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Study Goals

 Explore gaps
* |dentify acknowledged

(‘hot’) and overlooked
(‘cold’) problems

Use socio-cultural
methods to prioritise
improvements for
patient safety and
carer confidence
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43 people with personal and professional
(practice/policy/commissioning) experience attended a
stakeholder event to refine the toolkit.



Improving whole system understanding of

the practice of palliative care

Figure 1: Intended processes when palliative medications are prescribed and used for symptom
control — what happens on paper

Expertise /
Judgement

Optimisation

Monitoring ¢
Review

Administration

Getting palliative

medications right

Regulatory frameworks clinical guidelines, education and guidance documents, patient/carer self-management documentation (€.9. symptom scales), medication administration charts, prescriptions (FP10s
and electronic), medications (including pre-filled syringes, crisis packs, anticipatory medication), labelling, administration equipment (e.g. CSCls), storage including controlled drug cabinet and locked boxes,

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

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 needed, efficient supplies with prescription changes, managing security and diversion risks, affordability of medication (free at point of access/insurance coverage/affordability).

Complex medication regimens: dosage forms, routes, use of CSCI. Who is administering: professional/family carer — international variation in practice/perceived acceptability. Access to community-based
staff for administration of injectables. Managing risks - interruptions. Carer anxieties about assessing need, appropriateness of medication, risk of overdosing. Co-ordination between different caregivers.

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.

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/returns.

Figure 2: Additional features identified to support an ideal model of prescribing and medication use in symptom control in palliative care

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.

Pharmacists 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.

Shared information with community
pharmacies to proactively plan for
palliative patient and carer needs.

Addressing inequities: neighbourhood
variation in availability of palliative
medication and controlled drug
delivery services.

Acknowledge symbolic significance of
decisions about medication. Support
carers re: concerns about potential
medication errors. Expand options for
carer involvement e.g. whole system
approaches to carer-led subcutaneous
administration of medication.

All pharmacies to have a stock supply
of basic palliative medications to
understand/support urgent need/
practical challenges/pre-emptive

prescribing. Routine access to specific

palliative medication management
support for carers.

Routine availability of shared records
across patients/carers, professionals
and care settings. Delegation of care
while retaining responsibility for
medication. Pharmacists’ availability to
contribute to medication decision-
making. Transition management.




Ethnography...
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21 patients, 11 carers and 51 professionals

(doctors, nurses, pharmacists, pharmacy technicians, discharge

coordinators, rapid response teams, social workers, ambulance
staff and service managers)

... and a hectic slide warning



Whole system map of real processes in palliative medicines management
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“l felt a bit like | was in an Agatha Christie story” ..
i .

CARER BURDEN
HUMAN DEPENDENT SAFETY

EMOTIONAL WORK
AMBIGUOUS ROLE

AFTER DEATH
...the volume of it. We got a lot of it... | feel like | have enough Oramorph here to Kill
a horse... My godfather is actually there [at the pharmacy] right now asking if | can

just bring it all back... .And | want
it gone... a lot of it is completely sealed... | don’t know what happens... | don’t know

if it gets destroyed, | hope not—that will be weirdly upsetting...”
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Image 1. Activity Theory Model: Effective symptom control is maintained or lost according to the key elements shown,
but achieving this can often feel like a ‘rollercoaster ride’

How things “work”

e Once you've left [hospital], it's not very easy to penetrate back into it
e There was no one to ask

¢ | only got the formal letter saying to stop taking one the day she died
e No one has brought up what to do with all of it

e | was really insistent... | needed to talk to the doctor ..if any of those [links] are disrupted or
. . . broken...it’s quite significant to what
Distribution of labour that outcome might be, it might be [a]

really serious consequence... a

e My role ... gone beyond being able to keep track

. . . : rollercoaster from any of them... in your
¢ Relinquishing the caring role

mind you think to yourself ‘oh that

Who? sounds like quite a straightforward
process’ but things happen so much

e Pharmacist noticing if something didn't make sense more fluidly.” parsicipan 7677, Professional
¢ Medicines changed... | didn't know which thing was which

Things

o | wrote out her actual medication chart



Themes in maintenance or loss of
the goal of getting palliative
medications right
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.
- roblematic areas with lots of attention
L A HOT SPOTS LY h lots of

Lack of access to shared records Use of controlled drugs

Community Medication Authorisation and Syringe drivers
Administration Record (MAAR) Charts Getting medications to patients at home
Hospital discharge processes

@) [o0]E51512061 151 Problematic areas with less attention

Co-ordination of all caregivers Support around safe use of medications

Bringing patients and carers into the team ~ When carers involved at home
Practical and pragmatic workarounds
(hidden work, space for informed

Untangling lines of responsibility /
recommendations / delegation

Medication liaison work in transition mpmwse%nf:-n)
Professionals’ experience / understanding Deprescribing
of all settings What to do with medication after death

Functional feedback loops and
reciprocal dialogue
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Getting palliative

The importance of relationship-
centred system design RN (Y

Breakdowns in chains of activity, increase risks within and between
settings

A shadow system of ‘work as done’ depended on:

« patients/carers actively developing out-of-system workarounds

« professionals entering ‘fictional contracts’

Lack of trust meant feedback loops to policy-makers were broken
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Universal system
hot & cold spots
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Edinburgh

A\ Isle of Man ' \

Ireland

£

IMPROVED COMMUNITY
PHARMACY ACCESS

Questioning —
understanding

Analysis — what
are the local

challenges

Modelling new
solutions — what
could be possible
locally?

Exploring how to yd
examine and test /
ideas in different

ways
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Arrange a face-to-face
meeting— openand
collaborative
communication, shared

ENHANCED COLLABORATION
BETWEEN NURSING TEAMS

platform for shared
learning of medication
incidents.

Questioning —
understanding

Analysis — what
are the local
challenges

Evaluation — how
could new ways
of working be

consolidated

Modelling new
solutions — what
could be possible
locally?

Meeting scheduled.
Collaborative working
and relationship
building. Shared
learning opportunities /
challenges/ closing the
loop.

Exploring how to
examine and test
ideas in different
ways




Impact of using the Getting Palliative
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United
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Involvement of patients
and carers- do they
understand what they

MEDICATION WASTE DURING
HOSPICE ADMISSIONS

discussing with
community colleagues
about quantities
prescribed.

Engagement of staff
nurses in Ql. Clearer
processes fortrial
medication.

Evaluation — how
could new ways
of working be
consolidated
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Questioning —
understanding

Analysis — what
are the local
challenges

Modelling new
solutions — what
could be possible
locally?

Exploring how to
examine and test
ideas in different
ways




Impact of using the Getting Palliative
Medications Right Toolkit
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S8  |\VIPROVED PRE-DISCHARGE
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dic and_d-is-cusses any
issues directly with [PU
doctor

Established groundwork
with all groups. Are
processes ready to

pilot?
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Questioning —
understanding

Analysis — what
are the local
challenges

Evaluation — how
could new ways
of working be
consolidated

Modelling new
solutions — what
could be possible
locally?

Exploring how to
examine and test
ideas in different
ways




Our toolkit aids stakeholders in identifying improvement targets,
reducing waste, and enhancing care quality. It promotes dialogue
across boundaries, enabling shared solutions and learning.

TOP TIPS: PATIENTS AND CARERS
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research in practice.
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Contacts:
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