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Getting palliative

“ ...if any of those [links] are EEicstenE i
disrupted or broken...it’s quite significant

to what that outcome might be, it might

be [a] really serious consequence...

a rollercoaster from any of them... in

your mind you think to yourself ‘oh that

sounds like quite a straightforward

process’ but things happen so much

more fluidly.”

(Participant 76/77, Professional) @
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Hidden work — a carer’s perspective

... But those two boys [care agency
workers| looked after my husband as
if he had been their grandfather... the
sorted the medicine... | was finding it
quite difficult.

[The GP] gave me a prescription ...
But then, when | got there — deliverie:
weren’t coming in that day. | mean...
probably, three occasions... | ended

up either having to call back at the
pharmacy later, which was quite a walk
or saying, “I will take the prescription,

And then, [GP] said, “really you should
go to this other chemist, [who] had this
connection with [the hospice] and |
think had a sort of very ready supply of
whatever there was in that carrier bag.

... people at home couldn’t believe how
long it took me to get the medicines.

and go to another chemist”... it was a bit

of a mess.

That was before he went to the
hospital... when he came out, [they] had
altered all his prescriptions... | had to
queue for hours.... waiting and waiting
[at the hospital pharmacy]... we had
these morphine patches which you had
to change. It was a bit chaotic. | kept
them on the side in the kitchen. And
every four hours, | looked at them and
we gave them whatever we thought was
necessary. | think one of them was twice
a day and some of them were four times
a day, ... | was rather nervous of it.

(Participant 90)
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ARTEFACTS: Regulatory frameworks clinical
gmdelmes education and guidance

d I it

ol
dochentaTJon (e.g. symptom scales),
medication administration charts,
prescriptions (FP10s and electronic),
medications (including pre-filled syringes,
crisis packs, anticipatory medication),
labelling, administration equipment (e.g.
C5Cls), storage including controlled drug
cabinet and locked boxes.

(DE)PRESCRIBING / RATIONALISATION: Specialist
knowledge: optimising medication regimens,
conversions/off-label use/drug compatibilities.
Prescribing opiates: managing stigma/myths.
Decision-making in context of concurrent disease /
reversible acute causes of deterioration. Non-medical
prescribing. Anticipatory prescribing. Interdisciplinary
discussion and involvement of patients to reach
deprescribing decisions. Effective disposal/retums.

MONITORING / REVIEW: Medication regimen complexity.

Positive culture of opioid safety. Feedback loop, evaluation,

individualised care. Organisation, teamwork, advocacy.
Roles, responsibilities, dynamics and documentation.
Explanations to patients / carers / colleagues. Role of
attitudes, beliefs and expectations. Understanding legal /
ethical issues. Carer burden associated with managing
medication and responding to symptoms.

Access to 24h drug information service with palliative
expertise: medication choice, administration
techniques, off-label use, information gaps. Guidance
to support patients/carers with medication use,
administration and individual advice.

(&

Expertise/
Judgement

INTENDED

& IDEAL

MEDICATION

Management Processes

Pharmacy professionals with palliative expertise
as a resource for patients/carers/other care

providers. Roles & relationships between
prescribers/non-prescribers and
generalists/specialists. Support for carers with
micro decisions in medication management.

EXPERTISE / JUDGEMENT: Multidisciplinary team,
patient choice, involving families/carers, who does
what? Contextual factors, work culture, attention to
detail (knowing what has been fried before, reasons
for stopping), discussion of risks/benefits, negotiations,
safely netting opiates (dose adjustments, switching
medications, rules), language/terminology,
out-of-hours practice. Socio cultural belisfs about
medication. Self-medication.

SUPPLY CHAIN / ACCESS: Pharmacist oversight to
medication management processes, core palliative
medication stock lists in local pharmacies, routine
availability of symptom control and anticipatory
medication, and administration equipment where and
when needad, efficient supplies with prescription
changes, managing security and diversion risks,
aﬂordahlrl\r of medmahon (free at point of

acc ge/affordability).

