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Who we are: an innovation team working in the clinical environment
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Lead for End-of-Life Care: Looking at the problem from a different point of view
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Who we are: our earlier work

Recommended Summary Plan for | Preferred name.

R"PE Emergency Care and Treatment for

1. Personal details

Full name. Date of birth Date
completed

NHS/CHI/Health and care number Address:
2. Summary of relevant information for this plan (see also section 6) Fs
Including diagnosis, communication needs (e.q. interpreter, communication aids)
and reasons for the preferences and recommendations recordet & Modules -
View and share
€ Contacts
Hi At Sign oyt
What is ReSPECT? IJane,
Youve

e a great stare
ise discussi, tart by s,

BNINg up. Th,
78 UP- The next st ;
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rite a pla,
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Download PDF

complete poron ne
Eetstarteq, o
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© Start button pere o < OP for discuss,
e sex

Download Podcast

We aiso

tion you war
You want to

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, if you wish):
ReSPECT is a process that creates

personalised recommendations for a
person’s clinical care in a future
emergency in which they are unable to
make or express choices. It provides
healthcare professionals responding to

Prioritise sustaining life,
even at the expense
of some comfort

IN PROGRESS

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

that emergency with a summary of
recommendations to help them to make
immediate decisions about that person's

ical recommendations for emergency care and treatment
Focus on life-sustaining treatment Focus on symptom control
as per guidance below as per guidance below

care and treatment.

ReSPECT

Now provide clinical guidance on specific interventions that may or may not be wanted or clinically
appropriate, including being taken or admitted to hospital +- receiving life support:

ReSPECT

CPR attempts recommended For modified CPR CPRattempts NOT recommended
Adult or child LA e e il Aduit or child

ReSPECT
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Who we are: discovering and exploring problems
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The problem

“It was the worst night of my life. I lay in bed holding my mother,
stroking her as she was agitated and restless and trying to get
up, delirious and restless, her eyes rolling back, all of us around
the bed crying.... waiting for a nurse to come. We kept calling
but no-one came. There was nothing | could do. By the time
they came, she had died”

— Family carer

e The majority (92%) of the 500,000 people who die every
year, would prefer to die at home, yet only a minority
(23.5%) do die in their own home.

e Dying at home requires huge amounts of coordination,
organisation and good communication to make things run
smoothly.

e There is a hidden workforce of 500,000 laycarers - one
for each person with a terminal iliness - who make up the
informal care system.

e But carers have a lack of knowledge around end-of-life
care, which is a key barrier to decision making.

e Family members often ‘panic’ with changes to a person’s
symptoms in the dying phase.

e Unmanaged symptoms at the end of life at home cause
late admissions to hospital, denying families a home death
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The opportunity

The 2021 IPPR report - developed with IGHI - outlined the case
for community-led end of life care as the best, most
sustainable alternative to a current reliance on hospitals,
intensive treatment and low quality of life at the end of life.

It recommends providing everyone the right care, from the
right person, at the right time.
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The opportunity

e  For patients

Avoid unnecessary suffering with better managed pain
relief and symptom control

Maintain preferences and priorities to stay and die at
home

Maintain dignity by families sharing care with HCP’s

o For carers

Improve understanding of symptom management and
end-of-life experience

Improved confidence, autonomy and decision making
Lower chance of complicated grief after death

o For professionals and health services

Faster, more informed feedback about patient condition
Better utilisation of limited resources

Lower risk of hospital admissions, resulting in lower
costs
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The solution

Palliate is a digital platform to g
support people in the community as Whichof these symptoms

they look after loved ones in the last

phase of their life.

Anxiety / Restlessness

Noisy breathing

It is comprised of medication e
administration recording and training,
education and facilitation with
on-demand professional support.
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Medication

Medication to administer

Please select a medication for pain

{ Morphine sulfate

Does the drug

concentration on the vial

match the carer diary?

Drug concentrations are typically written
ith tw

vo units - milligrams in millilitres or
mg in mL,

[

No

What is the drug
concentration on the vial?

Break a medication vial
Break a medication vial

A step by step guide to
opening and drawing up
medications from an vial
after preparing for the
administration.

Remember: if you have any concerns
about any of the steps you can contact
your healthcare team using the numbers
in your carer diary.

1 Opening a vial
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Our approach

Design
[ J

Palliate is designed and built around the needs of
patients and families, in close collaboration with carers
and healthcare professionals.

It is created using the lean startup cycle of build-
measure-learn. Each component is built into a testable
solution, which can be measured using data which
informs the learning around development of further
iterations.

Our team of designers, developers, researchers and
carer engagement leads means we can provide a
holistic set of skills required to deliver for patients,
families and healthcare teams.

Research

Palliate is translated from existing studies in providing
education and training for carers to administer
medications.

INSTITUTE OF GLOBAL HEALTH INNOVATION

Policy

Our aim is to evidence both the need for better
community palliative care and barriers to it (e.g HCP
anxiety) and research the acceptability and
effectiveness of Palliate as a digital intervention through
feasibility studies.

Working with CNWL NHS Trust on their new anticipatory
medications policy

Our team provides comprehensive training for HCP’s on
how to train and support the carer along with risk
assessment tools and competency assessments
Working across all levels of NHS management, we have
developed a process that enables any community team
to embed Palliate and deliver it to their patients.

