
Capturing the experience 
of people with dementia
Social Sense Ltd. and Hitch want to  
work in partnership with you to build  
a platform that will measure in real  
time, the experience of people living 
with dementia and those who care  
for them.

 

 

    Over a 2-month period between August 
and September 2019, Social Sense and Hitch 
conducted an online survey to capture the opinions 
and feedback of those affected by dementia. 

These responses, in addition to ongoing face 
to face engagement, will ensure the successful 
development of the ‘lived experience 
barometer’ that meets the needs of 
individuals affected by dementia in 
Greater Manchester.

■ Person living with dementia
Response Percent 3.68%

■ Carer of person/people living 
with dementia
Response Percent 30.88%

■ Professional
Response Percent 44.85%

■ Family member of 
Significant peer
Response Percent 20.59%

■ Wellbeing Scale
Average 4.19

■ Local Information
Average 4.40

■ Activity Rating
Average 3.95

■ Personal Profile
Average 3.82

■ Journal
Average 3.46

■ Yes  ■ No   ■ Somewhat

■ 66.9% ■ 5.9%  ■ 27.2%

Create a safe place for people 
to ‘check in’ and record 
changes in their well-being. 

A list of local dementia-friendly 
activities that interest a person. 

A way to rate how good services 
are for people with dementia. 

A personal profile for a person 
living with dementia. 

A reflective journal for things 
like gratitude, achievements and 
enjoyable times.

During this time, we received a total of 136 completed 
responses. This is the summary of our findings:

Response Total

Q1. Please identify which group relates to you the most.

Q3. From the above“feature” ideas, how important do you feel 
the following features are? (with 1 being “very unimportant” 
and 5 being “very important”)

61

42

91

28 5

Q2.Some early ideas for features for the “Lived Experience 
Barometer” are below: Do you like the early ideas for 
features suggested?

8
37

125
3

8

112
2

22

98
10

28

85
9

42

■ 91.9% ■ 2.2%  ■ 5.9%

■ 82.4% ■ 1.5%  ■ 16.2%

■ 72.1% ■ 7.4%  ■ 20.6%

■ 62.5% ■ 6.6%  ■ 30.9%

Q3.6 Do you have any specific thoughts on the features we have 
presented or ideas of your own for helping to better capture 
the day to day experience of living with dementia?
It was clear from your responses, that the lived experience barometer 
needs to be simple, quick and accessible for all, as people’s 
experiences and capacity to use digital technology varies form person 
to person. We also heard your concerns about the “next steps” for 
people who show a drop in their wellbeing scores and what support 
they would receive – something that we are looking into!

“It would be great if you could measure how physically active the 
individual is on a day to day basis to better understand whether this 
is having a positive impact on the symptoms of Dementia.”

Q4. We envisage the ‘Lived Experience Barometer’ to be a mobile 
application (app) or web-based platform (webpage). How might 
you use this in your daily or weekly routine?
Your answers suggested that this would be more likely to be used by carers or 
family members as those living with dementia may struggle to use it. However, 
many of you responded saying that you would use the lived experience 
barometer to record changes or track experiences within your routines.

“to track experiences when visiting my mum and see any emerging themes 
- this would help me (as I would easily be able to evidence things) when 
I need raise concerns etc. It would also be a useful tool to track how I 
as a family member/carer am feeling. The mobile app could include social 
prescribing information - i.e. help forums that are close by”

Q5. What technology do you use during your day or week? (For 
example, smart TV, desktop computer, laptop, smartphone, 
tablet, iPad, Kindle).
Many of you use a mobile phone/smart phone or a computer during your 
week, but interestingly a large proportion of you are benefitting from using 
technologies like Alexa. Again, the simplicity of use is a key factor in using 
digital technology. 

“They utilise a computer and a smartphone - the smartphone is for 
general telephone conversations with the family, the computer they 
use to access information, use the internet and some social media 
forums - Facebook etc”
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Would you like to be involved in this project?

