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Abstract 
 

Understanding community end of life anticipatory medication care 
 

By Ben Bowers  

 

The prescribing of injectable end-of-life anticipatory medications ahead of possible need has 

become established good practice in controlling distressing symptoms for patients dying in 

the community. The intervention aims to optimise timely symptom control, provide 

reassurance for patients and families and prevent crisis hospital admissions. However, in 

signifying the imminence of death, anticipatory medication carry great symbolic and 

emotional impact. Stakeholder perspectives, particularly those of patients and informal 

caregivers, have not been investigated in detail. This thesis examines the practice of 

prescribing and using anticipatory medications in the community in England and patient, 

informal caregiver and clinician perspectives of this care. 

 

My systematic literature review identified that anticipatory medication policy and practice is 

founded on an inadequate knowledge base. Current practice is based primarily on clinicians’ 

beliefs that anticipatory medications offer reassurance to all, facilitate effective symptom 

control and prevent undesired hospital admissions. The views and experiences of patients, 

informal caregivers and general practitioners (GPs) have not been adequately investigated; 

neither has the clinical effectiveness, cost-effectiveness and safety of prescribing anticipatory 

medication.  

 

In the light of my review, I then investigated community anticipatory prescribing and 

administration practices and perspectives of care through three sequential studies in two 

English counties. I undertook interviews with GPs, examined documented care in deceased 

patients’ clinical records, and conducted longitudinal interviews with patients, their informal 

caregivers and clinicians. Triangulation of these data revealed that prescribing practices 

reflected the structures and culture of community healthcare rather than being particularly 

person-centred. Discussion with patients and informal caregivers of the process of dying and 

the role of anticipatory medications in controlling symptoms was often vague, inadequate or 

even absent. Some patients and informal caregivers expressed ambivalence about the 
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medicines and perceived that they might hasten death. The prescribing of standardised drugs 

and doses and of anticipatory syringe pumps, often weeks to months ahead of the patient’s 

death, had unintended consequences for care experiences and patient safety. Although 

administered anticipatory medications were reported to have generally helped symptom 

control, some informal caregivers reported difficulties in persuading nurses to administer 

them to patients.   

 

Clinician and institutional preferences to put prescriptions in place at the earliest opportunity 

can be counterproductive and are unjustified. Anticipatory medications are a nuanced and 

complex intervention, which needs careful tailoring to the preferences and experience of 

patients and families and regular review as situations change. Nurses’ decisions to administer 

medication should take into consideration informal caregiver insights into patient comfort, 

especially when patients can no longer communicate.  
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Chapter one 

‘Proactively leaving a few drugs in the home seems a small price to pay to 

counter the potential crisis of unremitting pain and distress.’    

Keri Thomas, author of the Gold Standards Framework (2003, p255) [1] 
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Chapter 1 

Injectable anticipatory medications at the end of life  
 

1.1   Introduction 
 

This thesis examines the practice of prescribing and using injectable anticipatory medications 

at the end of life in the community in England, and patient, informal caregiver and clinician 

perspectives of this care. The prescribing of anticipatory medications ahead of possible need 

has become a widely advocated key intervention for the management of symptoms at home 

in the last days of life. Such prescribing is based on clinicians’ beliefs that it is reassuring for 

all, facilitates timely symptom control and prevents crisis hospital admissions. How 

anticipatory medications are prescribed and used in practice has not been investigated in 

detail; there is inadequate research into general practitioners’ (GPs), patients’ and informal 

caregivers’ views and experiences of decisions to prescribe and use anticipatory medications.  

 

My doctoral research has addressed these major gaps in the evidence base by collecting and 

analysing data from three sequential studies in two English counties, given the fictional 

names of Flinton and Westshire for anonymity. These three studies involved interviewing 

GPs; reviewing documented care in deceased patients’ clinical records; and interviewing 

dying patients, their informal caregivers (family or friends) and clinicians. A social 

constructionist perspective has underpinned my research. I have appraised prescription and 

administration practices and the degree to which patients and informal caregivers have been 

involved in these critical end-of-life care decisions. I have emphasised the social contexts, 

healthcare culture and institutional structures in which anticipatory medication care occurs to 

understand the dynamics at play and the often-unintended consequences of practices.  

 

1.2   What is anticipatory prescribing? 
 

Anticipatory prescribing is the prescription and dispensing of injectable medications to a 

named patient, ahead of potential need, for administration by suitably trained individuals if 

symptoms arise in the last days of life. Poorly controlled symptoms of dying, when they 

occur at home and in care homes, can cause considerable distress for patients, their families, 
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carers and clinicians. [2–7]  In the United Kingdom (UK), Australia, Norway and New 

Zealand, the prescribing of injectable anticipatory medications for use at home or in care 

homes is promoted in policy and practice to optimise symptom control in the last days of life 

in the community and to prevent crisis hospital admission. [8–14] 

 

Injectable medications are typically prescribed for five common symptoms: pain, 

breathlessness, nausea and vomiting, agitation and noisy respiratory tract secretions. 

[8,10,15] Table 1.1 details the common symptoms and the anticipatory medications that are 

prescribed for them, along with the medications’ common side effects. These are potent drugs 

and include strong opioids, such as morphine, and midazolam, a benzodiazepine prescribed 

for agitation. These injectable medications aim to rapidly relieve symptoms but can have 

considerable side effects that include drowsiness, fatigue, cognitive impairment and blurred 

vision. [15] The box or bag that contains the medications, needles and syringes, and signed 

medication prescription and administration authorisation chart are kept in the home or care 

home (see Figures 1.1, 1.2 and 1.3). Once these are prescribed and the documents completed, 

permission has been granted for visiting nurses and doctors to use the injectable medications 

based on their clinical assessment that the person is dying and needs them for symptom 

management. The patient or their informal caregiver requests a home visit to review the 

patient and their symptoms, and the visiting clinician then assesses the need for injectable 

medications. The prescription and administration authorisation chart details the drugs and 

doses to be considered, with dose ranges that enable clinicians some discretion when 

administering the drugs.  
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Table 1.1. Common symptoms and prescribed injectable anticipatory medications  

 

Symptom  Common injectable 

anticipatory 

medications that are 

prescribed 

Drug class Common side effects [15,16] 

Pain / 

breathlessness 

Morphine sulfate  Strong opioid Nausea and vomiting; drowsiness; 

unsteadiness; confusion; constipation; 

dry mouth; itchiness or rash 

Diamorphine  Strong opioid 

Oxycodone  Strong opioid 

Nausea and 

vomiting 

Cyclizine  Anti-emetic Drowsiness; headache; fatigue; 

dizziness; nervousness; dry mouth 

Haloperidol  Antipsychotic 

(used as an  

anti-emetic in 

low doses) 

Agitation; headache; insomnia; muscle 

spasm; dizziness; drowsiness;  

Levomepromazine  Antipsychotic 

(used as an  

anti-emetic in 

low doses) 

Drowsiness; weakness; postural 

hypotension; dry mouth 

Agitation / 

restlessness 

Midazolam Benzodiazepine Headache; drowsiness; over-sedation; 

cough; nausea and vomiting; hiccups 

Levomepromazine  Antipsychotic See levomepromazine above: side 

effects more likely as higher doses are 

given for agitation or delirium 

Haloperidol Antipsychotic See haloperidol above: side effects 

more likely as higher doses are given 

for agitation or delirium 

Noisy 

respiratory 

secretions  

Glycopyrronium bromide  Antimuscarinic Visual problems; dizziness; 

drowsiness; dry mouth; flushing; 

headaches; palpitations; fast heart rate 

Hyoscine butylbromide 

(Buscopan TM) 

Antimuscarinic See glycopyrronium bromide 

Hyoscine hydrobromide  Antimuscarinic See glycopyrronium bromide 
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A bag of anticipatory medications. These injectable medicines are usually kept together, along with 

the needles and syringes, in their own pharmacy bag in the patient’s home 

 

Figure 1.1. A bag of anticipatory medication 
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Four boxes of drugs, water for injection vials, needles  

 
 

A box of morphine sulfate drug vials 

 
 

Five vials of cyclizine drugs are provided in a box  

 
 

Individual vials of midazolam and cyclizine 

 

Figure 1.2. The contents of a bag of anticipatory medication 
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Figure 1.3. Signed medication prescription and administration authorisation chart 

 

Anticipatory medications are usually prescribed in injectable form as these work faster than 

oral alternatives and patients can have a limited ability to take oral medications in their final 

days of life. The focus of this thesis is exclusively on injectable medications, as prescription 

of these is by far the most common practice in the UK and has been highlighted as having the 

potential to be misused. [8,17,18] Anticipatory medications and anticipatory prescribing are 

two common and interchangeable terms that are used in practice and English policies. I use 

both terms throughout this thesis.  

