


Designing at the end @ivorinfo

Death Is the ultimate ending,
and we are not good at endings
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From research to delivery

Services

Products
Experiences

DESIGN DESIGN
RESEARCH DEVELOPMENT

Prototypes
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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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A modern death is
often complicated,
sometimes messy
and usually involving
lots of strangers
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Is 1t possible
to die well today?

Ars Moriendi [The Art of Dyingl/(c.1450s)
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High

Function

Low
Typical cancer trajectory, University of Edinburgh Time



Designing at the end @ivorinfo




Designing at the end

AN s 4
» A Do Not A\ttmrd/ieﬁulmonary Rescucitation (DNACPR) form ,

A N o S - /




Designing at the end @ivorinfo

Details of other relevant planning documents and where to find them (e.g. Advance Decision to Refuse
Treatment, Advance Care Plan). Also include known wishes about organ donation.

3. Personal preferences to guide this plan (when the person has capacity)

How would you balance the priorities for your care (you may mark along the scale, i1f you wish):

Prioritise sustaining life,

even at the expense
of some comfort

Considering the above priorities, what i1s most important to you is (optional):

4. Clinical recommendations for emergency care and treatment

Focus on life-sustaining treatment Focus on symptom control
as per guidance below as per guidance below
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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?

e |f you were permanently unconscious,
would you want life-sustaining treatments?
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Wellbeing

Social

Psychological

o

Distress

Diagnosis Return home Recurrence Terminal decline
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amberplans.com




Designing at the end

] I @ amberplans.com & O

@ivorinfo

ACP Home

Statement 2:
Diagnoses

This is a statement where you can customise your wishes
regarding specific illnesses and diagnoses.

Use the list on the right to add or remove items to your
statement or simply type your wishes directly into the box

below.

You can choose to include it or skip it.

If | have any of the following diagnoses:

Severe head injury

or Terminal Cancer

and | develop an illness that is in need of urgent
care with little chance of recovery to a quality of
life which | consider worthwhile

then | wish to refuse the following:

Review and share Contacts Account Sign out

If | have any of the following diagnoses:

Severe head injury

Heart failure

Lung failure

Kidney failure

Terminal Cancer

Dementia

A disease of the central nervous system (MND / ALS,
Parkinson's, MS)

and | develop an illness that is in need of urgent
care with little chance of recovery to a quality
of life which | consider worthwhile

then | wish to refuse the following:

All medical treatments aimed at prolonging or
artificially sustaining my life
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Nopend...
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"The idea of

‘ “ "

‘the fear of it ~

J S
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Thinking about and preparing
for death 1s 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

with death and dying with death and dying

Low engagement High engagement

Poor ability to do something about it
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Reminder
Don't forget, you're going to die.
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"Are you at peace?”
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1. 1 wish I'd had the courage to live a life
true to myself, not the life others
expected of me
2. | wish | hadn’t worked so hard
3. I'wish I'd had the courage to express
my feelings
4. | wish | had stayed In touch with my friends
5. | wish that | 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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It we can accept the end,
we can enjoy the rest of the journey

Design research notes, Marie Curie Hospice, London (2018)
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Thank you

Iivorwilliams.info
helixcentre.com 15%DA



