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Introduction 

This is the first draft summary of the findings from the DAA Impact survey for the DAA Board and 

DAA members The survey was completed by DAA members and the wider network from July to 

September 2014. The findings will be announced at the DAA Annual Event on the 2nd December 

2014. The results are embargoed until that date but are available to members to use internally and 

to inform research launched after the announcement. 

Executive Summary 

• The DAA Impact Survey attempts to provide a snap shot of progress on the National 

Dementia Strategy and achievement of the National Dementia Declaration. 

• The survey was completed by 1,352 respondents from a broad spread of geographic areas 

and perspectives including people with dementia, carers and professionals.  

• The survey has found that the original objectives of the National Dementia Strategy were 

sound and continue to be relevant. 

• The majority of valid responses said that there has been ‘some’ or ‘lots’ of progress against 

16 of the 17 objectives from the original strategy. 

• Raising awareness and understanding amongst the public and professionals has made the 

most progress 

• More respondents felt the NDS had ‘got it right’ for people with dementia than carers 

• A continuation of the NDS with modified objectives is strongly endorsed by DAA members 

and wider stakeholder network. 

• People with dementia were most positive about ‘I’ statements related to dignity, choice, 

control and public attitudes to dementia. 

• People with dementia were much less positive about the support provided to those caring 

for them, with neutral scores on information and networks for carers and a negative score 

for access to respite care. 

• There were significant negative scores for ongoing support from GPs, access to information 

and know-how and understanding by employers if they received an early diagnosis. 

• There is a disconnect between the good progress reported by professional/carers on ‘Good-

quality information for those with diagnosed dementia and their carers’ and the low scores 

from people with dementia on having the getting advice and guidance 

• Cross referencing the two surveys, the National Dementia Strategy has resulted in a step-

change in attitudes to dementia but that the commissioning of local services for people with 

dementia and carers needs to catch up 
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Background 

To mark the fourth year of the National Dementia Declaration (NDD) and fifth year of the National 

Dementia Strategy (NDS), the Dementia Action Alliance surveyed people affected by dementia and 

professionals supporting them to find out whether current activity is leading to real changes on the 

ground. The intention was to provide a snapshot of progress and build consensus on a successor to 

the Prime Minister’s Challenge of Dementia. 

The survey was drafted by University of Worcester with support from national and local DAA 

members and had a filter with different questions for people affected by dementia and 

professionals. 

People living with dementia (either as a carer acting as a proxy, someone with a diagnosis or 

someone worried about their memory) were asked a series of ‘I statements’ from the NDD on how 

well they were living with the condition.  

Those with a professional interest in the NDS were asked to rate progress against the outcomes of 

the NDS launched in 2009. These map across to the statements in the NDD so can provide a proxy 

indicator of the wider work of the DAA. Family carers could also complete the survey if they wished 

to share their views on the Strategy. 

The survey was disseminated through the DAA’s own network and those of its members. This 

included Age UK, Alzheimer’s Society, Care England and National Care Forum et al.  
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Response 

The survey was completed by 1,352 respondents that represented a broad spread of perspectives 

and geographic locations.  

Perspective of respondents 

There was an even split of responses between professionals and those personally affected by 

dementia. Professionals worked in a range of settings from care homes (34%), hospital (29%) to 

community support (37%). 

164 respondents were either living with dementia themselves or worried about their memory; the 

majority of these were supported in completing the survey. Out of the 206 ‘Other’ the majority were 

either professionals supporting people with dementia and/or carers (43%) or the family or friend of 

someone living with dementia (37%). 

Table 1: Perspectives of respondents 
Response 

Percent 

Response 

Count 

I am a person with a diagnosis of dementia 3.6% 47 

I am worried about my memory but do not have a diagnosis of dementia 1.9% 25 

I am a carer/professional completing this survey on behalf of a person with 

dementia 
7.0% 92 

I am a carer completing this survey from my own perspective 20.3% 268 

I am a professional whose job involves providing direct care and support for 

people with dementia e.g. frontline staff 
19.2% 254 

I am a professional whose job involves providing services for people with 

dementia e.g. management 
32.4% 428 

Other 15.6% 206 

If 'other', please specify 233 

answered question 1320 

skipped question 32 

 

76 carers who completed the survey were looking after a younger people living with dementia 

compared to 206 who were caring for someone over 65. The experiences of caring both younger and 

older people with dementia are therefore recorded. 