ADMINISTRATION: Complex medication
regimens: dosage forms, routes, use of CSCIL

All pharmacies to have a stock supply of Acknowledge symholic significance of

basic palliative medications to decisions about medication. Support carers Administration Who is administering: professional family carer
understand/support urgent need/ practical re: concerns about potential medication — intenational variation in practice/perceived
challenges/pre-emptive prescribing. Routine emors. Expand options for carer involvement acceptability. Access to community-based
access to specific palliafive medication &.9. whole system approaches to carer-led staff for administration of injectables.
management support for carers. subcutaneous administration of medication. Managing risks — interruptions. Carer anxieties

about assessing need, appropriateness of
medication, risk of overdosing. Co-ordination
betwesn different caregivers.
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Universal system
hot & cold spots
Getting palliative

HOT SPOTS medications right

Problematic areas with lots of Areas with less attention such as who takes responsibility for
attention such as out-of-hours keeping carers informed of changes in medication at home
care and the reliance on carers and what is adequate support for safe medicines use at home
Lack of access to shared Co-ordination of all caregivers

records e Bringing patients and carers into the team s«

Community Medication

Administration Records (MAR) Untangling lines of responsibility / recommendations /

delegation =+
Hospital discharge processes Medication liaison work in transition =
Use of controlled drugs Professionals’ experience / understanding of all settings #»
Syringe drivers Functional feedback loops and reciprocal dialoguees
Getting medications to patients Support around safe use of medications when carers

at home involved at home e

Practical and pragmatic workarounds (including hidden
work and space for informed improvisation) ==

Deprescribing e=
What to do with medication after death =

; Patient Healthcare
professional (HCP)
& Carer Pharmacy
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STORY CONTENTS

“] felt a bit like | was in an Agatha Christie story”
[Carer]

“...the ones that are a bit more mysterious to me
actually are the key medicines”
[Patient]

“— a relationship of trust - so that we can bring about
changes in their drugs and keep them on board with us
[Hospital Professional]

”

“if the patient is in pain or the patient needs it, |
personally won't walk out and say, “sorry, I've got to
wait five hours”

[Community Professional]

“There’s lots of liaisons between teams”
[Hospice Professional]
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« Process disruptions and workarounds

THEMED EXAMPLE
CONTENTS

Identity and flexing

Sustained investigative work (checking and chasing,
uncertain ownership)

Disempowerment by design
Transition inadequacy

System cold spots

System hot spots

Assumptions about assumptions
Hidden work and responsibilities

Practice etiquette (i.e. “how things work around here’)
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= Four different Marie Curie
places

» To co-produce a customised list
of local priorities to improve
medication management

» To develop one co-designed
improvement project per local
site

» To share an approach to
identifying problems and
implementing change at a local
level, which can be re-applied

a

valuation —
how could new
ways of working
be consolidated




Workshops

Identified pain
points in existing

processes - where it
doesn't function or
is problematic

What is in your
control and what
can you influence?
Stepping stones and
roadblocks towards
achieving your goal

Modelling solutions
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TOP TIPS: HEALTH AND SOCIAL CARE PROVIDERS

Getting palliative medications right
at home, in hospital and hospice
Good to know..

* Itis never too early 1o involve pallisive cane colleagues when symploms are MU 1o

TOP TIPS: PATIENTS AND CARERS

Getting palliative medications right
at home, in hospital and hospice

Over to you

|ldentify a shared pain point

What are the opportunities for
change?

- Buds, thorns and roses

How will we know a change is a
success?

Plant, nurture, grow, harvest

Good to know...
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Getting palliative medications right
at home, in hospital and hospice
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et foi palients Lo nominale someane 1o 801 o Iher benall regarding logisbics and
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Rewilding healthCare

If you are traveling by boat, sometimes the best way to
get to where you want to be involves sailing a different
course, a different direction, rather than trying to go
directly. This is because tides and currents move you
even as you sail through the water. ‘Course made good’
describes the best course to take accounting for how
you will be influenced along the way by things out of
your control.
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