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Evaluation of the GW4 conference on end of life decisions: 
brain injury, dementia, frailty 

 
Jana Králová (2015) 
University of Bath 

 

1. Stakeholder’s conference 

This is an evaluation of a one day conference led by Dying Well Research 

Network on 14th October 2015 in Hamilton House, Bristol. This event was funded 

by the GW4 Building Communities Programme - Accelerator Fund.   

The conference was titled: “End of life decisions: brain injury, dementia, frailty” 

co-convened with expert panels drawn primarily from the GW4 community and 

key policy leaders such as Professor Julia Verne Clinical Lead, National End of 

Life Care Intelligence Network, Public Health England and Professor Mark 

Drakeford Minister for Health and Social Services, Welsh Government.  (See 

appendix 1 for conference programme). 

The GW4 community personally invited key people from across health and social 

care to attend (and there was no registration fee). Attendees included, for 

example, health care professionals, a representative of the Office of the Public 

Guardian, and practitioners from various charities such as the Alzheimer’s 

society.  

Presentations were mainly panels (with 10 minute presentations from 3 

presenters, followed by at least 30 mins for discussion, in small group with 

cabaret style seating). This event showcased our existing research, raised 

questions and challenges, and invited debate with stakeholder about our future 

work. It identified research gaps and highlighted potential future collaborations. 
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The conference included four panels. The first was: problematized choice, end of 

life care decision making within residential settings and dying at home. The 

second considered the pros and cons of advanced decision making while the 

third discussed implications of withdrawal and/or maintenance of a “feeding tube” 

for those with reduced mental capacity. Finally, the fourth panel contemplated the 

ethical implications of emotional pain and spirituality of dying and end of life.  

 

 

                                  

Speakers included GW4 grant holders such as Prof Huxtable, Prof Kitzinger & Dr Dixon  

                          

 

                      

Invited speakers included people such as Dr Haran Sivapalan, Knowledge Officer (Health and 

Well-being)  Alzheimer's Society; Professor Julia Verne (Clinical Lead, National End of Life 

Care Intelligence Network, Public Health England) and Professor Sue Wilkinson (Advance 

Decision Assistance Charity). 
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The format of the conference was such that delegates were seated around tables 

and were asked to note (on a flip chart) three key concerns/suggestions for future 

research, at the end of each panel. The flip charts were collected, transcribed 

and analysed for the content in order to inform future research projects (see 

section below).  

 

                

Delegates worked together to reflect on presentations and record their key questions, 

concerns and suggestions 

 

2. Method of evaluation  

Two research assistants attended the event and collected feedback from attendees 

including: formal feedback questionnaires (see Appendix 3). In total, 40 

questionnaires were collected. This data was complemented by several recorded in-

depth conversations and participant observations as well as a post event email, 

twitter feeds and reflective conversations held in the Dying Well Research Network.  
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3. Evaluation overview  

 

3.1.  Number of attendees 

The final number of delegates registered for the conference was 84. However 10 of 

them cancelled at the last minute due to acute flu which resulted in total number of 

74 delegates at the conference and 14 people also attended as panel speakers. 

 

3.2. Type of attendee 

The conference was mainly attended by targeted stakeholders. These included: 

leads of local authorities,the local medical professional community, social work 

professionals, chief executives of relevant charities (nationwide), academics 

(including doctoral students), groups of medical and social work students as well as 

charity leaders (nationwide) as well as across the South West. 

 

3.3. General observations and feedback from attendees 

The conference was lively and people seemed very engaged, The conference was 

held alongside and exhibition of art & installations which was also open to the public 

– see Latchem, 2015 for full evaluation of the art/exhibition/theatre events – on the 

cdoc.org.uk website). In general, the delegate’s response to the topical art exhibition 

and installations, running parallel to the conference, was seen to help them connect 

their personal with their professional experiences and critically reflect on their 

standpoints regarding ethical, medical as well as legal issues surrounding end of life.  