Table 2: Age of people with dementia 
Response 

Percent 

Response 

Count 

Younger than 65 27.0% 76 

65 or older 73.0% 206 

answered question 282 

skipped question 1070 
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Geographic profile 

Tables 3 and 4 below provides the regional breakdown of respondents. They were based across 

England, with the highest response rates coming from Yorkshire & Humber and the West Midlands. 

The response rate is broadly in line with the intensity of Local Dementia Action Alliance activity. 

Table 3: Region of professionals and carers 
Response 

Percent 

Response 

Count 

North East 5.2% 51 

North West 14.6% 143 

Yorkshire and the Humber 19.2% 188 

East Midlands 13.9% 136 

West Midlands 18.7% 183 

London 7.5% 73 

East of England 6.7% 65 

South East 14.2% 139 

South West 11.8% 115 

answered question 977 

skipped question 375 

 

Table 4: Region of people living with dementia 
Response 

Percent 

Response 

Count 

North East 2.8% 4 

North West 14.8% 21 

Yorkshire and the Humber 7.7% 11 

East Midlands 6.3% 9 

West Midlands 21.1% 30 

London 7.7% 11 

East of England 9.9% 14 

South East 17.6% 25 

South West 12.7% 18 

answered question 142 

skipped question 1210 
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Survey of professionals and carers 

The professional and carers survey focused on the NDS launched in 2009. Respondents were asked 

to judge the appropriateness of the original seventeen objectives of the NDS and rate progress 

against them. The objectives map across to the outcomes of the NDD so can act as a proxy for wider 

DAA activity. 

Suitability of the original objective  

Respondents were asked to rate their support for the inclusion of each of the 17 objectives (see 

Annex 1) within the NDS. As Graph 1 below demonstrates each objective received the backing of 

over 97% of respondents suggesting the original objectives have stood the test of time. 

Graph 1: Do you think the objectives were suitable to include in the 2009 strategy? 
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Suitability of objectives within future strategies 

Graph 2 below describes respondent support for the inclusion of the 17 objectives (see Annex 1) 

within a future strategy. Again respondents were overwhelmingly in support of all objectives being 

included in a future strategy with each receiving the backing of over 98% of respondents. 

Graph 2: Do you think the objectives should be included in any future strategy? 
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Progress on the National Dementia Strategy since 2009 

Professionals and carers were asked to rate progress against each of the 17 objectives of the NDS 

from ‘No Progress’ to ‘Lots of Progress’. Graph 3 below demonstrates there have been variations in 

progress. 

Graph 3: How much progress do you think there has been since 2009? 
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Ranking the progress against objectives 

Graph 3.2 below ranks objectives by progress. This has been done by stripping out the ‘Don’t Knows’ 

and subtracting the ‘No’ and ‘Little’ progress percentiles from the ‘Some’ and ‘Lots’ of progress 

percentiles. This has given an overall progress score from 100 to -100 . The higher the score the 

more progress has been made. A negative score would indicate a majority of valid responses saying 

there was little or no progress. 

The graph indicates there has been significant progress in raising awareness and understanding of 

dementia amongst the public and professionals. Diagnosis, information provision and workforce 

development have also made positive headway. Care homes have made marginally more progress 

than hospitals. 

At the other end, objectives around intermediate care, housing, community personal support, 

implementation of the Carers Strategy and regulation and assessment have made least progress. 

With intermediate care almost half of valid responses said there had been little or no progress.  
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Graph 3.2: Ranking of progress against each objective 
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Impact on carers and people with dementia 

Graph 4 below describes the professional and carer responses to the question of whether the 

National Dementia Strategy ‘got it right’ for people with dementia and carers. Respondents were 

generally positive with the majority saying yes it did though were less confident that it met the  

needs of carers. 

