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Executive Summary 

An open-day of Arts/Public engagement events on the theme of ‘Dying with reduced 
agency’ was held in Bristol on 13th October 2015 involving theatre, art installations, 
talks and a book reading. 

 The day involved art exhibitions, a book reading, shadow puppetry and a 
series of talks and discussions 

 110 mainly ‘general public’ attended the open-day 

 There was a demonstrable high level of engagement with the art 
works/events, evident through the time taken by attendees in viewing exhibits, 
conversation held between attendees and in discussions that followed talks. 

 Attendees rated their level of knowledge about issues surrounding dying as 

having increased from an average of 2.82 prior to attending the exhibition to 

an average of 4.17 afterwards.   

 Impact on attendees included being prompted to talk about death and dying 
with family and friends and intending to write down their own wishes for end-
of-life, including the making of an Advance Decision. 

 People who attended expressed enthusiasm and made requests for further 
such events. 
 
 
 
 

 

 

 

 

 

Part of Stephen McGrath’s work addressing 
‘The Art of Dementia and Dying Well’ 
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1. Introduction 

This is an evaluation of an open-day of Arts/Public engagement events on the theme 

of ‘Dying with reduced agency’ funded by the GW4 Building Communities 

Programme - Accelerator Fund. The open day was part of a two day GW4 event at 

Hamilton House, Stokes Croft, Bristol.  The second day also involved a conference 

with invited stakeholders, who also had the opportunity to see some of the art – this 

event is subject to a separate evaluation – see Kralova 2015). 

The Arts engagement exhibitions/activities included: 

a. A shadow puppet performance of 'Where are you now' by Karin Andrews-

Jashapara, Play of Light Theatre exploring family experiences of long-term 

‘coma’.  

b. A visual exhibition displaying a collection of art works exploring issues 

surrounding those with reduced agency – focussed on dementia, frailty in old 

age and disorders of consciousness (severe brain injury). The exhibition 

included, among other things, a selection of ‘messages on postcards’ from 

families with experience of catastrophic brain injury,  a collection of paintings 

from Age UK, and ‘the empty chair’ – a piece by Su Chard exploring memory 

(full description of each piece is in the relevant section below). 

c. A book reading by Cathy Rentzenbrink from her memoir ‘The Last Act of 

Love’ (about caring for her brother in PVS, and the decision to withdraw life-

sustaining treatment).  

d. The Listening Tree – a supportive workshop/discursive gathering to discuss 

and share experiences of ageing, dying, caring and loss. 

e. Two talks about Advance Decisions - detailing what they are, what they 

mean and how to write one. 

f. 1-1 sessions with the co-founders of the charity Advance Decision 

Assistance (ADA), to access help formulating an Advance Decision. 

 

2. Method of evaluation 

Two research assistants attended all events over both days and collected feedback 

from attendees including:  

 46 formal feedback questionnaires (see Appendix 2),  

 records of audience responses and questions during events, 

 observations and the noting of conversations as people went round the 

exhibition  

 post event email, twitter feeds and reflective conversations. 



 

                                                                         
                                                                   

3 

            

 

3.  Overview of evaluation 

3.1. Number of attendees and nature of attendance:  

In total 110 people attended the public engagement day; some people attended just 

one events, for example a class of around 15 theatre students attended a shadow 

puppetry performance following the completion of their own class going on 

elsewhere in the building, while others attended all day: viewing the exhibition, 

attending the talk on advance decisions, the shadow puppetry performance, the 

book reading and spending time listening to digital stories.  Some who only attended 

a singular event and then left due to time pressures remarked how they wished they 

could stay longer to attend other events of take more time to view the exhibits. 

 

3.2. Type of audience:  

Attendees at the public engagement event were mainly general public (as targeted) 

but also included approximately 20 students (theatre and social work students), 

several artists and a small group of health care professionals.    

 

3.3. General observations 

The art: Audiences seemed deeply engaged by the performances and art work, e.g. 

almost complete still during the shadow puppet performance, silent immediately 

afterwards and then participating in extensive, in-depth of discussion.  

Many attendees spent significant amounts of time and were often very quiet while 

viewing the exhibits, even if viewing in groups and could become irritated if noise 

around them took their concentration away from what they were looking at – 

demonstrating a deep engagement and will to both grasp and take in the messages 

from the exhibits.  Art works sparked quiet and contemplative reflection and gentle 

discussion was only possible in many situations once attendees had come away 

from the art work.  Time, stillness and quiet was clearly important for this audience 

for the digestion and reflection of what they were seeing.   