 

Anticipatory prescribing seeks to avoid issues that cause difficulties in the community, such 

as the ability to organise medical reviews rapidly or to source drugs urgently, especially 

during out-of-hours periods. Out-of-hours accounts for 63% of the week and include nights, 

weekends and public holidays, when normal in-hours GP services are not available and 

community healthcare services are limited. Most clinicians who work during out-of-hours 

periods have limited access to patient information and records, and patients may wait several 
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hours for an out-of-hours doctor home visit. [19] If prescriptions are issued during that visit, 

then the medicines must be sourced from a community pharmacy, few of which are open 

during out-of-hours periods, especially overnight. Anticipatory prescribing pre-empts these 

practical problems and equips community nurses with the authorisation to use prescribed 

drugs based on their clinical judgement. [13,20] The reasoning for anticipatory prescribing is 

that it empowers patients to stay at home, with distressing symptoms managed in a timely 

way with minimal stress or added tasks for families and clinicians. [3,8,21,22]  

 

1.3   More last-days-of-life care in the community 
 

Anticipatory prescribing is considered to be a major clinical and policy tool to facilitate care 

for the increasing numbers of patients who die in the community rather than in hospital. 

[10,14,23–27] This is based on the widespread belief that, given the option and suitable 

support, most patients would choose to die at home. [28–31] It is contentious whether this 

overt focus on home as the place of care and death is reflective of the views of patients and 

their families as they contend with the practicalities and complexities of dying. [2,28,32–34] 

Nevertheless, since the publication of the Department of Health’s End of Life Care Strategy 

in 2008, [35] there has been a concerted effort to provide more end-of-life care outside 

hospitals and the proportion of deaths in community settings have steadily increased. [36] 

Between 2015 and 2019, the five-year average for the proportion of deaths at home or in care 

homes was 46% in England. [37] In 2020, the first year of the Covid-19 pandemic, 51% of 

deaths in England occurred at home or in care homes. [38]  

 

Organised and personalised care in the final days of life, during which pain and distress is 

minimised, is central to policy initiatives and clinicians’ priorities in the provision of end-of-

life care in the community. [1,35,39,40] There is an underlying assumption that dying can 

and should be planned and clinically managed to a significant degree. [39,41,42] Most 

clinically-led, advance care planning interventions focus on the identification of patient and 

family preferences and clinical parameters regarding future care. [34,43–46] In contrast, 

anticipatory prescribing  is a practical tool for the proactive management of last-days-of-life 

symptoms. It is an intervention that is designed for instigation by GPs and community nurses 

in their roles as non-specialists providing end-of-life care, as well as by specialist palliative 

care services. However, it is unknown whether anticipatory prescribing directly contributes to 
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fewer hospital admissions or whether its use improves patient comfort and symptom control 

in the community. [8,9] As I will discuss in Chapters two and three, policy and practice is 

based primarily on expert and clinician opinion rather than robust evidence.  

 

1.4   Why study anticipatory prescribing?  
 

1.4.1   It is accepted without debate as best practice  

 

My interest in understanding anticipatory medication care and decision-making began when, 

as an experienced community nurse and palliative care nurse, I observed that this intervention 

was often accepted by clinicians as best practice without any debate. The cultural imperative 

in healthcare to plan for the management of suffering during dying and to put in place 

anticipatory medications is exemplified in this emotive argument from the author of the Gold 

Standards Framework:   

 

‘Proactively leaving a few drugs in the home seems a small price to pay to counter 

the potential crisis of unremitting pain and distress experienced by patients unable to 

access appropriate symptom relief.’  

 

Keri Thomas, 2003, p255 [1]  

 

The Gold Standards Framework provides guidance to be used to identify and support patients 

in community settings who are reaching the end of their lives. It has been widely 

implemented in England and has been instrumental in embedding anticipatory prescribing in 

routine practice. [1,35,47] However, the Framework documents provide no evidence of the 

clinical effectiveness or acceptability of anticipatory prescribing; the above quotation 

indicates how the prescription of anticipatory medications has been actively encouraged in 

clinical practice without detailed examination of the existing evidence or of how this 

intervention is interpreted by patients and informal caregivers. 

 

My experiences when I returned to clinical practice as a community palliative care nurse 

during the Covid-19 pandemic highlighted how central anticipatory medications had become 

in the management of expected deaths in the community. When I contacted community 
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nurses to involve them in the support of new patients at their end of life, many first responded 

that they would arrange for anticipatory medications to be prescribed and visit to assess the 

patient’s needs. Putting in place anticipatory medications was the default position and a 

priority even before visiting. This does not appear consistent with the idea of promoting 

person-centred care and shared decision-making; [31,40,48–50] the need for anticipatory 

prescribing to be tailored to patient and family preferences and requirements has been 

emphasised in recent end-of-life policies and guidance. [8,51] This mismatch between policy 

and practice was intriguing to me as a social scientist and warranted investigation. 

 

1.4.2   A symbolic and potentially contentious dying intervention  

 

Anticipatory medications are a more symbolic and potentially contentious intervention than is 

at times recognised. Community nurses whom I interviewed for my master’s degree research, 

which investigated nurses’ decisions regarding anticipatory prescribing, reported that they 

approached prescribing conversations cautiously with families. [3] Participants recalled 

occasions when patients and informal caregivers considered the medication to be an 

unwelcome reminder of death. Patients and families have also reported that the prescribing of 

anticipatory medications was a significant event that offered some comfort but also clearly 

indicated the imminence of death. [52,53] The prevailing narrative that anticipatory 

medications are purely a reassurance, prevalent in much of the published literature and end-

of-life care guidance, did not stand up to detailed scrutiny. This was my impetus to undertake 

the doctoral research to understand community anticipatory medication practice and 

perspectives of this care.    

 

Dying at home is a practical accomplishment. It involves the patient, their informal 

caregivers and family responding to and dealing with unfamiliar and fluctuating situations 

and symptoms. [33,39,54,55] Dying can be a stressful and unpleasant experience for patients 

and informal caregivers, especially when they are faced with a failing body and symptoms of 

pain or distress. [56–58] The sustainability of care at home is often reliant on the ongoing 

advice, guidance and practical input of nurses and GPs. The prescribing of anticipatory 

medications is a professional intervention in order to plan and manage these challenges in 

care during the last days of life. It is based on clinicians’ expertise regarding what dying may 

involve. [8,20,21] 
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It is widely accepted that dying is made more bearable if pain and other symptoms are 

palliated through use of medication. Therefore, the experience of dying is medically 

controlled to some degree, whilst clinicians endeavour neither to hasten nor to delay death. 

[20,41,59–61] However, patients can have diverse and evolving ideas about how they should 

die, what care they want and whether this should involve medication. [4,34,62] Although 

there is no universally agreed “rulebook” for dying, there are performative elements to the 

process that are shaped by the expectations of clinicians, families and the social and 

healthcare structures that surround patients. [59,63,64] 

 

How anticipatory medications are construed and used is socially constructed and constantly 

renegotiated through discussions and experiences. [59,65] Whilst the ready availability of 

anticipatory medication might be reassuring for some, it may equally raise concerns among 

patients and informal caregivers about what lies ahead. What is discussed about anticipatory 

medications with patients and informal caregivers, their involvement in prescription and 

administration decisions, and how this care is experienced requires detailed investigation. My 

research seeks to generate a greater understanding about how this key end-of-life care 

intervention is interpreted by all parties in order to provide insights into how dying care is 

experienced and in what ways it can be improved.  

 

1.4.3   Safety concerns 

 

The potential safety concerns associated with the prescription of anticipatory medications 

have been insufficiently addressed in National Institute for Health and Care Excellence 

(NICE) and other best practice guidance. [8,10,27,66] The prescription for future use of 

controlled medications, including strong opioids, is atypical clinical practice and leaves open 

considerable uncertainty about their appropriate use. [21,66] The prescriber remains 

responsible for the drugs, which may remain in the home or care home for weeks or months 

while the patient’s condition and needs fluctuate; indeed, it is not unheard of for patients 

thought to be in the dying phase to improve and live for several months. [67] Medications are 

open to misuse, especially if there is a history of drug abuse in the household. [21] There are 

also concerns that these medications could be given inappropriately by visiting 

clinicians unless they undertake a thorough assessment to rule out reversible causes of 

distressing symptoms and to confirm that the patient is close to the end of their life. 

