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Designing at the end

Ivor Williams



Death is the ultimate ending,  
and we are not good at endings
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What is end-of-life care? 

End-of-life care involves treatment,  
care and support for people who are 
nearing the end of their life. 

The aim is to help you to live as 
comfortably as possible in the time  
you have left. It covers all aspects of  
you, your life and those around you.
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Sleep and His Half-Brother Death,John William Waterhouse (1874)
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A modern death is  
often complicated,  
sometimes messy  
and usually involving  
lots of strangers



@ivorinfoDesigning at the end

Is it possible  
to die well today?

Ars Moriendi [The Art of Dying] (c.1450s)
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Typical cancer trajectory, University of Edinburgh
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ER (1994-2009)

We think CPR works  
70% of the time 
It only works 18% of the time
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A Do Not Attempt Cardiopulmonary Rescucitation (DNACPR) form



ReSPECT (2017–)
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Most of us want to  
die at home, but not be  
a burden on anyone there



@ivorinfoDesigning at the end

User testing session
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What do we talk about  
when we talk about dying? 

• What do you like to be called?  
• Who do you want around you?  
• Do you want open windows, or the A/C? 
• If you had to stay in bed for a long time,  

what would you like to do? 
• If you were permanently unconscious,  

would you want life-sustaining treatments?
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Wellbeing

Distress

Physical

Social

Psychological

Spiritual

Diagnosis Return home Recurrence Terminal decline
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Amber Care Plans

amberplans.com
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The end…Nope
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The idea of death,  
the fear of it, haunts  
the human animal  
like nothing else

The Denial of Death, Ernest Becker (1973)Self-Portrait with Death Playing the Fiddle, Arnold Böcklin (1872)
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Thinking about and preparing  
for death is really difficult,  
unless you… 

• Have experienced death at an early age 
• Have experienced a traumatic or difficult death 
• Are faced with a life-limiting or terminal diagnosis 
• Care for people near the end of their lives
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Strong ability to do something about it

Poor ability to do something about it

High engagement  
with death and dying

Low engagement  
with death and dying
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We die the same  
way we lived



@ivorinfoDesigning at the end

“Are you at peace?”
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1. I wish I’d had the courage to live a life  
true to myself, not the life others  
expected of me 

2. I wish I hadn’t worked so hard 
3. I wish I’d had the courage to express  

my feelings 
4. I wish I had stayed in touch with my friends 
5. I wish that I had let myself be happier
The Top Five Regrets of the Dying: A Life Transformed by the Dearly Departing, Bronnie Ware (2011)
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How might we end things better?
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Go beyond human-centred design 
No one exists in isolation: design for relationships,  
communities and ecosystems

Respond to 4-dimensional needs 
Identify and design for people’s physical, psychological,  
social and spiritual needs

All things must end 
Start with a button

Delete



Design research notes, Marie Curie Hospice, London (2018)
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If we can accept the end, 
we can enjoy the rest of the journey
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Thank you

ivorwilliams.info 
helixcentre.com


