net/ 
 

http://tide.uk.net/
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Discussing Dementia 
Statements  

 

With your table, please discuss the Dementia Statements considering 
the following questions: 

 

• How will you implement the Statements in your organisation? 

• How can different sectors work together? 

• How will you incorporate the Statements into your updated DAA 
Action Plan? 
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Working together 

Dementia 2020 Citizens’ Panel for England  

Claire Thomas, Opinion Research Services; 

 

Three Nations Dementia Working Group Keith Oliver; 

 

State of the Nation Alice Rigby, Alzheimer’s Society 
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December 2017 

Dr Claire Thomas and Daniel Morris 
Opinion Research Services 

 

DEPARTMENT OF HEALTH 
Dementia 2020 Citizens’ Engagement Panel  

www.ors.org.uk 



Who are we – some 
background  

Overview – what have we 
been commissioned to do  

How you can help 

What we’ll cover today  



Who we are – Opinion Research Services 

• Formed in 1988 | Spin-out company from University of 
Swansea| Academic approach to research 

Opinion Research 
Services 

• Established team | Focus on quality| Open and honest Independent 

• Experienced team| health related evaluations and 
consultations |  Dementia Friends and training Experience 

• MRS Partner | Accredited quality systems: IQCS, 
ISO9001, ISO20252 | IQCS  Quality 

• Culture of Respect | Collaborative | Non-judgemental Respect 



Background and objectives  

The Dementia 2020 Citizens’ Engagement was launched 
in 2015 and aims to transform dementia care, support, 
awareness and research by 2020 

Ambition  = to 
make England 
the best place 
in the world to 
live well with 
the condition 

ORS was commissioned in 2017 to : 
• Support the Dementia 2020 Citizens’ Engagement 

Programme. 
• Report on previously conducted work – led by DoH 
• Build a representative panel of people with dementia 
• Carry out 4 quantitative surveys 
• Carry out 4 phases of qualitative research 
• Engage seldom heard groups 



What the project entails – outline plan 

Analyse 
DoH led 
survey 

600+ responses to 
a DoH circulated 

survey 

Build Panel 
- ongoing 

Recruitment 
Questionnaire 

Hub / Portal built 
as central resource 

for reaching 
panelists 

Target 1,000 
members (121 

members so far) 

Distribution via 
Gatekeepers 

Four Self-
completion 

surveys 

First Survey now 
being distributed 
via Gatekeepers   

Option to complete 
online or paper 

117 completed 
surveys 

Four 
Qualitative 
Research 
phases 

Topics agreed – 
first phase looking 
at diagnosis and 
post diagnosis 

support  

Mixture of 
approaches 

depending on 
topic 



The Hub/Portal being developed 



Engagement  

 
 

Can you 
help us … 

• Endorse and support the overall 
project 

• Share our questionnaires  
• Allow us to work through you to 

reach participants for in-depth 
work 

Hub – to 
provide links 

to survey 
and 

recruitment 
form 

Include 
updates for 
panellists  

Provide links 
and wording 
(e.g. social 

media) 

Supply paper 
copies of 

survey 



Useful links and contacting ORS 

• Claire Thomas (Claire.thomas@ors.org.uk 
01792535337) OR Daniel Morris 
(daniel.morris@ors.org.uk) 

To get in touch about 
the Panel and request 

paper copies of the 
questionnaire … 

 

• www.opinionresearch.co.uk/dementia2020panel  

 
To visit the hub … 

 

• @DementiaPanel 

To follow us on 
Twitter 

http://www.opinionresearch.co.uk/dementia2020panel
https://twitter.com/DementiaPanel
https://twitter.com/DementiaPanel


Any questions? 

This study was conducted in accordance with ISO 20252:2012 



Working together 

 

Three Nations Dementia Working 
Group  

Keith Oliver 
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Three Nations Dementia 
Working Group  

 

Read Keith Oliver’s transcript 
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https://www.dementiaaction.org.uk/assets/0003/6077/keith_oliver_updated.pdf


Alzheimer’s Society 

State of 
the 
Nation 
2017 

Our largest ever 
conversation with 
people affected by 
dementia to hear 
about daily life 



• The findings will enable us to better 

articulate people’s experience of 

dementia and build a compelling case 

for change 

Aims of State of the Nation: 

• Understanding what life is really like 

for people affected by dementia today 



Project was made up of 4 strands of 

research, which we worked with 

Ipsos MORI to develop: 

 

• Survey with people with dementia 

• In-depth interviews with people 

with dementia 

• Survey of carers of people with 

dementia 

• Survey of the general public 

How did we gather the 

evidence: 



Turning Up the 

Volume:  

unheard voices of  

people with 

dementia 



Key themes: 

 

• Stigma and fear of the future 

• Lack of understanding and 

awareness  

• Reliance on carers  

• Price of dementia care 

What did the research find? 