[20,21,66,68–70] 
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Two independent reviews that have been conducted in England have raised concerns about 

the safety of anticipatory prescribing. The Liverpool Care Pathway independent review found 

that the use of anticipatory medication without adequate explanation or justification led to 

concerns in families that patients had been over-sedated and that the drugs had hastened their 

deaths. [17] Following widespread public concern about the use of injectable medication and 

the cessation of the Liverpool Care Pathway in the UK, NICE issued guidance that advocated 

individualised anticipatory prescribing. [8] The same guidance also raised concerns that 

anticipatory medications might still be prescribed in a ‘blanket-like fashion’ by inexperienced 

clinicians. [71] More recently, the independent inquiry into practice at the Gosport War 

Memorial Hospital found that at least 465 patients had died after opioids were 

prescribed ahead of possible need and then administered in unjustified doses; [18] this 

institutionalised practice involved hospital nurses who acted on the very unusual 

clinical instructions of one GP prescriber. There is less oversight of community care that 

involves the use of anticipatory medication than of similar hospital-based care, since practice 

occurs in patients’ homes, where nurses take on the clinical responsibilities of diagnosing 

dying and titrating medication doses. [13,20]  

 

These safety concerns highlight the importance of understanding current anticipatory 

medication practice and how care is viewed and experienced by patients, informal caregivers 

and GPs. When I undertook my doctoral research, there was limited knowledge regarding 

anticipatory medication prescription and administration practices in the community.  

 

1.5   Studying anticipatory medication care  
 

I sought to understand anticipatory medication practices and perspectives of this care by 

considering care beyond the predominant clinical assumption that the intervention must be 

universally beneficial. I used a social constructionist perspective, which involved 

consideration of how anticipatory medication decisions were made, viewed and experienced 

by clinicians, patients and informal caregivers. My applied research was grounded in 

clinicians’ documented practice and in patient, informal caregiver and clinician accounts; I 

recognised that these accounts were socially constructed and served to present participant 

opinions as well as reports of events. As a nurse researcher, I sought to provide practical 
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insights into how care decisions and the complexities of dying care were subjectively 

experienced and navigated in social worlds. [72,73] I drew on a range of end-of-life research 

and sociological and psychological literature to interpret accounts in my three sequential 

research studies. I synthesised the key insights from my three studies and drew on substantive 

sociological and psychological theories to discuss the results (Chapter eight). Key to my 

interpretation throughout were the ways in which social interactions, healthcare structures 

and social practices shaped experiences of anticipatory medication care and dying in the 

community. [65,74,75]  

 

Rather than considering anticipatory medication as an inherently ‘good’ or ‘bad’ intervention, 

my aim was to provide scholarly insight into what happens in practice and the implications of 

this for experiences of care during the dying phase. Anticipatory prescribing is intended to 

prevent suffering, yet it has a series of potential unanticipated effects and may shape care 

experiences in both positive and negative ways. In the conclusion of my thesis, I suggest 

ways in which anticipatory medication care in the community might be improved. I also 

identify the ways in which scientific knowledge of an increasingly important end-of-life care 

intervention can be advanced for the benefit of patients, their families and informal 

caregivers.  

 

1.6   Multiphase mixed methods 
 

To understand practices in the prescription and use of anticipatory medications in the 

community and perspectives of this care, I investigated and interpreted views, experiences 

and documented care that I discovered in Flinton and Westshire. I designed and carried out a 

multiphase, mixed-methods doctoral research project. I first interviewed thirteen GPs 

concerning their decision-making processes in the prescription and use of anticipatory 

medication. These findings informed my next mixed-methods study, an investigation of the 

records of 329 deceased patients to understand the frequency, timing and recorded 

circumstances of the prescription and administration of anticipatory medication across eleven 

GP practices. Both studies informed the last part of my research, a multi-perspective 

longitudinal interview study centred on eleven patient cases. For this third study, I 

interviewed six patients, nine informal caregivers and six of their clinicians to understand 

their views and experiences of decisions to prescribe and use medications. I conducted the 



 32 

fieldwork between 2017 and 2020. In this thesis, I present my sequential analysis of each 

study, after which I triangulate and synthesise the findings to provide rich and detailed 

insights into end-of-life anticipatory medication care.  

 

1.7   Definitions  
 

1.7.1   End-of-life care  

 

I use the term ‘End-of-life care’ in this thesis to refer to the support and care offered to 

patients who were considered likely to die within twelve months. This is in line with General 

Medical Council [76] and NICE classifications. [77] I define end-of-life care as support that 

is offered to patients with ‘advanced, progressive, incurable conditions’ so that they can live 

as well as possible until their death. [77] This includes clinical input that focuses on the 

management of pain and other distressing symptoms and provision of psychological, social, 

practical and spiritual support to the patient and those close to them. [35,76,78,79] However, 

when end-of-life care starts has become increasingly blurred as clinicians aspire to offer 

palliative care to patients living with chronic, progressive conditions. [60,35] Some patients 

may be assessed clinically as having an end-of-life diagnosis and live for considerably longer 

than twelve months.  
 

1.7.2   Last days of life 

 

I use the terms ‘last days of life’ and ‘dying’ interchangeably to refer to care in the final days 

of life. However, there are no universally agreed, definitive criteria for the categorical 

identification of when a patient enters their last two to three days of life. [8] Increasing 

numbers of patients die gradually with multiple, complex, chronic conditions and frailty; in 

these situations, it is particularly difficult to establish whether someone is in their last days of 

life or might subsequently stabilise. [8,67,80,81] In practice, last-days-of-life care can last for 

hours, days or one to two weeks, shaped by the person’s underlying terminal conditions, 

symptoms, circumstances, strength of will and energy reserves. [8,35,82]  

 

1.7.3   Participants 
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I use the term ‘patient’1 to describe people who are receiving care at the end of their lives. 

‘Informal caregiver’ refers to family or friends who provide physical care and / or emotional 

support for patients. [83] ‘Clinician’ is used to describe doctors and trained nurses. 

 

1.8   Boundaries of the research 
 

My doctoral research focused on the prescription and administration of anticipatory 

medication for adult patients living at home and in residential care homes. The term 

‘community’ is used throughout this thesis to refer to care in both settings. A large proportion 

of end-of-life care in England is provided in these settings [5,37] and there is a concerted 

policy drive to deliver more last-days-of-life care in the community. [35,40,50,84] I did not 

include participants who were living in nursing homes, since they have access to on-site 

trained nurses who are able to assess needs and administer anticipatory medications rather 

than requesting that community nurses visit to provide care. Consequently, the care of dying 

patients in nursing homes may differ considerably from the care of those at home or in 

residential care. 

 

My research focused on the care of patients who were dying from any terminal condition 

except trauma, suicide or sudden unexpected death. Progressive, advanced, chronic 

conditions account for around 75% of deaths in England [85] and rates are estimated to be 

similar in other high-income countries. [86] There is a drive in English end-of-life policies 

and clinical guidance to seek to identify and plan for the final stages of life for all patients 

who are considered likely to die within the next twelve months from advanced, progressive, 

incurable conditions, multiple chronic illnesses and frailty. [27,35,50] Consequently, in cases 

in which death is expected, anticipatory prescribing may occur as part of proactive end-of-life 

care planning. [8,10,27] 

 

1.9   Research aims and questions 
 

The aim of my research was to understand community end-of-life anticipatory medication 

practice and patients’, informal caregivers’ and clinicians’ perspectives of this care. To 

achieve this, I had two research objectives.  
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1) To assess the evidence that informed community anticipatory medication care through:  

a) examination of how anticipatory prescribing guidance has evolved through 

      successive English end-of-life policies and initiatives; and 

 

b) a systematic review of the published evidence concerning anticipatory prescribing    

in the community.  

 

2) To investigate empirically:  

a) the practices that were employed in the prescription and use of  anticipatory 

medications in the community; and  

b) the views and experiences of patients, informal caregivers and clinicians regarding 

these practices.  

 

Hence, my research questions (RQs) regarding injectable anticipatory medications for adults 

at the end of their lives in the community were:  

 

RQ1.   What is the published evidence base that informs policy and practice? 

RQ2.   What are GPs’ decision-making processes in the prescribing and use of these 

            medications? 

RQ3.   What is the frequency, timing and recorded circumstances of the prescription and 

            administration of these medications?  

RQ4.   What are patients’, informal caregivers’ and their clinicians’ views and experiences of  

            decisions to prescribe and use these medications? 

 

1.10   Overview of the thesis  
 

I begin by describing in Chapter two how English end-of-life care policy has focused on the 

provision of more last-days-of-life care in the community. I then assess how anticipatory 

prescribing has become a major, standardised, end-of-life care planning intervention in 

successive national policies and guidance. During its evolution, anticipatory prescribing has 

been successfully decoupled from the discontinued and highly controversial Liverpool Care 

Pathway.  
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My systematic review, which is presented in Chapter three, concludes that anticipatory 

prescribing practice and policy has been based on an inadequate evidence base. Care is based 

primarily on clinicians’ beliefs and expert consensus that anticipatory medication offers 

reassurance to all and facilitates effective symptom control. Prescription and administration 

practices are poorly understood; the views and experiences of patients, informal caregivers 

and GPs have not been adequately investigated to date.  