For some, the art work induced visible emotional responses.  Some attendees had to 

come away from exhibits evidently moved by what they were seeing and shed a few 

tears as they stood thinking about what they had just looked at, heard or watched.  
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3.4. What they learned  

Attendees reported that the exhibition/events raised their awareness of the medical, 
ethical and legal tensions surrounding disorders of consciousness and enabling 
death.  Some attendees were shocked to learn that a court case is required to allow 
death by the withdrawal of artificial nutrition and hydration from people in a 
permanent vegetative state. 

Attendees identified moral and ethical mismatches with current practices and 

considered the procedural and legal processes surrounding death that they had 

learned about as outdated and in urgent need of review.   

After exploring various individuals experiences of coma within both the show 
and debate I engaged in, I feel very strongly that the approach and 
procedures currently in place for family's, doctors and the law involved in 
coma is outdated and needs reviewing. [Student] 

 

The contradiction between medico/legal imperatives/advances and common-
sense, end of life compassion [Cruse bereavement counsellor] 

 
Attendees learning included recognition that good deaths and in some cases dying 
at all was being prevented by current social, political and legal framings.  They 
reflected upon how dying well is a human right and how currently freedom of choice 
surrounding death was not being enabled well enough.   

An academic and artist reflected: 

I feel as though society must question … the morality of holding onto the lives 
of those in a vegetative state … - choice is a human right! 

 
And a student articulated what she felt was the key question, and challenge 
presented by the exhibition: 

How much control do we have in our modern day society over our own death, 
when we are unable to directly communicate how we feel? - and is this 
ethically correct? 

 

The exhibition also led attendees to reflect on what both quality of lift and a good 
death meant.  As one member of the public wrote: Life is precious but only to the 
point of being lived. 
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Many attendees discussed how the event had improved both their understanding 

and awareness of family experience, in particular the emotional distress and 

challenges families face.  As members of the public commented: 

[What have you learned?] The long lasting emotional effects the families and 

the enduring pain they have to suffer before there is any sense of closure and 

that all their lives are changed forever.  

There is much more to think about than just the patient.  Families suffer more 

looking after them. 

 

‘Honesty’ was a word used repeated by attendees,  with the honesty of emotion 

being appreciated, heralded as powerful and noted as key to future development and 

moving debate about death forward.  As a medical student said: thanks for being so 

honest and sharing moving personal stories. 

One key area of learning however noted by attendees was their new knowledge of 

the existence, importance and status of advance decisions and how they could be 

used to prevent some of the ‘over-treatment’ issues presented by the exhibition.  

[see 2.7 for further discussion regarding the impact of AD information]. 

 

3.5. Change in knowledge  

The event improved people's knowledge (as self-assessed by 

themselves). Attendees rated their level of knowledge about issues surrounding 

dying with reduced agency  to be, on average, 2.82 on a five point scale prior to 

attending the exhibition and as  4.17 afterwards (i.e an improvement of 1.35 points).   

 

This breaks down in the following ways: Of the 46 people who completed the 

feedback form, 36 people indicated that they felt better informed about the topic after 

attending the event.   

 

Eight attendees rated their knowledge to have stayed the same and two indicated 

that their knowledge had decreased, possibly an expression that through attending 

the exhibition they realised the complexity of issues and what they did not know.   

 

 

 

 

 

 



 

                                                                         
                                                                   

6 

            

 

3.6. Planned future actions 

Significant numbers of attendees reported that their new learning would feed in to 

future actions.  This included writing their own advance decision, “I will make a living 

will to save my family going through this pain” [member of the public] and speak to 

and encourage their friends and family to consider writing advance decisions.   

 

Yes I will discuss the issues with my family and friends.  I will write an AD and 

encourage by friends and family to do the same. [Member of public] 

 

I will spread the word regarding the importance of putting in to place an 

Advanced Decision [Member of public] 

 

I will most likely choose to complete AD and LPA for myself in future and 

recommend it to others [student] 

 

Furthermore, of those attending who had related professional roles, a number 

identified that they would seek to raise awareness of advance decisions through their 

job or within their professional networks, for example, a health care professional 

declared – “Yes [I will take future action], make an AD and inform loved ones and 

work colleagues of today’s key messages.” 

 

Two artists working in the medium of theatre who attended performances’ reflected 

how the days events had inspired them to incorporate/represent the issues raised in 

their own art work. 

 

It has spurred my interest in our relationship with death and how it appears to 

be an area of life where freedom does not exist, despite the advancements 

we have made technologically, our moral and ethical advancement is lacking.  

I will certainly explore this within my own artistic work (theatre) in the near 

future. 