According to the feedback forms analysed the most significant insights from the day 

included; the realisation of a lack of awareness/information among health and social 

care professionals with regards to end of life care issues. In particular, ethical and 

practical controversies associated with life sustaining/prolonging treatments, their 

withdrawal and lack of accurate and reality reflecting knowledge about what does 

dying look like and how do the decisions at the end of life occur.  
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Several attendees called for more similarly organised cross-disciplinary 

and cross-professional events due to their potential to facilitate learning. 

They also noted that it is very useful in terms of establishing links and 

collaboration between local service providers, local authorities, 

professionals and academics. According to some, this in turn leads to 

greater understanding of the processes involved at the end of life and 

contributes to greater efficiency and unification of services as well as 

collective contribution to growth of the knowledge base.  

 

 

 

 

 

 

3.4.  Change in knowledge 

 

The conference increased the knowledge of the attendees (as self-

assessed by themselves). Prior to the event conferees rated their level of 

knowledge about end of life decisions, brain injury, dementia and frailty to 

be on average 3.34 on five point scale and as 4.29 afterwards ( an 

improvement of almost 1 point).  

 

The majority of delegates reported that their most significant insight was in 

relation to the legal framework surrounding dying, the end of life and the 

ethical challenges interlinked with it. These include advanced decisions, 

care management and problems associated with the decision making of 

those with reduced mental capacity. 

 

“I have learnt a lot from the conference today - I have 

enjoyed all of the presentations and group discussions. I 

particularly enjoyed the discussions re "choice and the 

concept of 'home'". 

- Academic / Social Worker 
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3.5. Leads to future changes  

The overall tone of responses about the impact of the conference suggests 

that delegates in leading positions of organisations and institutions will 

incorporate the knowledge and information gained into their professional 

conduct and that they intend to share it with colleagues as well as promote it 

more widely, through incorporation into policy, practice and media.  

Furthermore, some mentioned the impact of the conference on their personal 

life. This in several cases led to personal reflections on family arrangements 

with end of life care and resulted in decisions, by some delegates, to put 

advanced decisions in place and have a conversation with immediate family 

members about possibilities of losing mental capacity and the wishes that 

person has with regards to medical treatment. 

 

 

 

 

 

“The notion of choice - how we/I convey this and what is real? 

Considering brain injury, lost capacity/agency more. Shift attitude 

from ‘What can I do’ to ‘What are we going to do’?” 

- Health care professional 
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4. Lessons that GW4 Dying Well Research Network learned  

It has proven very useful to consider in advance who should be invited to the 

conference. The well-balanced mixture of health and social care practitioners, 

academics, and charities as well as policy makers have secured relevant 

expertise and facilitated cross-disciplinary and cross-professional knowledge 

exchange.   

The profound benefit of this event, cited by many attendees, was an opportunity 

to meet “like minded” people that they would have otherwise not had a chance to 

meet. This was further enhanced by “attendee-centred” format of the conference 

and the layout of the room (cabaret style to facilitate small groups discussions). - 

all of which contributed to very relaxed and friendly atmosphere and in turn 

created possibilities for future collaborations.  
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Appendix 1: conference programme 

 

End of life decisions: brain injury, dementia, frailty 
A 1-day conference led by members of the GW4 (Universities of Bath, Bristol, Cardiff and Exeter)  

Dying With Reduced Agency Research Network 
 

14th Wednesday October  
Hamilton House, Bristol  

 

Programme at a glance 

End of life decisions: brain injury, dementia, frailty 
09.30 Coffee and registration  

10.00 Welcome  
Malcolm Johnson, University of Bath   
 

10.05  Opening Speaker: Professor Julia Verne 
Clinical Lead, National End of Life Care Intelligence Network, Public Health 
England  
 

10.15 The Mental Capacity Act 2005  - implications for decisions 
Jenny Kitzinger, University of Cardiff 
 

10.30 Session 1: How decisions happen  
Chair: Giles Birchley, University of Bristol  

 ‘Deconstructing Choice’, Tony Walter, University of Bath  

 ‘How decisions happen within residential settings’, Jana 
Kralova, University of Bath  