 

To address these substantial knowledge gaps, Chapter four outlines my multiphase mixed-

methods research and analysis steps. In Chapters five to seven, I present the findings of my 

three sequential studies, which considered in turn GPs’ decision-making processes in 

prescribing anticipatory medication, documented practices in the prescribing and 

administration of medication, and the views and experiences of patients, informal caregivers 

and their clinicians of decisions to prescribe and use such medication. I found that 

standardised drugs and doses were frequently prescribed and were often administered. 

Anticipatory prescribing was predominantly implemented as part of a standardised end-of-

life care package which helped clinicians to manage the unknowns in the dying process and 

the resource constraints of community healthcare provision. The presence of drugs in the 

home for weeks or months shaped care decisions in unexpected ways and led to several 

safety concerns. Discussion among clinicians, patients and informal caregivers of the process 

of dying and the role of anticipatory medication in the control of symptoms was often vague 

and inadequate or did not take place at all. Patients and informal caregivers appreciated the 

ready availability of the medication but some expressed ambivalence about anticipatory 

medications and whether their use might hasten death. Although the anticipatory medication 

that had been administered had generally helped to control symptoms, some informal 

caregivers reported that they had felt disempowered by nurses’ decisions to administer drugs.  

 

In Chapter eight, I synthesise these issues and consider them within the context of social 

science literature and theory to provide a comprehensive understanding of anticipatory 

medication care. I conclude in Chapter nine with an explanation of how my research has 

advanced knowledge and usefully contributes to research on end-of-life care. I provide 

recommendations to improve care experiences and patient safety in clinical practice and 

through policy changes, and I consider priority areas that require future research.  
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Chapter two 

‘It had become a toxic brand. Once we’d heard people say they did not 

want to go to Liverpool, and they did not know what the pathway was … it 

was too late’    

Baroness Neuberger, 2016 [87]  
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Chapter 2 

The evolution of anticipatory medications within English 

end-of-life care policy  
 

2.1   Introduction 
 

The growing importance of community anticipatory medications has been shaped by key 

English end-of-life care policy and guidance initiatives. However, as I explore within this 

chapter, the drive towards more individualised end-of-life care does not match with some 

guidance that promotes standardised anticipatory prescribing. Successive English end-of-life 

care policies and guidance have increasingly focused on the provision of more care during 

the last days of life in the community, particularly at home and in care homes. [35,40,50] 

However, poor control of symptoms and families and professionals feeling unable to 

maintain adequate care at home have been major contributing factors to hospital admissions 

in the last days of life. [19,55,88,89] Consequently, anticipatory prescribing has become a 

central, proactive intervention that is advocated in end-of-life care policies and guidance to 

anticipate and manage pain and other symptoms of distress during the dying process. The 

availability of anticipatory medications in the home is intended to help to accomplish the first 

of the following five principles of palliative and end-of-life care:  

1) Provide relief from pain and other distressing symptoms;  

2) Offer person-centred care that focuses on quality of life and incorporates 

psychological, social and spiritual care;  

3) Provide open and sensitive communication with patients, families and other  

    professionals;  

4) Respect patient autonomy and choice; and  

5) Neither hasten nor postpone death. [60,78,79]  

 

In this chapter, I first consider the growing need for palliative and end-of-life care in the UK 

and how policy has focused on increasing the provision of last-days-of-life care in the 

community. I examine who provides this care. I then explore how anticipatory prescribing 

has evolved in response to tightened regulations on the storage and use of controlled drugs 

introduced in the early 2000s, and to consecutive initiatives in end-of-life care policy. I 
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highlight how anticipatory prescribing has grown to become a widespread, standardised 

intervention in end-of-life care planning, based primarily on the symptom control needs of 

patients dying from cancer. I conclude by considering the limited data that are available in 

England on symptom control during patients’ last days of life at home or in care homes. 

  

2.2   An ageing population with more health needs 
 

The ageing population and epidemiological changes in England and the rest of the UK have 

prompted increased attention to be paid to end-of-life care in health policy over the last two 

decades. Most deaths occur in old age after a period of illness that involves one or more 

chronic conditions such as dementia, cardiovascular disease, cancer or respiratory disease. 

[35,90,91] In mid-2020, 18.6% of the UK population was estimated to be aged 65 and over 

and 2.5% aged 85 and over. [92] By 2043, 24% of the population is projected to be aged 65 

and over, with the number of people aged 85 and over set to double from the current figure. 

[93,94] The number of people living with multiple chronic conditions is also increasing in 

England: 67.8% of people aged 65 and over are predicted to be living with two or more 

chronic conditions by 2035, compared to 54% in 2015. [95,96] Provision of timely and 

appropriate end-of-life care has become a pressing public health and societal issue. 

 

Demand for end-of-life care is increasing. In 2019, 495,000 people died in England [97,98] 

and this rose to 575,000 in 2020 following the start of the Covid-19 pandemic. [37] Before 

the pandemic, the number of UK annual deaths was projected to increase from 589,000 in 

2019 to 756,000 by 2039. [94] See Figure 2.1. Over the last 20 years, these population 

alterations have created a powerful impetus for change in the provision of end-of-life care: 

increased hospital-based care provision would require unaffordable long-term investment to 

meet these increasing end-of-life care requirements.[35,99–101]  
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Figure 2.1.  Projected numbers of deaths in UK by year. Source: Office for National 

Statistics (2019) [94] 

 

2.3   More end-of-life care in the community 
 

English national strategies have for many years encouraged increased end-of-life care 

provision in the community. [35,50,100,102] By 2007, hospital deaths had steadily increased 

to 56% of all deaths [35,36] and there was persistent pressure to reverse this trend. The focus 

of models of last-days-of-life care in the 2000s shifted towards community-based care, based 

on the persuasive argument that most people would prefer to die at home or in a care home 

rather than in hospital, provided that high-quality care and timely symptom control could be 

assured. [29,30,35,102] Evidence suggests that while patients have a general preference for 

dying at home, patient and family preferences may shift as needs and situations change, and 

hospice or hospital-based last-days of-life care can become preferable for some. 

[19,30,32,33,55]  
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In the early 2000s, access to high quality end-of-life care in the community was inconsistent 

and disease-focused. People dying from cancer were much more likely to receive end-of-life 

care support outside hospital than those dying from other causes. [35] Yet, twice as many 

people die from multiple chronic conditions, dementia or due to frailty than from cancer in 

England and other high-income societies. [31,91] These inequalities in access to care 

continue to an extent; people without a cancer diagnosis, those aged 85 and over, and frail 

patients who do not have a formal ‘terminal’ diagnosis are less likely to receive community-

based end-of-life care support than those who have such diagnoses. [80,103,104] Disease-

orientated models of end-of-life care have remained in place despite the national initiatives 

that are discussed in this chapter. 

 

There is a widespread perception among policy makers that end-of-life care provision at 

home is less expensive than in hospital and results in better patient experience. [28,35,39] 

However, the quality of care that can be achieved for a home death depends on patient and 

clinician preferences for planning, the end-of-life support that is available, symptom 

management and the sustainability of care from families, friends and professionals. 

[33,34,44,105,106] Equally, there is no robust evidence of the respective costs of providing 

end-of-life care in different settings. [107,108] The financial costs of a home death may be 

just as high as of those that occur in hospital, but the costs are distributed across NHS, social 

care and charity services, and patients and families. The healthcare resources needed to 

provide community end-of-life care are substantial and it is argued that provision must be 

doubled by 2040 to meet the projected needs of the ageing UK population. [84,98] 

 

2.4   Community care provision  
 

End-of-life care at home involves support for the dying person from a range of groups, often 

working together.  

 

2.4.1   Informal caregivers 

 

Informal caregivers, who include friends and family members, shoulder considerable 

responsibility for the provision of end-of-life care and support at home. In the context of 

constrained health and social care support, their role in the last weeks of life is crucial. 
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[52,55,58,106,109] As the patient becomes weaker, they provide increasing levels of physical 

and emotional support. They typically oversee and manage the patient’s oral end-of-life 

medications and are also increasingly expected to undertake complex care and technical 

medication tasks with little or no training. [57,105,110,111] This trend has been exacerbated 

by the Covid-19 pandemic. [25,26,112] Informal caregivers also organise paid care and liaise 

with professionals; having considerable insights into the patient’s wishes and care 

preferences, they frequently advocate on their behalf when the dying person is no longer able 

to express these themselves. This work is complex and is performed during a time of great 

stress; many need extensive professional support to navigate the complexities of meeting 

ever-changing needs and managing symptoms at home.  

