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The power of words 

What 3 words would you 
use to describe me 
standing in front of 
you? 

 



Words  tha t have  been  us ed  to  
des cribe  me  

Less positive 
Whirling dervish 
Irritating 
Pushy 
Argumentative 

 
 
 
 
 

Neutral – could go either way… 
Ambitious 
Blunt 
No-nonsense 
Critical 
Provocative 

Words I like! 
Passionate, enthusiastic, direct, energetic, fun, loving, 

kind 



What 3 words would you use to 
describe dementia? 



Words  I hear a  lo t about 
dementia  

Not so positive images: 
Husk 
Living death 
Empty shell 
Demented (without mind) 
Sufferers 
Challenging 
Difficult 
Confused 
Muddled 
Senile 

 

And the well 
meaning ones – but 
what is impact? 
Patients 
Service users 

More positive ways forward? 
• Deeply forgetful 
• Mild Cognitive Impairment 
• Dementia friends and 

champions 
• PEOPLE with dementia 



 
So do our words about 
dementia stem from negative 
perceptions? What is their 
lasting legacy and impact 
today?How can we address 
involvement of those living 
with dementia creatively and 
use creativity to engage those 
living with dementia? 



Salford Institute for Dementia:   
Founded on passion and  
philanthropy  

• SIfD was founded in 2014 on the generous donation of the 
Coles Medlock Foundation (Salford Alum) to fund the Director 
of the Institute 

  
• This donation launched a campaign that has gone on to 

secure in excess of £1.5million to date made up of small 
regular donations to major transformational gifts. 

  
• In May 2017 we will open our Dementia hub that has been 

enabled by the generous support of the Garfield Weston and 
Wolfson Foundations. 
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Salford Institute for Dementia 
• Interdisciplinary team 

 
• Working at interface of 

practice, theory and 
policy 

 
• Explicit aim to include 

and involve those 
impacted by dementia 
 

• Our overall objective? To 
make a difference to 
peoples lives through our 
research, education and 
knowledge translation 
activities 



Our approach 
• Informed by a panel 

of ‘Dementia 
Associates’ 

 
• Consulted and 

collaborate from 
design to 
operationalisation 
 

• Working with local, 
regional, national 
and international 
stakeholders 



3. Creativity 
4. Service improvement/ 
    user involvement 

Our Themes: 

1. Environment 2. Technology 



Guiding concepts: creativity and 
connection; inclusion and 
involvement  



 Creativity is becoming increasingly recognised as a powerful 
vehicle to use when working with people with dementia.  
 

 The role of creativity in contributing to the perceptions of 
dementia of both those involved in producing or viewing the 
work of those with dementia is relatively limited 

Context 



Dementia and art public 
engagement project 

• Working with multi-media 
artist Derek Eland 

• Two strands of public 
engagement 
– Asking public about their 

experiences/views about 
dementia 

– Asking those with dementia 
about what it is like to have 
dementia 

– Digital images of both 
those with dementia and 
without 







 



Rehearsal Footage 

The BUDI Orches tra  

https://www.youtube.com/watch?v=oscti3517ww�


 10 week rehearsal followed by performance cycle 
 Interviews pre and post performance cycle with musicians, 

people with dementia and their care partners 
 Video recorded all rehearsals. Dementia Care Mapping 

(for people with dementia) and unstructured observations 
(care partners) recorded in the moment of each rehearsal. 

 Evaluation forms pre and post each rehearsal for all 
involved in the rehearsals 

 Questionnaire pre and post performance to the general 
public 

The BUDI Orchestra: Methods 





 perceptions of ability  
 achievement and success 
 learning and skill development 
 challenging limiting beliefs 
 

Key Findings  



The violin is one thing because I 
thought well it’s foolishness now 
because I’ve never played it 
before in my life and you can’t just 
suddenly plonk it... When it was 
the first day…we really started it 
because we had this [clapping]. 
That was the hardest thing for me. 
I kept on thinking we’re okay here 
but when it came down to it they 
were so much better than I was… 
I concentrated on that so much it 
became easier the rest of most of 
the day [laughs].  
  