AT
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Problems with existing medication administration practice

. There is no single national policy for carer
administration of medications, different regions have
different policies

. Those that do utilise complicated paper-based policies
that are hard for carers to use, and offer little
monitoring opportunities for professionals

. The NHS has a tendency to duplicate and needlessly
amend existing policies makes efficient scaling
impossible

. There is professional anxiety around perceived
risk/types of drugs in the home, yet the anticipatory
drugs are already in the home for nurses to administer

INSTITUTE OF GLOBAL HEALTH INNOVATION

“I wanted clearer documents for recording, more carer-friendly,
simpler. When you're tired it can be difficult to be clear about
getting it ready and what you're giving.”

— Family carer
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. Patients Policy Resources Hello, HCPname Lastname
What does it do?
Suoma Fredenand Edit profile
NHS number: ## ## ## Carer information:
DOB: 00/00/0000 Primary carer: Lovro Arevik
Flat 9 Seal House Average confidence score: 7/10
For carers I F Trained for toprups: No
. . SES5 3PN
. Supports learning and understanding through
educational resources, for both medication T S S
administration and beyond (last days/hours, after oSt updated: 0210012020, 14:03
death, bereavement’ Self Care) SR Date and time Medication Symptom
e Assists with medication safety by providing the right [owemaume ] CO0ROZO00 - Eyryenau s T
information at the right time in the right format 0000/2021,00:00  Levomepromazine see more
. . Filter selection ##mg ® Resolved
For prOfess")nals (In the fUture) Date 00/00/2021, 00:00 Oxycodone Hydrochloride Nausea See more
. TR . . . edication #t m ot resolve
e Provides visibility of live data with multiple carers e ’ et
V'T"’ ﬁ"" 00/00/2021, 00:00 Levomepromazine Agitation See more
o Monitoring and accounting of used/unused controlled neeationresolved #me ® Resolved
SLIbStanceS 00/00/2021, 00:00 i:y;:done Hydrochloride :n;‘:i‘ved See more
. Identify patients at risk of crisis and intervene to 00/00/2021,0000  Glycopyrronium Noisy breathing See more
prevent problems . i
. . . . Clear filters 00/00/2021, 00:00 Morphine Breathlessness See more
. Creating a direct link to CMC and LAS in London #mg S
e Integration with EHRs in Scotland and England RS o
00/00/2021, 00:00 Morphine Pain See more
##mg @ Resolved
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Why now?

. There is little realistic prospect of meeting increased
demand for home deaths using existing professional
services'

. COVID-19 continues to re-write the way in which
end-of-life care is done in the community: people have
had to do more without professionals in the home

. In March 2020, our sub-cut medications website tool
validated the role of design and technology to support
better community palliative care and was used through
UK during the first pandemic wave.

© & subcut.helixcentre.com

Carer administration of as-needed subcutaneous medicines

Seriously ill people often want to spend their last days of life at home being cared for by family or friends. This
website details how carers, who are looking after a very ill person at home, can be taught to give extra (top-
up) doses of medication under the skin to the person they are caring for when they experience ‘breakthrough’

(that is, not lled by their regular medication). This will be in addition to the care
they are already receiving.

JBll 7his website should only be used by carers who have been identified and assessed as being suitable by healthcare teams.

Background Information

Information for carers and Medication Guide Managing symptoms with
patients medications

A guide for a carer to assist in their
Information that outlines how understanding of as-needed What to expect when you give
carers can be taught to give extra subcutaneous medications people medications to manage
doses of medication to the person commonly given to people being their pain, nausea and other
they are caring for when they care for at home in the last days of  symptoms associated with the
experience ‘breakthrough’ life. dying phase.
symptoms.
Glossary

A list of commonly used terms used
in end-of-life care.

e ————————————————————————————————

1. Abel J, Kellehear A. Palliative care reimagined: a needed shift. BMJ Support Palliat Care. 2016 Mar;6(1):21-6. doi: 10.1136/bmjspcare-2015-001009. Epub

2016 Jan 31. PMID: 26832803.
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More than just an app.
A systemic approach.

Compassionate
Communities

Palliate
Community of
Practice
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Other

policies

Peer-to-
peer
support

CARIAD
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Qur vision

To enable home deaths to be
safely and effectively supported,
with dignity and care for everyone.
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Medication

Medication to administer
Please select a medication for pain

[Morphine sulfate ]

Does the drug
concentration on the vial
match the carer diary?
Drug concentrations are typically written

with two units - milligrams in millilitres or
mg in mL.

Yes

No

What is the drug
concentration on the vial?

INSTITUTE OF GLOBAL HEALTH INNOVATION

e

Break a medication vial

Break a medication vial

A step by step guide to
opening and drawing up
medications from an vial
after preparing for the
administration.

Remember: if you have any concerns
about any of the steps you can contact
your healthcare team using the numbers
in your carer diary.

1 Opening a vial

For a plastic vial:

® Simply twist the top of the vial
until it is removed.

For a glass vial:

If you think Palliate could work
where you are, please get in
touch with me to learn more

Thank you
ivor.williams@imperial.ac.uk
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