For more information about this project, please visit: www.socialsense.co.uk/resources

If you are a person living with dementia or caring for
  

those who are, we’d really like to hear from you.
To get involved email info@socialsense.co.uk or call 0161 216 4080

Research Design

Launch

Development

maintenance

• We will be using the feedback that we have 
 received to complete an initial first draft 
 design which will be shared with a small group 
 of key stakeholders for feedback. 

• We will conduct a wider consultation activity 
 to explore suitable name and branding designs.

• Following amendments based on the feedback 
 received, we will complete a second draft design 
 and conduct further stakeholder consultation.

• A final design will be completed for official 
 sign off before testing begins.

Next steps (October – DECember)

Q6. Can you think of any specific technology, platform (webpage) 
or application (app) you already use to support yourself or 
someone living with dementia? (please be as specific as you can 
on what it is, how you use it and how frequently).
Many of you use a range of technology to support yourself or someone living 
with dementia, predominantly to find out more information from trusted 
sources i.e. Alzheimer’s Society webpages/forums or as via technologies such 
as a GPS tracker as a safety measure.

“Many people of the people I support use smart phones as a locator 
device, and wrist bands or neck bands to summon help, with other 
forms of technology to help keep people safe.  I feel that in the 
future voice-activated information providers, such as Alexa, will 
be very helpful for those people who are used to using them and 
have since developed dementia.”

“I have a twitter and Facebook account and the majority of my 
friends and followers are people living with dementia.”

Q10. When you hear ‘Lived Experience Barometer’, what words 
come to mind?
As expected, the main word that came to mind when hearing ‘lived experience 
barometer’ was “weather” with responses suggesting that the name was “not 
saying what it is in simple terms.” However, other responses demonstrated that 
they interpreted the concept of what the project is intending to do.

“life, emotions, people, work, home, family, education, stress, likes, 
dislikes, hobbies, pleasure, fun, health.”

Q11. Any further comments or ideas that you think would be 
beneficial to the development of this project?
Responses to this question mainly focused on the need to include carers 
and people living with dementia to help support the development of 
the project – something we are committed in doing! Others used this 
opportunity to express their excitement about the project, with others 
sharing their concerns over the use of technology and the potential 
challenges faced. This was summed up in one response:

“needs to have more benefits for the dementia sufferer and family/
carers as it comes across as a data collection exercise taking 
time away in a dementia patients last few months/years but has 
the potential to make a difference if the outcomes are shared 
with health professionals and social care support to actually 
influence the wellbeing.”

Q7. What might you see as the barrier(s) to you and/or others 
using the ‘Lived Experience Barometer” we are proposing? 
The biggest barriers to using the lived experience barometer were: Time, 
Technology Skills and Motivation. We recognise this and therefore want to 
develop something that is simple and fun to use and will not create a burden. 
To support this, we are looking at champions who will provide initial and 
ongoing technology support in using the lived experience barometer. 
We also want the lived experience barometer to also provide short and long 
term benefits to those living with dementia to encourage using it. 

“I believe the barometer would receive an enthusiastic response. 
The only barrier I feel would be that a lot of people living with 
dementia have little understanding of Information Technology; 
However this in itself could be used as a measure to increase a 
person’s scale on the living well barometer by developing their 
IT knowledge.”

■ Yes
Response Percent 19.85%

■ No
Response Percent 33.82%

■ Somewhat
Response Percent 46.32%

Response Total

Q8. The current name for this is the ‘Lived Experience 
Barometer’? Do you like it?

27

46

63

Q9. What would be a better name? 
It was clear from your responses that the current name sounded too clinical 
and confusing, with the word “barometer” as the main cause of this. We also 
recognised that the word “lived” drew negative and past tense associations. 
However the majority of respondents struggled to identify an alternative name 
that best sums up the project. Examples included: 

My Experiences • Living well with dementia • My Life