P17 – Person with Dementia 

I was so pleased and so 
thrilled, because I get 
involved in music and 
singing more than [my 
husband] does.  He’s 
never been that great on 
music and things.  He 
might listen to it.  But to 
see him, I thought, right.  
This is it, you know, we’ll 
keep coming.  
 

P18 – Carer speaking 
about her husband with 

dementia 

Perception of Ability: People with 
Dementia and Carers 



That was...the journey, God I hate that word, but if you like 
the journey from day one...when people say that people with 
dementia they don’t remember what they’ve said like five 
minutes ago but a whole week passed from Wednesday to 
Wednesday but they remembered.   

P23 - Volunteer 

I think, for me, it was just to see the change from day one to that 
performance was such…I never imagined that they would make 
such progress…I had rather moderate expectations, and it was 
way beyond what I ever thought was possible. Also, in terms of 
the warmth in the room, you know, the temperature went up quite 
a lot, there was a lot of tears, and hugging, and kissing, at the 
end of that, and I thought, wow this has made a difference to 
people, it really has.  

P04 – Musician 

Perception of Ability: Musicians  
and Volunteers 



I suggested Georgia On My 
Mind, because I was trying to 
think, [person with dementia]’s 
always said he liked it.  And it 
was only the day before the 
concert he said, you know, I’ve 
never played Georgia On My 
Mind [laughs].  He hadn’t 
played it!  There was 
[musician] saying, well, you 
might be able to do it on your 
own…   

P09 – Carer 
I was admiring myself because I 
saw in fact that this…very difficult, 
playing the violin. 
 

P17 – Person with dementia 

Achievement & Success:People 
with Dementia & Carers 

Of all the things I’ve been involved 
in, this has probably been the 
nearest thing to getting 
satisfaction. 

P27 – Person with Dementia 



It was confidence though, 
wasn't it? Confidence… 
Somebody with that awful 
condition, suddenly, I can do 
this. I can be…and they're 
looking at me. Oh, amazing.  
 

P01 – Musician 

I remember saying…what are you going 
to do with these people if they don’t 
know, and [a musician] said ‘well we’ll 
overcome it’ and it was just… like waking 
up from a fantastic dream… These 
people have never held a violin in their 
life and, all of a sudden, were plucking 
strings and making Bolero sound [like] 
Bolero.  I mean obviously you had the 
backing of the BSO players but they 
were there, they were doing it.  
 

P23 - Volunteer 

Achievement & Success: 
Musicians & Volunteers 



I have seldom seen people concentrate that hard, 
it was really nice to see, and they really wished to 
get this right… I think to see that focus deepen so 
much was just amazing… they just kept going, 
you couldn’t really stop them.  That’s brilliant, 
that’s just how it should be. 

P04 - Musician 

She got the rhythm 
of it really well. 
When I told her how 
many beats in a bar 
there were and she 
obviously got the 
rhythm of it and I 
told her when it was 
slow ones or fast 
ones. 
 

P14 – Carer 
speaking about her 

mother with 
dementia 

I think I learned to try not to force my way on people or try 
and force people into doing things at my pace probably, 
and to try and be a bit more relaxed and accept that 
people have different speeds of learning things.  

P20 – Volunteer 

Learning & Skill Development 



…it proves that dementia is something which doesn’t have to 
completely ruin people’s lives with the right help and support. 

Pu24 - General Public  

I thought we’d give [our family and friends] a 
shock at the end, which it was.  They couldn’t 
believe it.  They just sat there, and seeing 
what we were doing they were amazed.  
 
