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Medicines management is a 
complex multistep social process

Macro-meso-micro 

decision making

Meaning-making: 

risk of harm – 

potential for benefit

Acts and 

artefacts

Multiple people, 

practicalities, 

places



Study Goals
• Explore gaps

• Identify acknowledged 

(‘hot’) and overlooked 

(‘cold’) problems

• Use socio-cultural 

methods to prioritise 

improvements for 

patient safety and 

carer confidence



Study Protocol

Stakeholder engagement Patient & public involvement & engagement (PPIE) co-

investigator, professional stakeholder (n=10) and PPIE 

(n=8)

Co-led by Jo Elyan

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



Ethnography…

Observations (120 hours) 

Interviews (83) 

 21 patients, 11 carers and 51 professionals 

(doctors, nurses, pharmacists, pharmacy technicians, discharge 

coordinators, rapid response teams, social workers, ambulance 

staff and service managers)

Hospital, Hospice and Home (community)

… and a hectic slide warning



Whole system map of real processes in palliative medicines management  

Our model starts when a person is 

admitted to a hospital/hospice. It 

maps out all the steps (activity) in 

their medication journey. These steps 

(1 to 10) are repeated each time a 

new medicine is started. The same 

process continues in the community 

after the person leaves hospital, or if 

they start a new inpatient stay.

At each step, the model highlights:

• Who may be involved – the 

patient, their carer, or a healthcare 

professional

• When pharmacy staff or services 

play a key role

• What tools or items (artefacts) 

are important

• What could improve the system – 

helpful additions that are not yet 

standard practice



“I felt a bit like I was in an Agatha Christie story”

[Carer]

CARER BURDEN

“My role was very involved… she wasn’t really able to pick any medicines 
up… within a couple of weeks wasn’t really able to follow the medicine regime 
or understand it… she didn’t always believe me… my role was administering, 
keeping up as they changed… sometimes on a daily basis, trying to reassure 
her, trying to gather her feedback… we kept switching in and out because 
they had varying levels of effectiveness… there was also the slightly 
terrifying bag of anticipatory end of life injections… Once you’ve left 
[hospital], it’s not very easy to penetrate back into it… there was no one to 
ask… there might be like a two day delay… and symptoms were changing so 
fast… one or two day differences were important… At first, I had a 
notebook… as things got more and more difficult, I was just writing things on 
scraps of paper, on my phone… I had gone beyond being able to keep 
track… everything was very stressful. I was very sleep deprived…

HUMAN DEPENDENT SAFETY

There’s one really, really good pharmacist… she was really 

good about noticing if something didn’t really make sense… 

going back to the GP and getting a change… she was 

definitely going beyond the limits of what I think was 

reasonably her duties… I didn’t know anything about 

medicine. But then when she was handing it over, the 

pharmacist said, I think this is wrong…

EMOTIONAL WORK

My mom had a day by day… pill container… I used to fill it up week by week. But 

then things started to change more frequently… I didn’t know which thing was 

which… I had to crush them up and… she’d drink them with water… I felt a bit like 

I was in an Agatha Christie story… and I was about to administer some poison 

when she began to find taking tablets more traumatic, she would just refuse… it 

was sort of a negotiation… I’d have to decide which are the one or two that I think 

are most important… it was sometimes an emotionally difficult negotiation. I only 

got… the formal letter saying to stop taking one the day she died…

AMBIGUOUS ROLE

I said, [to the hospice] I don’t know what I’m meant to be bringing… they said, Yes… 

bring a bit of everything… I gathered together my desperate notes… wrote out her actual 

medication chart… I knew it didn’t correspond to any of the charts… I went with her in 

the ambulance… I was really insistent… I needed to talk to the doctor… I stayed 

there for about four hours… it took a little bit of pressing to get him to take my 

written out chart… I imagined they must get a lot of people… who are unwilling to 

relinquish your caring role… I did struggle with that as well… I just really wanted to make 

sure he had this list… it did turn out that it was different…

AFTER DEATH

…the volume of it. We got a lot of it… I feel like I have enough Oramorph here to kill 

a horse… My godfather is actually there [at the pharmacy] right now asking if I can 

just bring it all back… No one has brought up what to do with all of it. And I want 

it gone… a lot of it is completely sealed… I don’t know what happens… I don’t know 

if it gets destroyed, I hope not—that will be weirdly upsetting…”





Sustained investigative work

checking and chasing activity in other parts of the system

Themes in maintenance or loss of 

the goal of getting palliative 

medications right

Identity and flexing

perception of being free ‘get things done’ 

Disempowerment by design

contested responsibilities, lack of timely information 

access and flow, insufficient feedback loops

Hidden work and responsibilities

Structural process disruptions and workarounds

Transition inadequacy

one-way transmission rather than two-way dialogue 

communication, oversight discontinuity 

Cycles of assumptions about assumptions 

about consequences of activity/lack of activity across the 

system

Hot 

spots
Cold spots

How

things

work

around

here





• 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

• We need to improve system facilitators for collaborative working 

across boundaries in roles, responsibilities, and organisations

• A relational approach can lead to reduced overall workload and 

greater whole system effectiveness

The importance of relationship-

centred system design 



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

Issues of 
implementation

Evaluation – how 
could new ways of 

working be 
consolidated

Impact of using the Getting 

Palliative Medications Right Toolkit 
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IMPROVED COMMUNITY 

PHARMACY ACCESS
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ENHANCED COLLABORATION 
BETWEEN NURSING TEAMS



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

Issues of 
implementation

Evaluation – how 
could new ways 
of working be 
consolidated

Impact of using the Getting Palliative 

Medications Right Toolkit 

MEDICATION WASTE DURING 
HOSPICE ADMISSIONS



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

Issues of 
implementation

Evaluation – how 
could new ways 
of working be 
consolidated

Impact of using the Getting Palliative 

Medications Right Toolkit 

IMPROVED PRE-DISCHARGE 
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Our toolkit aids stakeholders in identifying improvement targets, 

reducing waste, and enhancing care quality. It promotes dialogue 

across boundaries, enabling shared solutions and learning. 

Contacts: 

sarah.yardley@ucl.ac.uk

sally-anne.francis@ucl.ac.uk


	Slide 1: Managing palliative medication across hospital, hospice and community settings:
	Slide 2: Medicines management is a complex multistep social process
	Slide 3
	Slide 4
	Slide 5
	Slide 6
	Slide 7
	Slide 8: “I felt a bit like I was in an Agatha Christie story” [Carer]
	Slide 9
	Slide 10
	Slide 11
	Slide 12
	Slide 13
	Slide 14
	Slide 15
	Slide 16
	Slide 17
	Slide 18