Key statistics 



Key statistics 



Key statistics 



Key statistics 



Key statistics 



Alzheimer’s Society 

Key 
Findings 



• 65% of people with dementia that we spoke 

to said they have not felt lonely recently 

  

• Only 8% of people with dementia said that 

others treated them worse since they have 

had dementia 

  

• 81% of people with dementia felt that they 

have a say in decisions about their care 

 

• 68% of people get out of their home nearly 

everyday or every day 

 

However it wasn’t all bad 

news: 



Uniting to 
take action 

 A new deal from government – 
long-term, sustainable system for 
funding dementia care 

 

 A new deal from care providers – 
everyone affected by dementia 
receives the support they need, 
across the dementia pathway 

 

 A new deal from society – society 
to unite with us to create 
communities where no one is 
excluded and no one faces 
dementia alone 

Alzheimer’s 

Society 
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State of Care: what can we do to make improvements?  
Sue Howard: Deputy Chief Inspector, Adult Social Care, CQC 

 

Finalists and winners from National Dementia Care Awards to talk about the improvements that 

their work has brought about 

 

Outstanding Dementia Care Product Zoe Harris: Mycarematters System, Mycarematters  

 

Outstanding Dementia Care Innovation Sarah Ormston: MacIntyre Dementia Project, MacIntyre 

 

Best Interior Dementia Design Maureen Ailud and Sharlene Van Tonder: Cleves Place, Care UK 

 

Dementia Care Inspiring Leader Jason Corrigan-Charlesworth: Barchester Healthcare 
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Sue Howard 
DCI ASC Central 

The state of health 
care and adult 
social care 
2016/17 



Our purpose 

53 

• Register 

• Monitor and inspect 

• Use legal powers 

• Speak independently 

• Encourage improvement 

• Outstanding, Good, 

Requires Improvement, 

Inadequate 

• We make sure health and social care services provide 

people with safe, effective, compassionate, high-quality 

care and we encourage care services to improve  

• People have a right to expect safe, good care 

from their health and social care services 



Unique oversight of health and care 

54 

• Full picture of the quality of health and social care in England, 

with ratings for all sectors  

• Now have a baseline from which to draw conclusions about 

quality and safety of care and what influences this 

 
• 21,256  adult social care services 

•      152  NHS acute hospital trusts 

•      197  independent acute hospitals 

•        18  NHS community health trusts 

•        54  NHS mental health trusts 

•      226  independent mental health locations 

•        10  NHS ambulance trusts 

•   7,028  primary medical care services 

 

• Increasingly, CQC will report on quality of areas and coordination 

across services – for care fit for the 21st century 

• Is it safe?  

• Is it effective?  

• Is it caring?  

• Is it responsive?  

• Is it well-led?  
 



Congratulations to staff 

55 

• Results are a credit to frontline staff, managers and 

leaders 
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Health and care services are at full 

stretch – which impacts upon people 

Increased complexity of demand = new challenges 

Providers must change to meet complexity and challenges 

Future quality of care is precarious 

• Providers struggling to cope with more complex demand 

• People waiting over four hours at A&E 

• More planned operations cancelled and people waiting longer 

• Increasing demand for mental health services, affecting 

waiting time 

• Fewer nursing home beds 

• Adult social care providers handing back contracts 

• One in eight older people are not receiving help they need 



Care providers are under pressure 

57 

Need for adult social care continues to rise 

4,000 fewer beds in nursing homes - 2% reduction over two years 
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Care providers are under pressure 

58 
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Pressures are affecting people seeking treatment 

People waiting longer than 28 days after cancelled operations 



59 

Are adult social care services closer to 

the tipping point? 