P18 – Carer speaking about their friends’ and 

family’s reaction to the performance 

 Challenging Limiting Beliefs 



I grew up in a system where you have your individual 
lessons, you learned to play an instrument on your own for 
years before you sit in an ensemble and do it together with 
others. We started at the other end, we started with people 
who didn’t know how to play an instrument playing together 
and doing this as a group, and it worked.  That was, for me, 
a real eye opener, that you don’t need to, kind of, plod away 
for years before you can do that, because that’s where the 
enjoyment comes in, when you’re actually doing something 
together with others.  
 

P04 – Musician 

 Challenging Limiting Beliefs 



It’s so nice to be with other people and not 
discussing medical matters... It almost felt like you’re 
part of normal society again, even though we were in 
a group of people with dementia it almost felt back to 
where we used to be and socialising more. 

P08 -  Carer 

It was nice to know that there was somewhere 
we could go and just unfold. 

P18 - Carer 

Challenging Limiting Beliefs 



Want to  find  out more?  

http://blogs.bournemouth.ac.uk/dementia-institute/files/2015/07/Online-Resource-v2.pdf�
https://www.arts4dementia.org.uk/music-reawakening-a4d-launches-report-on-world-alzheimers-day�


Performance/music has the potential to: 
1. raise awareness of the reality of living with 

dementia  
2. increase expectations about what life with 

dementia may involve 
3. Enhance the lives and well being of those 

impacted by dementia 
4. Bring together disparate groups to work together to 

achieve success 
 

Conclus ions  from our 
mus ic  work with  
people  with  dementia  
living  in  the  community 



1. Care homes are recognised as 
an important area for empirical 
enquiry (Dendron 2013) 

2. How to maintain or improve the 
levels of well-being of 
residents is challenging 

3. Music has been gaining in 
popularity and evidence base 
as making a contribution to 
well-being 

4. A development from prior 
community based initiative – 
the  BUDI orchestra 
 

Research Design 

o Two care homes  
o Professional musician 

involvement to support the 
initiative  

o Evaluation of structure, 
process and outcomes 

o Production of guidance as an 
output to allow for impact 
beyond that experienced in the 
two field work settings 

 

Taking  the  concept forward: 
 A care  home band?  



https://www.carehome.co.uk/news/article.cfm/id/1583299/Care-home-resident-learns-
violin?utm_content=buffer0145d&utm_medium=social&utm_source=twitter.com&utm_cam
paign=buffer – 30th March report of Easter performance from Arts England community 
project 

Legacy of BUDI orches tra  

https://www.carehome.co.uk/news/article.cfm/id/1583299/Care-home-resident-learns-violin?utm_content=buffer0145d&utm_medium=social&utm_source=twitter.com&utm_campaign=buffer�
https://www.carehome.co.uk/news/article.cfm/id/1583299/Care-home-resident-learns-violin?utm_content=buffer0145d&utm_medium=social&utm_source=twitter.com&utm_campaign=buffer�
https://www.carehome.co.uk/news/article.cfm/id/1583299/Care-home-resident-learns-violin?utm_content=buffer0145d&utm_medium=social&utm_source=twitter.com&utm_campaign=buffer�


Technology clubs 



Technology group for older men 
with dementia in rural England 

• 3 year doctoral 
study funded via 
AgeUK Dorchester 

• Targeted men in 
rural areas 

• So successful that 
local funding found 
to continue groups 
in all three fieldwork 
locations post 
research as 
community projects 

• Produced 
guidelines for 
others interested in 
developing their 
own initiatives 



Design and Development of the Salford 
Institute For Dementia Hub 

User Consultation events 

• Planning meeting with visiting Professor John Zeisel from the USA. (20th June 2016) 
 

• Stakeholders consultation event for the Salford Institute for dementia Hub (27th June 
2016) 
 

• Follow up users meetings (July, August, September, October, 2016, March 2017) 
 

Various views of the stakeholders consultation event 



 

Buildings to compensate 
for: 
 