 ‘Choosing to die at home – what does home mean?’ Renske 
Visser, University of Bath   
 

11.30 Break  

11.45 Session 2: Deciding in advance  
Chair: Jeremy Dixon, University of Bath  

 ‘What research tells us about older adults’ views on future 
life planning,’ Jeremy Dixon, University of Bath  

 ‘Advance decisions – not worth the paper they’re (not) 
printed on?’, Richard Huxtable, University of Bristol 

 ‘Promoting advance decisions: Challenges, practice and 
policy’, Sue Wilkinson, AD Assistance Charity  
 

 
12.45 

 
Lunch and networking (and a chance to look round the exhibition) 
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13.45 Session 3: Artificial Nutrition and hydration  
Chair: Sally Anstey, Cardiff University 
‘The “feeding tube” and people with advance dementia – making best 
interests decisions’ Dr Haran Sivapalan, Knowledge Officer (Health and Well-
being)  Alzheimer's Society  
‘The “feeding tube” and people in vegetative states - best interests decisions 
and the legal and ethical challenges’, Prof Jenny Kitzinger  (Cardiff University) 
and Prof Celia Kitzinger (University of York), Coma and Disorders of 
Consciousness research centre. 
 

14.35 Break  

15.00  Professor Mark Drakeford 
Minister for Health and Social Services, Welsh Government 
“Better decision-making for end of life: what are we doing in Wales?” 
 

15.30 Session 4: Go Gently Into That Good Night? Addressing pain and symptoms 
at the end of life  
Chair: Malcolm Johnson, University of Bath 

 ‘Biographical Pain’, Malcolm Johnson, University of Bath 

 ‘Addressing pain in palliative care,’ Karen Forbes, Palliative 
Care Consultant 

 ‘Pain and spirituality’, Emma Read, Somerset Care and Kerry 
Jones, University of Exeter 
 

16.30 Summary and closing remarks 
  

17.00 Drinks reception 
(and look round exhibition of art work) 

 
 
 
 
 

Join in the on-line 
discussion: 

#qualityofdeath 
 

 

  

http://www.google.co.uk/url?url=http://www.dezeen.com/2012/06/08/twitter-launches-new-logo/&rct=j&frm=1&q=&esrc=s&sa=U&ved=0CBwQwW4wA2oVChMI-cnz4u-yyAIVxEAUCh1W9QAM&usg=AFQjCNHz7XxI70L2Pf1hd24bS0srIXwX9g
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Appendix 2: Venue, timetable and setting alongside exhibition 

 

The 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.  

 

 

 
 

An art exhibition accompanying the conference (see Latchem 2015) was 

positioned in the ground floor of the building and was open to the public, while 

conference room was positioned on the fifth floor of the building accessed by 

lift or the staircase. The room layout was agreed in advanced so that social 

interaction between delegates was made easy by seating them around tables 

in smaller groups.  

One of the practitioners at the conference described the exhibition as 

‘emotional’, another commented it was ‘poignant and applicable” while the 

another said that the “postcards were harrowing but very thought provoking. 

The chair exhibition was interesting and unusual: focusing on an object and its 

relation to life and death.” 

 

Empty Chair Installation by Su Chard, Independent funeral celebrant 
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Furthermore, some of the impact  will lead to practical actions such as further 

staff’s training, writing advance directives or making other arrangements with 

regards to end of life. As one of the present brain injury survivor stated:  

 

 

 

 

Many delegates valued the format of the conference which was aimed at 

mutual knowledge exchange and listening to the views of delegates, so that 

balance between teaching and learning was achieved between conference 

organisers and conference attendees (conference presentations were mostly 

only 10 mins longs, panels being no more than 30 mins, allowing around 30 

mins for discussion afterwards).  Furthermore, many of them complemented 

the outstanding quality of refreshments provided at the conference venue 

which was exclusively vegetarian, by large from local community sources. 

 

  

“Advance directive - I will do mine and check that my mother's is 

known to everyone who needs to know.” 

- Health care professional/academic/brain injury survivor 
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Appendix 3: 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):……………………………………………………………………………………………. 