 

It will be a consideration for use within my own theatre group to help progress 

the cause. 

 

However not all those who attended were sure what the event had meant for them 

and some felt they needed time to reflect before thinking about what change, if any, 

the event had generated in them. 
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4. A focus on responses to the individual creative installations and 
performances 

 
4.1. The Art of Dementia and Dying Well: Stephen McGrath 

Stephen McGrath’s art practice is inspired and informed by science, particularly 

Microbiology, Neuroscience, Psychology and issues related to mental and physical 

health. 

He displayed a 4 metre long drawing and a painting on Perspex at Hamilton House 

which sought to describe Alzheimer’s from both the neurological and emotional 

perspectives. What is the impact on the neurons and how does this affect 

communication between those with the condition and their loved ones? 

The painting on Perspex, two faces facing one another [pictured below] with the 

words ‘I don’t know you but I love you’, was experienced as powerful.  Attendees 

pointed at the words, read them out to one another and sighed. 
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4.2. The Empty Chair: Su Chard 

Independent celebrant Su Chard’s work and study leads her to consider how we 

remain in the world of the living after we have died and how those who, loved, liked 

and knew us in life choose to remember us.  Her installation at Hamilton House, ‘The 

Empty Chair’ came about when she was re-reading her reflective work journal and 

noticed how often people talked about the chairs that had belonged to those who 

had died.  The installation incorporates the words that she has heard spoken during 

her work interviews.  At Hamilton House viewers were asked to explore the articles 

and read the quotes and then maybe leave a card luggage tag  on the chair letting 

Su know what they would like to have around them if their “world” became confined 

to an armchair.  Attendees were directed that their choices could be a hoped for 

reality or wistful fantasy, named or anonymous. 

People often walked all around the chair, some touching the back of it.  Unlike other 

exhibits, more often experienced as ‘hands off’, attendees treated the exhibit as 

present but not untouchable or delicate.  Multiple attendees wrote cards and placed 

them on the chair as can be seen in the image below.   
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4.3. Age UK artwork:  

 

 

 

 

4.4. The postcard exhibition: messages from ‘coma’ families 

The postcard exhibition consists of a set of 100+ ‘messages on a postcard’ from 

individuals with a father or mother, son or daughter, sister, brother or partner in a 

long-term coma, vegetative or minimally conscious state. The messages 

are addressed to doctors, care staff, and other family members and give a vivid 

insight into the challenges faced by families and the questions raised by their 

experiences. The exhibition includes images chosen by family members - ranging 

from Munch's 'The Scream' to the image of a chocolate teapot (representing support 

services that have failed). The postcards are also accompanied by illustrations by 

artist Tim Saunders. 

A selection of work created by members of the 

Age UK Bath & North East Somerset (B&NES) 

group were displayed at Hamilton House.  

Members of the art group run by B&NES Age 

UK Active made the mug, plate and cake plate 

which have been incorporated into ‘The Empty 

Chair’ installation, and a number of framed 

pieces on the walls of the gallery.  

 

Along with the other paintings in the room, 

attendees paused and gazed at the work with 

attentiveness and clear moments of quiet 

reflection, slowly moving around the room. 

 



 

                                                                         
                                                                   

10 

            

                                                                                                

 

 

4.5. “Don’t say I didn’t tell you”: Digital stories by Jenny Kitzinger & Lisa 

Heledd Jones (StoryWorksUK), with cartoons, collage and art by Polly 

Kitzinger, and Polly’s door and poem 

 

This installation consisted of a 

series of short 'digital 

stories' explore one woman's 

reflections on the heroic medical 

interventions that ‘saved’ the life 

of her sister, Polly, after she was 

catastrophically brain injured in a 

car crash.  Each short film takes a 

different approach to 

exploring who Polly was - and 

what she might have wanted if 

she could have made her own 

choices.   

The stories are illustrated with Polly’s own art as well as cartoons she used to draw. 

The final 'story' is a reading from a poem written by Polly before the accident 

expressing her wish to live life on her own terms, and fear of losing her 

independence.  The ‘stories; were on ipads, attached by clips to Polly’s actual 

bedroom door (taken from the family home) – onto which Polly had built up a collage 

of magazine clippings, badges and statements expressing her approach to life over 

20 years 

 

 

 

The postcard exhibition was read by multiple 

people, who tended to read most, if not all of the 

messages, pointing certain messages out to one 

another.  Tuts, shakes of heads and eyes watering 

were common responses. 
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The door and digital story installation 
 

For one woman who knew of Polly and had heard about the door on realising that 

the door was the actual door taken off it’s hinges and brought to be exhibited and not 

a reproduction, she cried. Another attendee (in her early 20s) said she had found this 

installation touched her most deeply – triggering profound identification. She 

commented that the door showed:  ‘very different images and badges” and was ‘from 

the past, but very like my own door’ and ‘It made me think what I would want in this 

situation’.  Another person, whose mother had catastrophic brain injuries after a 

stroke, was prompted by this installation to have a long discussion about what 

decisions should be made to respect her mother’s wishes – she said it clarified for 

her what she needed to consider in informing decisions about her mother’s care. 