Graph 4: Do you think that the National Dementia Strategy got it right overall? 
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Progress in achieving the National Dementia Declaration 

The NDD ‘I statements’ are the outcomes that all DAA members are working towards. Professionals 

and carers were asked to rate progress on the outcomes of the NDD either ‘No Progress’, ‘Little 

Progress’, ‘Some Progress’, ‘Lots of Progress’ or ‘Don’t know’. The results are shown in graph 5 

below.  

‘Some progress’ is the dominant response, although a sizable minority of respondents say there has 

been ‘little’ or ‘no’ progress against each of the outcomes. 

Graph 5: Progress against the outcomes of the National Dementia Declaration. 
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Ranking progress on ‘I statements’ of National Dementia Declaration 

Using the same methodology as Graph 3.2, Graph 5.2 below ranks progress on the ‘I statements’.  

Respondents state there has been most progress on boosting research and improving choice, control 

and support for people with dementia. These results are echoed by people with dementia in the 

section below. 

The ‘dementia-friendly community’ outcomes of ‘living in an enabling and supportive environment’ 

and ‘sense of belonging and being valued’ have made more limited progress.  This provides an 

interesting juxtaposition with the progress respondents say has been made in raising awareness. 

Empowering people affected by dementia with ‘knowledge and know-how’ and tailoring services to 

the specific needs of people with dementia have made least progress. 

 

Graph 5.2: Ranking of progress on outcomes of the National Dementia Declaration 
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Future National Dementia Strategies 

Professionals and carers were asked what should follow the Prime Minister’s Challenge on Dementia 

(PM Challenge) when it ends in March 2015. The PM Challenge was launched in March 2012 to 

extend the Strategy to March 2015 and take it ‘further and faster’. Graph 6 below provides a 

summary of their responses. 

There was clear consensus amongst members that there should be a successor to the PM’s 

Challenge with less than 1% of respondents stating that there was no need for a national strategy on 

dementia. Only 13% stated that a whole new strategy needed to be drafted compared to 26% who 

stated that the existing strategy should be continued. This reinforces the earlier finding that the 

original objectives were correct and should be included in a future strategy. It is also an implicit 

statement that despite progress, none of the original objectives have yet been fully completed. 

The majority of respondents (61%) felt that the strategy should be continued but with modified 

objectives, reflecting how the environment has changed since 2009. 

Graph 6: Future National Dementia Strategies 
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When asked what the new priorities should be included in a future national Strategy on dementia, 

respondents stated that they welcome emphasis on post-diagnostic support and support for carers. 

The full results are included in Graph 7 below. 

 

Graph 7: Priorities for a new National Dementia Strategy 
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Survey of people with dementia 

The NDD includes 7 overarching ‘I statements’ and 33 sub ‘I statements’ that the DAA wants all 

people with dementia in England to be able to say. All DAA members have signed up to these 

statements and have Action Plans to put them into practice. 

Achievement of the 7 ‘I statements’ 

People with dementia were asked how closely the over-arching ‘I statement’ applied to them. They 

ranked them from strongly agree to strongly disagree. Overall people with dementia were positive 

about the NDD, with the majority of the respondents agreeing that the ‘I statements’ applied to 

them. The results are listed below in graph 8. 

Graph 8: Do you agree / disagree that the following ‘I’ Statements apply to you  
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Ranking the achievement of the 7 ‘I’ statements 

Graph 8.2 below provides a ranking on progress. Again, this has been done by stripping out the 

‘Neither agree / disagree’ and subtracting the ‘Disagree’ and ‘Strongly disagree’ percentiles from the 

‘‘Agree’ and ‘Strongly Agree’ percentiles to give an overall achievement score from 100 to - 100. 

People with dementia are more than 3 times as likely to positively agree with ‘I statements’ related 

to having proper support, choice, control and awareness of research than to those around having 

knowledge and know-how and services designed around their needs. These results mirror those 

given by the professionals and carers. 