60 

Variation and the tipping point 

Some areas closer to the tipping point, others further away 

Factors affecting the tipping point vary geographically – ratings 

variation is one aspect 

 

 

Percentage of  

good and outstanding 

Top 20% 

Upper 20-40%   

Middle 20%   

Lower 20-40%   

Bottom 20% 

ADULT SOCIAL 
CARE RATINGS BY 
LOCAL AUTHORITY  
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The quality of care across England is 

mostly good 

 Much is encouraging – despite challenging circumstances, most people 

are still getting high quality care 

 

Adult  

social  

care           

78%     
good 

 

GP   

practices 

89%  
good  

NHS acute 

hospital core 

services 

55%  
good  

NHS mental  

health core 

services 

68%     
good 



 

• Common factors leading 

to improvement: 

• Patient-centred care 

• Strong leadership 

• Positive culture 

• Shared vision 

• Outward looking 

approach 

• Involving people, 

communities, partners 

and collaborating 

62 

Improvement 

Of those services originally rated 

inadequate, most have improved 

Hospitals 

80%  
 

GP   

practices 

80%  
 

Mental  

Health 

100%     
 

Adult  

social  

care           

82%     
 

 



63 

Deterioration 

 
While recognising improvement, there is deterioration to be addressed 

Where services rated good were re-inspected, some have fallen 

 

Adult  

social  

care           

23%     
fallen 

 

GP   

practices 

2%  
fallen 

NHS acute 

hospitals 

18%  
fallen 

Mental  

health 

26%     
fallen 



Detailed sector findings 

64 

• How should the system improve? 

• First, some findings from the sectors  



Adult social care 

66 

• 78% rated good, but 19% rated requires improvement                  

and 1% (303 locations) inadequate 

• Caring rated best – 92% good and 3% outstanding. Safe               

and well-led poorest – 22% requires improvement and 2% 

inadequate 

• High-performing services have strong leaders – innovative 

registered managers known to staff, people using the service, carers 

and families had a positive impact 

• High-quality services are person-centred – staff get to know people 

as people, understanding their interests, likes and dislikes 

• Most enforcement for poor care relates to governance, safety, 

staffing and person-centred care 

• Quality matters joint commitment developed 



Local collaboration and joined-up care 

• Putting people first 

• Shared vision and strong leadership 

• All staff to share that vision and deliver to action 

• Work together as part of a system 

 

 

67 

Complexity + challenges = collaboration 

Golden thread connecting vision to delivery 

 



Challenges 

68 

• Improve planning, delivery 

and experience for mental 

health – Mental Health Act 

and the Green Paper 

• Long-term sustainable 

solution for adult social 

care needed 

• Services in all sectors must 

collaborate locally 



www.cqc.org.uk 

enquiries@cqc.org.uk 

@CareQualityComm 

 

 

 

#StateofCare 
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Finalists and winners from National Dementia Care Awards to talk about the 

improvements that their work has brought about 

 

Outstanding Dementia Care Product Zoe Harris: Mycarematters System, 

Mycarematters  

 

Outstanding Dementia Care Innovation Sarah Ormston: MacIntyre Dementia 

Project, MacIntyre 

 

Best Interior Dementia Design Maureen Ailud and Sharlene Van Tonder: Cleves 

Place, Care UK 

 

Dementia Care Inspiring Leader Jason Corrigan-Charlesworth: Barchester 

Healthcare 
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How is the NHS making 
improvements around care?  

 

Dr Jacqueline McKenna MBE: Director of Nursing-
Leadership, NHS Improvement  

 

and Toni Lynch: Deputy Chief Nurse, Great Western NHS 
Foundation Trust 

@Dementia_Action 

 #DAAConference17 

#DementiaAction  

Wifi network: MaryWardHouse 

Password: 8d0da34dfe 
 



Improving                      care in the hospital setting 

Dr Jacqueline McKenna MBE  Toni Lynch 

Director of Nursing - NHSI   Former Nursing Fellow – NHSI 

     Deputy Chief Nurse 

 

6 December 2017 



What do NHS Improvement do?  

74 

We’re aiming to:  

• Provide genuine support for improvement (national and local) 

• Work alongside providers – critical friends and supportive partners 

• Support local systems in agreeing longer term solutions and delivering 

them 

• Provide balance between support and regulation – proportionate 

regulation and accountability 

• Work closely and collaboratively with other national bodies, especially 

NHS England and CQC 

NHS Improvement is responsible for overseeing foundation and NHS trusts 

as well as independent providers that provide NHS funded care. We offer 

the support these providers need to give patients consistently safe, 

high quality, compassionate care within local health systems that are 

financially sustainable.  