 

 

 

 

 

Polly’s door was frequently huddled 

around by attendees throughout the 

day with some spending significant 

time listening to one or all of the digital 

story sections.  Listening to and 

watching the stories however was 

hampered by technical issues (e.g. 

vimeo film clips becoming stuck or the 

audio levels being difficult to adjust).  

Seating wasn’t always available in the 

corner for each of the ipads resulting 

in some attendees having to crouch to 

listen.  Attendees however persisted 

despite the difficulties demonstrating a 

real desire to engage with the material 

and silence often followed when 

attendees came away from listening to 

the stories, with gentle nods or looks 

between those visiting together. 
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4.6. After/Becoming/Before:  Ink on Canvas: Seth Oliver, 2015 

Ears/Hope/Eyes – Audio:  collaboration with @CDoCuk and sound artists: 

Rowan Talbot 

 

AFTER 

Movement removed & rest 

restored  

BECOMING 

Hope & broken flight  

BEFORE 

Energy & courage  

 

 

The artist describes this installation in the following terms: 

The drawings and sounds works are parts of a series of meditations 

identifying moments in time. There is a constant flux between any certain 

shape of life & death. Between the traumas & the glimpses of hope we are 

after becoming before. 

The canvases were exhibited at the far end of the conference room and drew 

attendees right into the room.  Some attendees stood gazing at the canvases for 

prolonged periods while others looked more briefly.  Some attendees seemed 

confident in their interpretation of the pieces and shared with others while others 

more tentatively offered thoughts to those they were visiting with. 

 A sound track with this piece was available on headphones – a brief period of 

playing the sound track out loud was stopped after people based in the room for 

public engagement activities suggested this was disturbing – underlining the need for 

consideration of context and space in using the sound track to this installation. A 

separate room might be ideal where the full effect can be experienced. 
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4.7. The Last Act of Love – a book reading by Cathy Rentzenbrink 
 
 
Author of ‘The Last Act of Love’, Cathy Rentzenbrink read a section of her memoir 
charting the devastating effects of the aftermath of her brothers’ brain injury following 
a road traffic accident.  Approximately 20 people attended the reading which was 
followed by questions to the author and discussion surrounding the withdrawal of life 
sustaining interventions.  The audience was made up of members of the general 
public, health care professionals, academics and artists. 
 
Following the reading audience questions included ‘If you were attending a health 
communication class what advice would you give?’. ‘Did anyone sit down with you 
and say this is where we are?’, ‘What would have helped you at the time?’ and 
discussion regarding the difficulty in holding conversations about death and the 
difficulties faced on the ‘frontline’ with allowing death even of those with terminal 
illness and extreme old age. 
 
One GW4 member attending the event later poignantly reflected: 
 

I found the opportunity to participate in the author's ' Last Act of Love' meeting 
a moving and insightful consideration of an issue that was portrayed in ways 
that are removed from those of media interpretations and towards a more 
personal and honest account. From this meeting, I wanted to know more, and 
so I did. 
  
I bought the book and learnt of the sheer scale of the journey which held 
consequences for so many, which was owned publicly in some instances but 
the real pain had to be borne privately. It spoke to me both personally and 
professionally on a much deeper level. Because at the end of the day, only 
those who go through such journeys know what it is to live this life unless that 
is, it is shared. 
  

 

 
Jenny Kitzinger  ‘in conversation; with author Cathy Rentzenbrink 
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4.8. The Diealog listening tree and public engagement consultation 
 
 
 

 
 
 
 

A discussion space for public consultation and discussion regarding death and dying 

and the GW4 ‘Dying with reduced Agency’ research was set up upstairs in Hamilton 

house alongside some of the art works and other display tables.  Due to the building 

layout, security issues and the splitting up of elements on  

different floors however, access for and engagement with members of the public was 

challenging however and GW4 members moved between spaces and ‘caught’ 

people either coming in to exhibition spaces, in-between or as they were preparing to 

leave. 