• Impaired memory 
• Impaired learning 
• Impaired reasoning 
• Stress 
• Visuo-perceptual 

problems 
• Difficulty in adjusting to 

the sensory/mobility 
impairment of normal 
ageing 



Design and Development of the Salford Institute of Dementia Hub 
External views 

View of the external space of the new hub with enhanced way finding 

View of the Main entrance to the Dementia Hub 



Design and Development of the Salford Institute of Dementia Hub 
External views 

Top view of the external space of the new hub with enhanced way finding 

Bus 
Stop/Main 
road 

Car Park 



Design and Development of the Salford Institute of Dementia Hub 

Internal views 

View into the Hub 



Design and Development of the Salford Institute of Dementia Hub 

Internal views 

View into the Hub 



Design and Development of the Salford Institute of Dementia Hub 

Internal views 

View of the kitchen 



Good life festival – awareness 
raising in the community 

• http://blogs.salford.ac.uk/dementia/tag/good-
life/ 

 



Christmas party 
http://blogs.salford.ac.uk/dementia/2016/05/13/salford-community-christmas-day-
event/ 

Collins, T., Kenney, C. and Hesk, G. (2016). ‘It pushed me back into the human race’: 
evaluative findings from a community Christmas event. Health and Social Care in the 
Community. Available on doi: 10.1111/hsc.12342  



 

                     
Dr Chris Pickford talks to people at the pop up 
pub about dementia and exercise 
 

Tony and Joy Watson talk to the BBC about 
the importance of community events 

Booth charities community events 

Series of events over the year to 
facilitate community awareness 
and engagement of those living 
with dementia 



1. Meiland, F., Innes, A., Mountain, G., Robinson, L.,  van der Roest, H.,  García-Casal, J.A,  Gove, D. et 
al (2017) Technologies to support community-dwelling persons with dementia: a position paper on 
issues regarding development, usability, effectiveness and cost-effectiveness, deployment, and ethics 
JMIR Rehabilitation and Assistive Technologies 4(1). doi:10.2196/rehab.6376 

2. McParland, P., Cutler, C. and Innes, A. (2016) The challenges of implementing and evaluating a pilot 
music and movement intervention for people with dementia- innovative practice. Dementia doi: 
10.1177/1471301216642342 

3. Reynolds, L., Innes, A., Poyner, C. and Hambidge, S (2016) The stigma attached isn’t true of real life’: 
Challenging public perception of dementia through a participatory approach involving people with 
dementia. (Innovative Practice) Dementia DOI: 10.1177/147130121663582 

4. Cutler, C., Palma, P. And Innes, A. 2016. Tales of the sea: Connecting people with dementia to the UK 
heritage through maritime archaeology (innovative practice). Dementia: the international journal of 
social research and practice. doi: 10.1177/1471301216666171  

5. Collins, T., Kenney, C. and Hesk, G. (2016). ‘It pushed me back into the human race’: evaluative 
findings from a community Christmas event. Health and Social Care in the Community. Available on 
doi: 10.1111/hsc.12342  

6. Cutler, C., Hicks, B. and Innes, A. (2015). Does digital gaming enable healthy ageing for community 
dwelling people with dementia? Special Edition, Games and Culture. vol. 11, no. 1-2, pp. 104–129 

7. Heward, M., Palfreman-Kay, J. and Innes, A. (2015). ‘In their words: how television and visual media 
can raise awareness of dementia and other health conditions that carry stigma, including disabilities’, 
Journal of Popular Television, Special Edition DOI: 10.1386/jptv.3.2.229_1 

8. https://www1.bournemouth.ac.uk/sites/default/files/asset/document/a-how-to-guide-using-gaming-
technology_0.pdf 
 

Some reading for those interested 
reporting on elements of the work 
discussed today 

http://rehab.jmir.org/2017/1/e1/�
http://rehab.jmir.org/2017/1/e1/�
http://dx.doi.org/10.1386/jptv.3.2.229_1�


Anthea Innes 
a.innes1@Salford.ac.uk 
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