NHS Improvement’s objectives 

75 

Quality of 
care 

 

Continuously 
improving 

quality of care, 
helping to 
create the 

safest, highest 
quality health 

and care 
service 

Finance & 
use of 

resources  

 

Balancing 
provider 

finances and 
improving 

productivity 

Operational 
performance   

 

Improving and 
sustaining 

performance 
against NHS 
Constitution 
standards 

Strategic 
change   

 

Ensuring every 
area has a 
clinically, 

operationally 
and financially 

sustainable 
pattern of care 

Leadership & 
improvement 

capability 

 

Building and 
maintaining 
capability to 

deliver 
sustainable 

services 

NHS Improvement will support providers in  

continuously improving in these five areas 



Nursing Directorate 
Ruth May was appointed the Executive Director of Nursing for NHS Improvement on 1st 

April 2016. Ruth is also Deputy CNO for England and National Director for Infection 

Prevention and Control. Nursing consists of five teams, each supporting the regional 

teams and trusts to improve the quality and safety of patient care. 

   Composition of Directorate  

• The Directorate consists of five teams, each supporting the 

development, spread and skills for various improvement approaches 

and methodologies. 

 

 

Ruth May 

Executive Nursing Director  

2017/18 Work priorities  

Professional Leadership team, offers advice and support to regional 

teams and trusts on all professional leadership, nursing practice, 

infection prevention and control and patient experience issues.  

 

Workforce and Improvement team, offers advice and improvement 

support to trusts to plan for a sustainable workforce, as well as 

improvement support on quality governance, retention, sickness and 

absence 

 

Mental Health & Learning Disability team, headed by the NCD for 

Mental Health, leads and coordinates NHSI’s MH & LD Programme 

across the organisation including delivery of the 5YFV for Mental Health, 

implementation of the Provider Improvement Standards for Learning 

Disability, performance and quality improvement support and the 

systematic integration of MH & LD in all of NHSI’s flagship programmes. 

 

Allied Health Professionals team, offering professional advice and 

development support to allied health professionals in trusts 

 

Maternity and Children’s Services team, offering advice and support 

to regional teams and trusts on maternity and children’s services.  

• 10% reduction in GNBSI E-Coli 

• Mandating data collection on 

GNBSI 

• National workforce retention 

programme 

• Advanced Clinical Practice in 

emergency care 

• Stop the Pressure Programme 

• Launch of NHSI MH & LD 

programme 

• AHP operational productivity 

• National Maternity ambition 



The NHSI Nursing Directorate 2017/19 

Objectives: 

77 

• reduce preventable infections, falls and pressure ulcers 

• improve health services for people with learning disabilities, developing expert advisor support and 
improvement guides and a learning disability improvement exchange. 

• improve the quality of end of life care for patients 

• improve patient experience 

• support providers to achieve the new standards for early interventions in psychosis and access to 
psychological therapies or ‘talking therapies’ 

• optimise the productivity of nurses and allied health professionals, focusing on job planning, rostering, 
people development and providing performance benchmarks 

• make safe, sustainable and productive staffing decisions through the development and publication of 
improvement resources 

• identify the scope for operational productivity improvements in mental health, community, ambulance 
and specialist services.  

• implement the nursing associate role and develop new roles such as advanced care practitioners  

• improve the development and promotion of black, asian and minority ethnic nursing and midwifery 
staff.  

• use the new well-led framework to help providers develop their governance, staff engagement, board 
capability and improvement capability.  

We will support providers to: 



Dementia – the statistics 

• 1 in 6 people >80 will experience dementia 

• 850,000 people living with dementia 

• Cost of dementia is £26 billion per annum 

• Reason for admission to an acute hospital is not usually dementia 

• Most common reason for admission are falls, # hip, stroke, UTI, RTI 

• 50% of primary cause of admission are for falls, # hip/dislocation, 

respiratory or urinary infections  

• People living with dementia account for approximately 3.2 bed days 

per year  

78 



Analysis of Care Quality Commission reports 

Methodology: 

• Purposive sample 

• Reviewed 104 CQC reports for acute, community, mental health, 

ambulance and specialist trust (44% of published reports in Dec 16) 