 

2.4.2   Community healthcare  

 

Community nurses and GPs provide most community-based end-of-life healthcare. As 

patients become less well and more housebound, the community nursing team tends to take 

the lead in the coordination of healthcare and the delivery of clinical interventions, including 

the administration of anticipatory medications: GPs provide regular or periodic medical 

oversight and input. [113–115] Community nurses have extended their end-of-life care roles 

during the Covid-19 pandemic, often out of necessity, and are increasingly making medical 

decisions with remote GP or specialist support. [26,115–117] Some nurses have expressed 

concern that GPs and specialist palliative care services have stepped back, leaving them 

feeling professionally isolated and vulnerable. [115] 

 

Community nursing teams visit dying people in their own homes during normal working 

hours and out of hours (overnight, weekends and public holidays) when necessary. However, 

some areas of England do not have access to 24-hour community nursing services, despite 

repeated calls in national policy for this to be a minimum standard for the delivery of 

community end-of-life care. [35,50,118] Doctors and paramedics working out-of-hours 

provide crisis input, particularly when nursing teams are not available or families request 

their help, and may administer anticipatory medications. [19,89] Despite a range of initiatives 

to aid continuity of care and information sharing, [35,50] clinicians who work out-of-hours 

periods are often unfamiliar with patient situations and have limited access to up-to-date 

clinical information. [19,114,119–121] 
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2.4.3   Specialist palliative care  

 

Community nurse and GP care is supplemented by the advice and support of specialist 

palliative care nurses and doctors when patients have been referred for community or hospice 

services. Specialist palliative care encompasses the principles of palliative care with added 

focus and skills in holistic care that include complex symptom control, and psychological, 

social and spiritual support. [60,78] Hospices provide specialist palliative support for 

community and hospice inpatients: despite expectations that services are available according 

to need, [77] having a cancer diagnosis continues to be the primary determinant of access to 

specialist palliative care. [103,122] Hospice inpatient beds are limited in number and are 

usually reserved for patients who have significant and complex physical, psychological and 

spiritual needs as defined by these specialists. Patients whose needs are less complex and 

those who feel isolated are often able to attend hospice day centres once or twice a week for a 

set period to help with symptom management, provide respite for informal caregivers and to 

facilitate advance care planning. [56] 

 

Hospice services are increasingly providing “hospice at home” care. [123] These services 

offer varying amounts of input, typically involving a limited number of day or night-time 

episodes of care from trained carers or nurses that last several hours (considerably longer 

than community nursing visits) to support dying patients and their families during the last 

few weeks and days of life. Trained nurses in these teams can administer anticipatory 

medications.  

 

2.4.4   Social care  

 

Social care at the end of life is infrequently provided by the NHS. Visits by trained carers are 

typically provided by a combination of local authority and private care agencies. Care 

provision may be free or subsidised depending on the patient’s needs, which are assessed by 

social services, and their financial means. Paid carers visit to provide short periods of care to 

help with meals, medication and personal care, usually with a maximum limit of four visits a 

day. Patients in care homes have the advantage of on-site trained carers available 24 hours a 

day. However, access to trained carers does not equate to access to skilled care; trained carers 

may lack the knowledge and confidence to provide end-of-life care and many patients need 
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extensive community healthcare support. [81,82,102,121] Trained carers are not able to give 

injectable anticipatory medications. 

 

The structural separation of health and social care at the end of life has been raised frequently 

as a hindrance to coordinated and timely care. [55,124,125] Some patients in their last weeks 

of life are entitled in England to free NHS-funded healthcare provision, funded by NHS 

Continuing Healthcare. [126] However, this can only start once community nurses recognise 

that a patient is close to death and successfully apply for funding. When patients are funded 

to receive NHS Continuing Healthcare, the number and timing of visits are constrained by the 

capacity of local care agencies and the funding available. In summary, it is difficult to access 

timely and comprehensive, hands-on home visits from trained carers at the end of a person’s 

life, even for those with experience of the health and social care system. 

 

2.5   End-of-life care policies and guidance 
 

The practice of anticipatory prescribing in the community has been shaped by key events and 

English end-of-life strategies and guidance. See Table 2.1. In this section, I consider how the 

move towards individualised end-of-life care in national guidance does not match with the 

standardisation of anticipatory prescription recommendations. 

 

Table 2.1. Key English end-of-life care policies and guidance since 2004 

 
Year Policy and guidance Related key events  

2004 NHS End of Life Care Programme: Liverpool Care Pathway for the 

Dying and Gold Standards Framework 

Legislative changes following the 

Harold Shipman murders 

2008 National End of Life Care Strategy (EOLCS) 

 

NHS Next Stage Review (2008) and 

end-of-life care quality standards  

2012 More care, less pathway: independent review of the Liverpool Care 

Pathway  

Public concerns about the Liverpool 

Care Pathway 

2014 One Chance to Get it Right  

2014  Actions for End of Life care: 2014-16 NHS Five Years Forward View policy 

(2014) 

2015 What’s important to me: a review of choice in end of life care  

2015 Ambitions for Palliative and End of Life Care: a national framework 

for local action, 2015-2020 
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2015 National Institute for Health and Care Excellence: care of dying 

adults in the last days of life 

 

  

2019 The Daffodil Standards The NHS Long-term Plan (2019) 

2021 Ambitions for Palliative and End of Life Care: a national framework 

for local action, 2021-2026 

Covid-19 pandemic (2020- ) 

 

2.5.1   The Shipman effect 

 

Until the early 2000s, anticipatory prescribing was uncommon practice in the community. It 

was usual practice for GPs to carry small supplies of injectable opioids and other symptom 

control drugs to take on home visits. If a dying patient required an injection, this was given 

during the visit. A few vials were then left with written instructions so that community nurses 

could administer the drugs as necessary and a prescription for more drugs was issued. This 

did not necessarily lead to timely, effective or consistent last-days-of-life care; inequalities in 

care and symptom control, especially during out-of-hours periods, were a major concern for 

families, clinicians and policy makers. [35,127,128] 

 

One high-profile case led to more stringent drug regulations and changed end-of-life care 

prescribing practices. In 2000, Dr Harold Shipman, a GP in England, was convicted of 

murdering 15 patients in their homes through administration of lethal doses of injectable 

opioids, under the pretence of providing care during their last days of life. An independent 

inquiry subsequently discovered that he had killed at least 215 of his patients through 

administration of lethal injections over 23 years as a GP. [129] The trial and a series of 

inquiries were widely covered in the media, and this scrutiny sharpened public perceptions of 

the potentially dangerous nature of injectable morphine and its association with hastening 

death. [20,130,131] Several studies reported that GPs were subsequently more reluctant to 

prescribe opioids at the end of life. [21,114,132,133] Guidance regarding storage and use of 

controlled drugs and legislative changes from the early 2000s onwards also made it 

increasingly problematic and bureaucratic for GPs to carry, prescribe or dispense controlled 

drugs, including opioids, during home visits. [134] The prescription of anticipatory 

medication ahead of need to named patients sought to address these difficulties, [22] although 

it did not address doctors’ reluctance to prescribe opioids.  

 

2.5.2   NHS End of Life Care Programme 
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National recognition grew that end-of-life care in the community was inconsistent and often 

suboptimal unless it involved substantial input from specialist palliative care. [17,125,135] 

From 2004, the NHS End of Life Care Programme endorsed and incentivised the widespread 

implementation of two clinical frameworks that applied the principles of palliative care 

across community and hospital settings: the Liverpool Care Pathway and the Gold Standards 

Framework. [35,60] The implementation of these frameworks quickly become a priority, 

with £12 million of government funds over three years to support their introduction, 

alongside other best practice guidance in all care settings. [136] The Programme coincided 

with the publication of NICE guidance, which recommended that the care needs of adult 

patients dying from cancer should be anticipated and met through application of palliative 

care principles, [137] including the prescribing of anticipatory medications in the community 

to aid timely symptom control.  

 

2.5.3   The Liverpool Care Pathway for the Dying  

 

The first clinical framework endorsed under the NHS End of Life Care Programme was the 

Liverpool Care Pathway, a tool to guide care of dying patients in their last days of life. The 

Pathway was developed in response to evidence of inconstant and, at times, distressing care 

of the dying outside specialist palliative care settings. [17,87] Care Pathway provided the 

minimum clinical standards of palliative care for the diagnosis of dying, communication 

requirements, discontinuation of non-essential medication and interventions, prescription of 

anticipatory medications, comfort that should be offered to the patient and care of the family. 