 

‘Adhoc’ discussions were held with members of the public throughout the day which 

included the sharing of individual death and dying experiences and the discussion 

around the importance of talking more opening about death and dying.   

 

 

 

 

 

 

The ‘ Diealog listening tree’ was taken down to be 

displayed in the entrance of Hamilton House.  

Those arriving at Hamilton House were either 

invited to, or left to look at the tree or to add their 

own contribution about death and dying to the tree. 

The tree was ‘staffed’ by a GW4 member who 

engaged in 5 in depth conversations with people 

interacting with the tree about decision making 

surrounding and death and dying and dying well.  

58 people in total looked at the tree and 9 made 

their own leaf contribution. 
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4.9. Where are you now?  
 
‘Where are you now?’ is a shadow puppet performance of 'Where are you now?' by 

Karin Andrews-Jashapara, Play of Light theatre. This collaboratively developed piece 

of theatre explores findings from research with families of people in disorders of 

consciousness conducted by Professor Jenny Kitzinger and Professor Celia 

Kitzinger – co-directors of the Coma and Disorders of Consciousness Research 

Centre [CDoC] 

 

 

 
Attendees asked many questions following the performance which focussed on 

contemporary culture and it’s impact on life/death decisions (e.g. “It’s a relationship 

we have in our culture with death, do you think that’s a factor?”) and questions 

centred on the production of the art and the art-research collaboration itself including 

questions ‘what was the starting point for the performance?’ and “Normally in 

shadow puppets the artist is on the other side of the screen, is this inversion of 

space intentional?”  The performance also evoked reflections from attendees about 

the situation of families “You’re in a sort of limbo, how do you complete the grieving 

process” and medical decision making.  As one intensive care nurse reflected:  

Your actions lead to a long-term situation.  You end up in this spiral.  In this 

split second we don’t think, we react. [Health care professional] 

Multiple comments about the shadow puppetry were made on the evaluation forms 

and this was by far the most commented on artwork of the exhibition.  Comments 

tended to focus on the beauty and emotive power of the performance - “Beautiful, 

poignant and truly emotionally moving”, and it’s power in conveying key messages.  

Comments included: 

 

The shadow puppetry performance was watched 

by approximately 70 people (across two 

performances) Attendees watched the 

performance attentively and the show generated 

a lengthy discussion afterwards.  
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The shadow theatre was a really clever way of conveying the message.  The 

idea that the person in  the bed is a shadow of the person they were was 

powerful. [Member of the public] 

It (shadow puppetry) put the message across so well; brought my emotions 

out immediately. I feel this message should be made clear to the general 

public, as so few of us realise the enormity of the situation these families face. 

[Member of the public] 

Attendees also commented on the power and usefulness of bringing together the 

sciences, arts and humanities to portray key messages.  As one health care 

professional noted: 

It was unusual and refreshing to see science brought to life with art and 

powerful to watch such a creative puppet show of an ethical and sensitive 

situation 

 

Overall comments on the exhibition 

Several people urged for the exhibition and the messages it was portraying to be 

made accessible to others.  There was a strong sense in both feedback and 

discussion that the issues raised needed to be better known, and that the exhibition 

was an excellent way of getting the message across and stimulating debate. 

Comments include:  “This work is most important and should be encouraged”,  “More 

people should know about this stuff”, “Present it everywhere repeatedly!” 
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Appendix 1: Venue  

 

The exhibition and conference was held in Hamilton House, Bristol which is 

local community center, well known venue for its alternative feel. It is 

positioned in the center of the town which made it easily accessible by public 

transport. 
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Appendix 2: Feedback questionnaire 

FEEDBACK QUESTIONNAIRE 
 

Please do give us some feedback – thank you 
 

Event:    
 
(1)  Before today, how informed were you about issues relating to the topic of this event 
(please circle one) 
         [not informed at all]     1          2             3            4          5    [well informed]    
 
(2)  After today’s event, how informed are you about issues relating to 
        the topic of this event? (please circle one) 
 
         [not informed at all]    1           2            3           4           5     [well informed]    
 
(3)  What was the most significant new insight you acquired today? 
 

    

 
(4)  Will what you have learnt today lead to some future action or change?   What?  

Please be as specific as possible  
 

 
 

 
(5)  Any other comments about the event or the art work/preformances?   
 

 
 

 
Are you a (please tick):   Health care professional             Academic     Artist   
 
Brain injury survivor/family member            Student                         Member of the public   
 
Other (please specify) …………………………………………………………………….  
 
if you would like to be informed about similar events do give us your email address 

(please write clearly):……………………………………………………………………………………………. 