• Thematic analysis of: 

o 100% outstanding (n=10) 

o 20% rated as good (n=31) 

o 20% rated as requires improvement (n=48) 

o 100% rated as inadequate (n=15)  

o The above includes all mental health trusts 

• Distinct differences between mental health and acute trusts 
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Outcome of themes analysis – characteristics of trust rated 

as outstanding 
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Themes CQC rating Outstanding Good Requires Improvement Inadequate 

Leadership 

and culture 

o Dementia care - a high 

priority 

o Whole organisation approach  

o Proactive and coordinated 

approach to care delivery 

o  Visible clinical leadership by 

nurses, doctors, namely 

Consultant Nurses, 

Consultants and Dementia 

Specialist Nurses 

o One Trust has a hospital wide 

Macmillan Dementia Nurse 

Consultant 

o Visible and audible Executive 

leadership  

o Some evidence of a trust 

wide approach  

o Variable Trust Board 

commitment 

o Commitment to improve 

o Organisational culture not 

referenced within the 

reports 

o Greater variance than within 

the outstanding category 

within organisations and 

across this rating category 

  

o No references to 

organisational 

culture within the 

reports  

o Two Trust had 

leadership from 

psychologists, there 

was no other 

reference to 

leadership in acute, 

ambulance or care 

Trusts) 

o One Ambulance 

Trust had no access 

to dementia 

specialist advice 

o No reference to 

leadership in the 

MH setting 

o 16 reference to 

accessing expert 

advice 

o No reference to 

medical leadership 

in this category 

o Greater prevalence 

of dementia 

‘champions’, some 

did employ 

Consultant Nurses 

and Dementia 

Specialist Nurses 

Comparator analysis cross the CQC outcome ratings 

Example of CQC analysis across the rating categories 



Characteristics of Trusts rated as ‘outstanding’ 

Leadership and culture 

• Visible and audible Executive leadership 

• Visible and audible clinical leadership 

• Dementia strategy embedded Trust wide 

• Innovation 

• Research 

 

Service co-design and involvement 

• 6/10 designed services with patients and 
carers 

• Whole system approach to care delivery 

 

Workforce knowledge and skills + 

• Achieved desired training rates 

• Provided training for relatives and carers & 
other public services 

• Worked with care homes – providing training 
 

 

Environment 

• Whole organisation approach 

 

Patient and carer information & support  

• Varied information sources 

• Forums for carers 

• Cafés 

• Staff carers offered support 

• John’s campaign 

 

Person centred care 

• Involvement 

• Used adjuncts ‘This is me’ 

• Care planning 
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Evidence triangulated by the patient/carer  

and workforce voice 



Policy and guidance review 

Policy (n=6) 

Focus on: 

• Diagnosis (CQUIN) 

• Access to services and support 

• Workforce education 

• Clinical leadership 

• Commissioning 

• Reference to acute care 

 

 

Good practice guidance (=8) 

Focus on: 

• Triangulating policy to practice 

guidance 

• Excellent guides available 

• Little focus on ‘how to’ 
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Disconnect between policy and practice? 
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Patient and carer voice 

Involve 

me 

Patient 

Listen to  

me 

Carer 

Improve 

signage 

Patients 

and 

Carers 

We live 

together and 

now we’re 

 – 

I hate it 

Carer 

I’m exhausted, 

all the 

sleepless 

nights, he 

doesn’t know 

when night is 

Carer 

We worry he 

won’t get 

enough food 

or drink in 

hospital 

Carer 

Hospital is 

like a 

prison – let 

me out 

Patient 

We don’t 

know where 

to go to get 

help (post 

admission) 

Carer 



Dementia care – how are we doing? 

85 

National Audit of Dementia 2017 



 

Dementia Assessment and Improvement Framework  
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 Dementia Assessment and Improvement Framework 

Designed to support and enable DoN and MD’s achieve ‘outstanding’ care for people living with 

dementia during their hospital admission 

Draws on: 

o Learning from organisations which achieved an ‘outstanding’ rating from CQC 

o Integrates policy guidance and best practice 

o Includes the patient & carer voice 

Describes eight standards: 

1. Diagnosis 

2. Person centred care 

3. Patient and carer information and support 

4. Involvement and co-design 

5. Workforce and education 

6. Leadership 

7. Environment 

8. Nutrition and Hydration 

Each standard is comprised of 3 sections: 