[135] Devised for use within the context of broad training in end-of-life care, the Liverpool 

Care Pathway was introduced rapidly in hospitals and later in the community. [1,35] 

 

The Pathway introduced a systematic approach to symptom control in the dying phase and 

advised the prescription of injectable anticipatory medications with standardised dose ranges 

for common symptoms of pain, breathlessness (termed dyspnoea), agitation, nausea, 

vomiting and noisy respiratory tract secretions. These prescriptive standards were based on 

the typical symptom profiles that were reported in medical records when patients, often with 

complex needs, died in hospice settings from advanced cancer. [135,138,139] The symptom 

profiles of patients dying from non-cancer conditions or in non-specialist palliative care 
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settings and the clinical effectiveness and safety of the recommended medications were not 

evaluated before the Liverpool Care Pathway was widely implemented. [8,135]  

 

2.5.4   The Gold Standards Framework 

 

The Gold Standards Framework was the second clinical tool supported under the NHS End of 

Life Care Programme. Providing detailed guidance for the management and coordination of 

care in the last year of life in community settings, it included ways to identify appropriate 

patients, discussion of and making advance care plans, communication and continuity of care, 

avoidance of unnecessary emergency hospital admissions, and symptom control. [1] 

Anticipatory medications were presented in the Framework as an essential intervention to 

ensure that symptoms could be controlled in a timely way in the last days of life and to 

prevent crisis hospital admissions. The authors directly applied the Liverpool Care Pathway 

guidance on anticipatory medication to all dying patients in the community, advising that a 

standard pack of four drugs for common symptoms should be prescribed. [1] The Gold 

Standards Framework was progressively implemented in GP practices across England from 

2004, supported by additional payments under GPs’ Quality and Outcomes Framework for 

the identification of eligible patients and use of the tool. [35,39]  

 

Both the Gold Standards Framework and the Liverpool Care Pathway were coherent attempts 

to apply key components of palliative care at scale through standardised ‘best practice’ 

clinical frameworks for all dying patients. However, the majority of patients identified as 

suitable for these Frameworks remained those with terminal cancer as their prognoses and 

dying trajectories were more readily identifiable by non-specialists. [35,67,140] By 2008, the 

Department of Health estimated that 75% of GP practices, 85% of hospitals and 7.6% of care 

homes were using the Gold Standards Framework or the Liverpool Care Pathway to some 

degree. [35] The accuracy of these figures has been called into question: for instance, slow or 

incomplete adoption of the Gold Standards Framework was commonplace. [141] However, 

both end-of-life care Frameworks, including anticipatory prescribing, were widely introduced 

in some form. [47,87,141] 

 

A subsequent evaluation of the NHS End of Life Care Programme reported that stakeholders 

held largely positive views of its methods. [142] However, in an early warning sign of 

troubles ahead, the over-standardisation of dying care from rapid implementation of these 
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Frameworks was frequently not accompanied by adequate clinician training. Concerns were 

expressed that these Frameworks had been developed and rolled out based on limited 

evidence of their effectiveness and limited evaluation. [142] 

 

2.5.5   A unified End of Life Care Strategy 

 

In 2008 the publication of the Department of Health’s ‘End of Life Care Strategy’ (EOLCS) 

marked the first unified English policy to improve quality of, access to and equity of 

palliative and end-of-life care for all patients. The Strategy provided a comprehensive and 

ambitious approach for the identification and support of all patients in their last year of life 

and applied the principles of palliative care to patients dying from any expected cause, 

regardless of care setting. There was also an explicit agenda to facilitate open discussions of 

death and dying and to reverse the trend of most deaths occurring in hospital. [35] The 

underlining assumptions of the Strategy were: crisis hospital admissions result in unnecessary 

interventions and suffering; patients generally want to have end-of-life care at home; open 

discussions about death and dying, advance planning and patient choice about the place of 

care lead to improved end-of-life care experiences; death and dying should be managed. To 

bring to fruition the delivery of high-quality end-of-life care, every organisation involved in 

the care of patients in their last year of life was expected to use a clinical framework to 

anticipate and meet the needs of dying patients. Ideally, this would be the Liverpool Care 

Pathway or the Gold Standards Framework. [35,39,118] 

 

Anticipatory medications were identified within the EOLCS as a key end-of-life clinical 

intervention. Uncoordinated community care during out-of-hours periods and a lack of access 

to crisis medications were identified as contributory factors that led to unnecessary hospital 

admissions; anticipatory prescribing was emphasised as an important and simple intervention 

to address community healthcare system constraints. [35] Since the EOLCS had identified 

that a clinical framework was a central requirement of quality care regardless of the care 

setting, anticipatory prescribing effectively became expected care regardless of where 

patients were living.  

 

Personalised care was encouraged in the EOLCS through the promotion of patient choice. 

The emphasis on choice reflected the sharpening focus on respect for personal autonomy in 

health policy and Western medical ethics. [31,143] Social scientists have observed that the 
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EOLCS promoted a rhetoric of choice that did not reflect the realities of care. [28,31,39,80] 

Patients are often presented only with the choices that clinicians consider appropriate or 

possible within the resources available. [28,31,45,144] Although the importance of exploring 

patient preferences and choice regarding the location of care and stopping treatments were 

frequently mentioned within the Strategy, [35] choice regarding anticipatory prescribing was 

not. Anticipatory medications were presented as a clinical necessity for the management of 

symptoms and system constraints, not an intervention that patients could choose to engage 

with or not.    

 

2.5.6   NHS Next Stage Review and Quality Standards 

 

English policy on end-of-life care, along with NHS care more generally, was becoming 

increasingly focused on the measurement and demonstration of quality at the time the 

EOLCS was released. Considerable public finance had been allocated to the improvement of 

end-of-life care and evidence of impact and care improvements were required. The NHS 

‘Next Stage Review’, [145] also published in 2008, focused on the capture of high-quality 

information about clinical performance, patient satisfaction and improving quality-of-care 

based on local health priorities. The review commissioned NICE to generate indicators of 

national quality processes and outcomes, including for end-of-life care. Local NHS 

commissioners of community healthcare services selected their choice of indicators, with 

payments linked to their achievement. However, the Review did not involve the introduction 

of systems that would equip NHS commissioners and managers with the analytical skills to 

interpret data and to evaluate the consequences of using selective and potentially simplistic 

quality indicators and standards to measure complex systems of care. [146,147] This focus on 

simplistic process indicators had profound effects.  

 

A set of quality indicators and quality standards were published in 2011 to capture and 

incentivise improvements in end-of-life care in the community. These quality indictors and 

quality standards had the potential danger of prioritising process measures over person-

centred outcome indicators. The quality indicators were designed to stimulate quality 

improvements under the Department of Health ‘Transforming Community Services’ (2011) 

initiative. [148] These 43 indicators included three for end-of-life care: 

 1) The percentage of predictable end-of-life deaths that involved care pathways; 

 2) The percentage of patients who were nearing the end of their lives and who had  
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    last days of life care plans; and 

 3) The percentage of patients on end-of-life care pathways who died in their preferred  

     place of care. 

 

The formal introduction of these end-of-life quality indicators, which were already widely 

used voluntarily, further encouraged the use of the Liverpool Care Pathway and the Gold 

Standards Framework, [149] including the prescription of standardised anticipatory 

medications. 

 

NICE standards for end-of-life care were also published in 2011. [77] The ability to rapidly 

access equipment and resources, including anticipatory medications and 24/7 clinical 

services, was defined as a minimum standard in the community. These standards also 

benchmarked quality of care in the last days of life based on the proportion of patients who 

died on a recognised care pathway. [77] However, the NICE quality standards were more 

nuanced in their recognition that symptom control care should be tailored to reflect patients’ 

needs and choices.  

 

2.5.7   The demise of the Liverpool Care Pathway  

 

In 2012, an independent review ‘More Care, Less Pathway’, led by Baroness Julia 

Neuberger, recommended that the Liverpool Care Pathway should be discontinued across the 

UK and replaced with personalised end-of-life care plans. [17] The mass rollout of the 

Liverpool Care Pathway as a standardised tool and the simplistic measurement of the quality 

of end-of-life care through its general application had prompted criticism. The government-

commissioned independent review followed two years of extensive negative media coverage. 

Concerns centred around poor communication with patients and families regarding last-days-

of-life care and a lack of family involvement in clinical decisions made for patients on the 

Pathway. [87,136,150,151]  

 

The Liverpool Care Pathway had mixed results in terms of the quality of care that was 

provided during the last days of life, and its use had profound unintended consequences. The 

review found that, in the right hands, the Pathway had facilitated good care and 

communication; it also found that the Pathway was repeatedly used as a stand-alone tool and 

contributed to a ‘tick-box’ approach to dying care when there was poor leadership and 
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inadequate training. [17] The review panel heard many family accounts of peaceful deaths in 

which timely and appropriately administered anticipatory medications had helped the dying 

patient. There were also recurring family accounts of anticipatory medications being used as 

a ‘chemical cosh’ and of patients being started on strong opioid and sedative injections as a 

matter of course, not because of a need for symptom relief. Despite its strengths when used 

appropriately, the Liverpool Care Pathway was regarded as beyond redemption, particularly 

because it was publicly associated with the receipt by NHS organisations of perverse 

incentives to implement it as standardised care. [87,152] Baroness Neuberger later wrote:  

 

‘It had become a toxic brand. Once we’d heard people say they did not 

want to go to Liverpool, and they did not know what the pathway was … it 

was too late.’  