Graph 8.2: Ranking of 7 ‘I’ statements 
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Achievement of all the ‘I’ statements 

People with dementia were also asked to state how much they agreed to the detailed sub ‘I 

statements’ that sat below the over-arching ones. These are more specific and cover a range of 

topics from diagnosis and decision making to GP and employer support. The results can be found in 

Graphs 9.1, 9.2 and 9.3 below: 

Compared to the overarching statements, respondents were less positive and less certain about 

whether the statements applied to them. This is likely due to the extra detail provided by the 

statements and the fact that people with dementia may not have had to access particular services 

and support. One of the statements for example that people with dementia found least capable of 

answering was around end of life care. 

Graph 9.1: Sub ‘I’ statements 1 
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Graph 9.2: Sub ‘I’ statements 2 
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Graph 9.3: Sub ‘I’ statements 3 
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Graph 9.5: ‘I’ statements with most positive responses 
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Graph 9.6:’ I’ statements with least positive responses 
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Conclusions 

The lack of baseline data makes it hard to draw a causal link between progress on the NDS and the 

achievement of the NDD though there is a correlation between some of the objectives and ‘I’ 

Statements. 

Professionals and carers tell us that the NDS has resulted in a step-change in attitudes to, and 

understanding of, dementia and improvements in work force development. People with dementia 

correspondingly feel that on the whole they are treated with dignity, have control over decisions and 

have choice of support. Similarly progress on establishing research priorities and improving diagnosis 

rates match positive statements from people with dementia in these areas.  

Less positively, both surveys agree that the impact of the NDS on carers has been more marginal 

than on people with dementia. This is reflected in the lower progress score on ‘Implementing the 

Carers Strategy’, its listing as a high priority for a future strategy and low scores from people with 

dementia on respite care, carer information and carer support networks. 

There is also agreement between people with dementia, professionals and carers that there has 

been least progress and achievement on having services designed around the needs of people with 

dementia. This suggests that despite progress in raising awareness that there is still some way to go 

before organisations can claim to be fully dementia-friendly. 

Where there is a notable disconnect is information provision. The NDS objective around providing 

good quality information received one of the highest progress scores from professionals and carers. 

This contrasts with people with dementia who consistently gave low scores around know-how, 

information provision and advice. This suggests either a low starting point or that information 

provided by professionals either isn’t getting through or is insufficient to the needs of people with 

dementia.  

In summary an initial reading of the survey results suggests that the NDS has had a number of 

achievements – most significantly raising awareness and putting dementia on the agenda. It is 

apparent though that dementia remains far from fixed. There is also an overwhelming desire 

amongst professionals and carers for a future national dementia strategy. Tellingly none of the 

objectives from the original strategy progressed to the extent that professionals and carers wouldn’t 

recommend their inclusion within a new strategy. A good start but a long way to go. 

These initial conclusions will be tested by analysis of the qualitative evidence from the survey. 
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Annex 1: National Dementia Strategy Objectives 

Objective 1: Improving public and professional awareness and understanding of dementia. 

Objective 2: Good-quality early diagnosis and intervention for all. 

Objective 3: Good-quality information for those with diagnosed dementia and their carers. 

Objective 4: Enabling easy access to care, support and advice following diagnosis. 

Objective 5: Development of structured peer support and learning networks. 

Objective 6: Improved community personal support services. 

Objective 7: Implementing the Carers’ Strategy. 

Objective 8: Improved quality of care for people with dementia in general hospitals. 

Objective 9: Improved intermediate care for people with dementia. 

Objective 10: Considering the potential for housing support, housing-related services and tele-

care to support people with dementia and their carers. 

Objective 11: Living well with dementia in care homes. 

Objective 12: Improved end of life care for people with dementia. 

Objective 13: An informed and effective workforce for people with dementia. 

Objective 14: A joint commissioning strategy for dementia. 

Objective 15: Improved assessment and regulation of health and care services and of how 

systems are working for people with dementia and their carers. 

Objective 16: A clear picture of research evidence and needs. 

Objective 17: Effective national and regional support for implementation of the Strategy. 