1. A description of the care standing 

2. Each descriptor links to policy, best practice guidance, the patient/carer voice, examples of 

innovative actions taken by NHS organisations 

3. Evidence clinicians/leaders might use to self assess and identify improvements or desired 

outcomes 

 

Implementation to be underpinned by QI methodology 
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An organisational dementia strategy is available, in date and 

meets national policy/best practice guidance 

o Dementia Friendly Hospital 

Charter (DAA 2012) 
o Staff know of the dementia strategy and can 

state it’s overall aim 

o Staff know their part in meeting the strategy 

aims 

o Patients and carers say there is an 

organisational approach to meeting needs 

  

There is evidence of dementia pathway development, working 

with the local authority, social services, general practitioners, 

clinical commissioning groups, voluntary and third sector to 

deliver a strategy to meet local needs  

o A feature of Trust rated as 

‘outstanding’ 
o Dementia strategy and committee meeting 

minutes 

o Staff say what they are doing to improve the 

dementia pathways locally 

o Patients and carers say how the pathways are 

improving 

Evidence of local application of the dementia strategy. Staff 

can articulate the improvements being made in line with the 

dementia strategy 

o Characteristic of Trusts rated as 

‘outstanding’ by the CQC  
o Staff can describe how they are contributing to 

improving care for their patients who live with 

dementia 

Evidence of clinical leadership: 

o Organisational (Consultant, Consultant Nurse or Nurse 

Specialist) 

o Ward/department (dementia champions/link nurses with 

evidence of enhanced training and development. 

o Dementia champions/link nurses need to provide 

evidence of how they are improving care standards 

  

o Characteristic of Trusts rated as 

‘outstanding’ by the CQC  

o Dementia Friendly Hospital 

Charter (DAA 2012) 

  

o Dementia strategy and the minutes from meetings 

o Staff can say what they do and how that makes a 

difference 

Evidence of Trust Executive Leadership   o Characteristic of Trusts rated as 

‘outstanding’ by the CQC 
o Staff can say which Executive is dementia 

champion at Board level 

o A culture whereby all staff acknowledge their role 

in meeting the needs of people living with 

dementia irrespective of their role 

The numbers of patients moved at night (between 2300 and 

0600 hours) for non-clinical reasons are visible to the Board 

and plans are visible to reduce  

o Feature of Trusts rated as 

‘outstanding’ 
o Board reports 

o Speak to the Dementia Strategy lead/Director of 

Nursing/Medical Director 

People trained in the care of people living with dementia are 

available 24 hours per day, 7 days per week 

o National Dementia Audit (2017) o Speak to the staff to understand their role and how 

it positively impacts patients 

o Dementia Strategy minutes 

The Dementia Assessment and Improvement Framework 

Leadership standard  Source   Evidence 



Message to the Board - DAIF 
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Why? How? Outcome 

If we can get it right for 

people living with 

dementia and their carers 

we can get it right for all 

Provides a framework to 

reduce unwarranted 

variation – raising 

standards to achieve high 

quality care 

 

To achieve outstanding for 

people living with 

dementia in the acute 

setting 

Defines what  outstanding 

looks like (policy, 

evidence, literature, best 

practice) 

The assessment 

triangulates data with the 

patient/carer and 

workforce voice 

 

Provides Executive 

assurance not 

reassurance 

 

Safeguards patients from 

harm 

Promotes people 

participation and a culture 

of continual improvement 

(QI methodology)  

 

Exercising accountability 

to stakeholders 
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https://improvement.nhs.uk/resources/dem

entia-assessment-and-improvement-

framework/ 
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Jacqueline.mckenna@nhs.net antonia.lynch@nhs.net 

@mrsjmckenna    @antonialynch 
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From Seldom Heard to Seen 
and Heard 

 

What are our members doing to improve 
the lives of people affected by dementia 

from seldom heard groups?  

@Dementia_Action 

 #DAAConference17 

#DementiaAction  

Wifi network: MaryWardHouse 

Password: 8d0da34dfe 
 



 
 

Chairs’ opening remarks 
  

Professor Dawn Brooker: Director, University of 
Worcester Association for Dementia Studies 

 

 and Tracey Shorthouse: living with dementia 
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#DementiaAction  

Wifi network: MaryWardHouse 

Password: 8d0da34dfe 
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