Baroness Neuberger, 2016 [87] 

 

The review did not recommend changes in anticipatory prescribing practice. This was 

surprising, given that the review report heavily criticised the inappropriate or poorly 

communicated decisions to use injectable anticipatory medications.  The review panel raised 

concerns that concepts of symptom management at the end of life were based on patients who 

were dying from advanced cancer in hospices. The panel called for research into the 

effectiveness and side effects of injectable drugs in other dying populations. [17] 

Anticipatory prescribing effectively became decoupled from the ‘toxic brand’ of the 

Liverpool Care Pathway in practice and subsequent policy.  

 

The withdrawal of the Liverpool Care Pathway had profound repercussions for palliative and 

end-of-life care, many of which are still being experienced. The palliative care community 

largely grieved the loss of the Pathway and responded to the crisis by rationalising that the 

tool had failed only where it was poorly implemented and interpreted. [136,152] However, 

the backlash against the Liverpool Care Pathway also reflected growing discontent among 

some in the medical community and pro-life campaigners. These critics argued that the 

expansion of palliative care principles to population groups that showed uncertain trajectories 

and for whom dying might be reversible, such as frail older people, was not always 

appropriate. [60,136] The episode had highlighted the dangers of an application of 
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standardised symptom control measures that was largely based on palliative care values and 

aspirations in a cancer population, without a robust evidence base. [8,17,153] It could no 

longer be assumed that palliative care would be unconditionally welcomed by all, as had been 

the case for the 2008 EOLCS. [136] 

 

2.5.8   One Chance to Get it Right 

 

The dramatic discontinuation of the Liverpool Care Pathway led to a sudden lack of cohesive 

guidance on last-days-of-life care in national policy and practice. This was addressed by the 

release of the ‘One Chance to Get it Right’ guidance document in 2014. [51] The authors 

were members of the recently formed ‘Leadership Alliance for the Care of Dying People’. 

This was the first time that a national English end-of-life care guidance document had been 

co-produced with a wide-ranging collaboration of 21 national organisations that included 

NHS England, the Department of Health, professional bodies and palliative care charities. 

The perceived reduction in public confidence in end-of-life care practices that followed the 

demise of the Liverpool Care Pathway necessitated a coherent and person-centred approach 

in policy. Responding to the findings of the independent review of the Liverpool Care 

Pathway, the Alliance drew up five priorities for the care of dying patients, which echoed the 

aims of the EOLCS but placed more importance on individualised plans of care and the 

involvement of patients and families in clinical decision-making. Clear and sensitive 

communication was strongly emphasised, with any reference to end-of-life pathways 

removed from national policy discourse.  

 

Anticipatory prescribing continued to be advocated as best practice within the One Chance-to 

Get it Right guidance. The provisos were that starting doses should be appropriate to 

probable need and regularly reviewed, and the use and side-effects of the drugs should be 

explained to dying people and their families so that they could make informed decisions. [51] 

This represented a major shift in anticipatory prescribing policy. Use of these medicines 

changed from being a standard process decided by clinicians to an individualised process that 

was to be decided by clinicians in conversation with patients and those important to them. A 

second significant change was the guidance that anticipatory medications should now be 

prescribed as early as clinically justified and possible. Before this, the Liverpool Care 

Pathway advised prescribing anticipatory medications once someone had been identified as 

entering their last days of life. The move to putting anticipatory prescriptions in place at an 
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earlier stage reflected the trend towards early end-of-life care planning interventions more 

generally. [60]  

 

2.5.9   Actions for End of Life Care: 2014-16 

 

NHS England published a refreshed short-term action plan in 2014, ‘Actions for End of Life 

Care: 2014-16’, [154] following its establishment as a government organisation and whilst a 

more detailed strategy was developed following the withdrawal of the Liverpool Care 

Pathway. The success of the EOLCS (2008) in reversing the upward trend in the number of 

foreseen deaths that occurred in hospital was acknowledged. The most pressing policy 

priorities had become ensuring that care was consistent, of high quality and personalised, and 

that inequalities in care were addressed. End-of-life care was reconceptualised as person-

centred, communication-focused and integrated across health and social services. This 

change reflected wider government policy to better meet the needs of patients with chronic 

conditions by joining-up care across services. [155,156] This was an intentional and marked 

departure from the process-driven, end-of-life care pathway model that had been promoted in 

earlier strategies and quality measurements. Partnerships with patients and families in care 

decisions took precedence over clinical processes and a focus on the promotion of key 

choices. Healthcare organisations were still given the task of refining and standardising 

clinical processes that improved the consistency and coordination of care in the community. 

 

2.5.10  What’s important to me 

 

The Choice in End-of-Life Care Programme Board in 2015 published its government-

commissioned independent review into the ways in which the quality and experience of end-

of-life care could be improved. [102] The review findings mirrored the shifting focus of 

policy towards giving patients and families greater control and involvement in decisions 

about their care, including pain and symptom control. Access to timely and effective 

symptom control, facilitated by anticipatory prescribing, was highlighted as of particular 

importance to the people with whom the review engaged. Many inequalities in care provision 

were raised within the report; the review reiterated previous calls [35,77,118] for 

commissioners and services to invest in 24/7 community nursing services to improve 

symptom control and patients’ and families’ experiences of care.  
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2.5.11   Ambitions for Palliative and End of Life Care, 2015 - 2020 

 

In September 2015, the follow-up to the 2008 EOLCS was published under the title 

‘Ambitions for Palliative and End of Life Care’. [50] This five-year plan reiterated the 

importance of reframing strategy around a person-centred approach to care and learning 

lessons from reports into poor care. It was a collaborative national strategy that provided a 

broad vision and six ambitions to facilitate improvements in end-of-life care, rather than a 

centralised plan of how care should be delivered. The approach reflected the decentralisation 

of commissioning to local systems of care and caution regarding the use of crude 

measurements of quality following the problems with the Liverpool Care Pathway. 

Anticipatory prescribing was not mentioned within the strategy. However, the focus of last-

days-of-life care remained on the provision of comfortable and pain-free deaths through use 

of individualised plans of care, in accord with the One Chance to Get it Right guidance. The 

Ambitions plan was updated in 2021: it was little changed, with emphasis placed on recovery 

after the Covid-19 pandemic and addressing the health and care inequalities that the 

pandemic had accentuated. [40]  

 

2.5.12    Care of dying adults in the last days of life  

 

In December 2015, NICE guidance ‘Care of dying adults in the last days of life’ was 

published. [8] The importance of shared decision-making and communication with patients 

and families was emphasised throughout. The guidance was a coherent and detailed attempt 

to provide robust, evidence-based recommendations for clinical interventions and to resolve 

concerns that dying care was based primarily on palliative-care values and aspirations. 

[17,136] The guidance emphasised that its anticipatory prescribing recommendations were 

based on inadequate knowledge of dying symptom profiles, the clinical effectiveness of 

medications and their potential adverse effects. The guidance called for a wide range of 

research to be conducted into the clinical and cost-effectiveness of anticipatory prescribing. 

 

While recognising that anticipatory prescribing remains recommended best practice based on 

expert consensus, the NICE recommendations shifted the focus onto individualised 

anticipatory prescribing. It stated that patient preferences should be taken into consideration 

alongside proactive management of common symptoms that occurred during the last days of 

life, such as symptoms of pain, breathlessness, agitation, nausea and vomiting, and 
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respiratory tract secretions. Concern was expressed that injectable medicines may be 

prescribed for ease in a standardised, ‘blanket-like fashion’. For the first time in national 

guidance, NICE acknowledged the importance of exploring patient and family preferences 

and their concerns about anticipatory medications and the requirement for assessment of the 

psychological benefits and harms of prescribing. However, despite numerous uncertainties 

about the impact of the intervention, the guidance also recommended that suitable 

anticipatory medications be prescribed as early as possible. This nuanced balance between 

individualised and standardised prescription is complex and problematic for generalists such 

as GPs and community nurses to incorporate into their practice, especially those less 

experienced in care of the dying.  

 

2.5.13   Gosport War Memorial Hospital independent inquiry  

 

In 2018, concerns were raised again about the risks of anticipatory prescribing. The 

independent inquiry into the practices that had been used at the Gosport War Memorial 

Hospital in England found that at least 465 patients had died when opioids had been 

prescribed ahead of need by a GP working as a hospital clinical assistant. Many of these 

prescriptions contained the instructions ‘please make comfortable’, and the drugs were 

then administered in unjustified doses by nurses through continuous subcutaneous 

infusions (syringe pumps / drivers). [18] These anticipatory prescribing and 

administration practices were highly anomalous and do not reflect recommended last-days-

of-life care. [8] Most of these patients were in hospital for rehabilitation; they were not 

terminally ill and did not consent to receipt of the medications. [18,70] However, these 

anomalous practices became accepted culture for a prolonged period on one hospital ward 

where there was inadequate governance and family concerns were ignored. [157] The 

Gosport Hospital inquiry findings emphasised the risks of the prescription of anticipatory 

medications with excessive starting doses or wide dose ranges, the administration of which 

would be started by unknown clinicians. [70] The implications of the inquiry findings have 

yet to be explicitly addressed in end-of-life care guidance due to the prioritisation of the 

problems caused by the Covid-19 pandemic. 

 

2.5.14   The Daffodil Standards  
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In 2019, the UK charity Marie Curie and the Royal College of General Practitioners released 

the Daffodil Standards, which were recognised by the National Palliative and End of Life 

Care Partnership. [27] These Standards provide structured quality standards and improvement 

steps for community end-of-life care. As with the Gold Standards Framework, they 

recommend that GPs and wider community teams identify patients in their last year of life, 

assess and plan for their needs, and provide timely care in the last days of life. They are a 

free-to-access resource for clinicians and condense into a single document both the last-days-

of-life guidance provided by NICE (2015) [8] and the values espoused in the Ambitions for 

Palliative and End of Life Care plan. [40,50] The Standards emphasise the importance of 

local guidance and procedures to facilitate routine anticipatory prescribing to manage 

common symptoms of the last days of life, thus re-promoting a form of standardised 

prescribing, rather than the individualised prescribing advocated by NICE. [8,23] Adoption 

of the Standards has been widely encouraged as part of a centrally incentivised NHS England 

scheme to benchmark and improve local community end-of-life care. [158,159] 
 

2.6   End-of-life care today 
 

Progressive national strategies have made concerted and generally successful efforts to 

deliver more end-of-life care in the community. [35,36,50] Most care offered in the last year 

of life is delivered in the community; patients are on average admitted to hospital two or 

three times in their last year of life for an average of 30 days. 13/04/2022 09:03:00[160] The 

rising trend of deaths in hospital has been steadily reversed since the 2000s. Deaths at home 

or in care homes accounted for 42% of all deaths between 2010 and 2014 in England and 

Wales. [36] Between 2015 and 2019, the five-year average for the proportion of people who 

died at home or in care homes was 46% in England. [37]  

 

The shift towards last-days-of-life care in the community has been rapidly accelerated by the 

Covid-19 pandemic; the proportion of patients who died in the community from all causes 

climbed to 51% in 2020. [37] The number of home deaths during 2020 in England was 

156,815, 33%, above the five-year average of 117,101 deaths reported between 2015 and 

2019; the number of deaths that occurred in care homes in England during 2020 was 134,463, 

21% above the previous five-year average of 110,896. [37,161] Many of these deaths at home 

were not directly attributable to Covid-19.  
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The way in which community healthcare services deliver care has also changed significantly 

since the start of the pandemic. Community nurses currently provide the bulk of in-person, 

end-of-life care interventions, while GPs and palliative care specialists increasingly provide 

remote consultations and input. [26,98,115] It is unclear how easily the increasing numbers 

of patients who are dying in the community, and their families, have been able to access 

community services, including by remote consultation. Chapter seven provides empirical 

insights into patient, informal caregiver and clinician experiences of anticipatory prescribing 

and last-days-of-life care during the Covid-19 pandemic.  

 

2.7   Symptom control  
 

There is inadequate population level data on end-of-life symptom prevalence and control in 

the community, and no available information on how well last-days-of-life symptoms have 

been controlled in the community since the start of the Covid-19 pandemic.  

 

The most recent national survey of bereaved people (VOICES) [5] provides some insights 

from before the pandemic into the views of informal caregivers on pain control for their 

dying friends or family members. Bereaved respondents in 2015 reported that pain control 

was sufficiently relieved for all or most of the time for 48% of patients who were at home 

during the last three months of their lives. This figure compared with 74% for patients in care 

homes. See Figure 2.2. Patients who were in their homes during the last three months of their 

lives were perceived to have the worst pain control of those in any care setting: 55% of 

patients who were at home with advanced cancer, 41% at home with cardiovascular disease, 

and 43% at home with other conditions were reported to receive sufficient pain relief. Pain 

control improved in the last two days of life: 80% of patients at home and 84% of patients in 

care homes reported to have sufficient pain relief. Information on other symptoms was not 

captured. This limited amount of data demonstrates that pain control remains a major 

challenge for end-of-life care at home and in care homes, an issue that injectable anticipatory 

medications seeks to address. 
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            Home                    Hospital                Care Home                Hospice  

                                 
              48%                        68%                           74%                       87% 

 

Figure 2.2. Achievement of sufficient pain relief during the last three months of life 

across different settings. Sources: NICE (2020) [162] and Office for National Statistics 

(2016) [5]   

 

2.8   Conclusion 
 

The increasing significance of anticipatory prescribing as a key care intervention in English 

end-of-life strategies reflects the emphasis in policy on the provision of last-days-of-life care 

in the community: it has become a central component of proactive care in the community 

since its conceptualisation in the early 2000s. However, the path towards current practice has 

not been smooth. Anticipatory prescribing started as an integral part of the Liverpool Care 

Pathway and the Gold Standards Framework, in which it was a standardised intervention that 

clinicians could put in place immediately before the last days of life to help with the 

management of symptoms. The inappropriate use of anticipatory medication was heavily 

criticised by the independent review of the Liverpool Care Pathway, due to questionable or 

poorly communicated clinical decisions and a lack of patient and family involvement in 

decision-making. Yet anticipatory medications as a concept was decoupled from the 

Liverpool Care Pathway and survived intact. A series of national strategies and NICE 

guidance based on expert consensus followed the discontinuation of the Liverpool Care 

Pathway. Under this guidance, anticipatory medications have become an intervention that 

should be ready for use in peoples’ homes as early as clinically justified and possible, rather 

than immediately before the last days of life. This mirrors a general shift towards the 

provision of early end-of-life care planning and interventions for patients with all identifiable 

terminal conditions.  
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Individualised anticipatory prescribing has been advocated in NICE guidance since 2015, [8] 

based on likely symptoms and patient preferences. Nevertheless, the intervention promotes a 

form of protocolised care by a different name. There is a paradox that some guidance 

promotes individualised prescribing, while others recommend that drugs should be prescribed 

routinely for five common last-days-of-life symptoms. This conflicting guidance provides the 

context for my empirical research, which investigated practices in the prescription and use of 

anticipatory medication and perceptions of this care (Chapters five, six and seven). 

 

Successive national strategies and guidance have reiterated the importance of anticipatory 

prescribing in the provision of timely symptom relief, yet they have provided little evidence 

of its impact or clinical effectiveness. There is inadequate data on the symptoms that dying 

patients experience in the community, although there is evidence of inadequate pain control 

at home and in care homes. The rationale for the prescription of anticipatory medication for 

all dying adults remains grounded in the Liverpool Care Pathway, which recommended pre-

emptive prescribing for common symptoms that had been identified in patients dying from 

advanced cancer in hospice settings. In the next chapter, I appraise the published evidence 

regarding anticipatory prescribing on which policy and practice is based.  
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Chapter three 

Anticipatory prescribing policy and practice is running ahead of the 

evidence base 
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Substantive work from this chapter was initially published in 2018 as: 

 

Bowers B, Ryan R, Kuhn I, Barclay S. Anticipatory prescribing of injectable medications for 

adults at the end of life in the community: A systematic literature review and narrative 

synthesis. Palliative Medicine 2018; 33(2): 160-177  

 https://doi.org/10.1177/0269216318815796 (Appendix 2) 

 

BB wrote the drafts of the published paper, with co-authors providing edits. BB submitted the 

papers as the first author and liaised with the editor of the journal.  

 

This chapter is an updated version of the paper published in 2018. This is the result of 

collaborate work between myself (BB), Richella Ryan (RR), Bárbara Antunes (BA), Sarah 

Hopkins (SH), Isla Kuhn (IK), a medical librarian, and my supervisors Professors Stephen 

Barclay (SB) and Kristian Pollock (KP). Where authors carried out specific tasks in the 

systematic review steps, this has been made explicit within the text. The study was conceived 

by BB and designed by BB and SB. BB designed the search strategy with IK: the electronic 

database searchers were completed by IK. BB screened the papers and undertook the hand 

searches and citation searches; second screening of the eligibility of abstracts and full texts 

were completed RR and BA. Data was extracted by BB. SH, BB, BA and SB judged the 

quality of included papers. BB led on the analysis with the input of RR, BA, SB and KP.  
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Chapter 3  

Reviewing the evidence regarding anticipatory medication 

care in the community 
 

3.1   Introduction  

 

As demonstrated in Chapter two, anticipatory prescribing has been promoted in policy and 

practice to optimise last-days-of-life symptom control and prevent crisis hospital admissions. 

[8,15,27,66] However, prescribing strong injectable medications ahead of need has potential 

risks. Appropriate prescribing relies on GPs correctly identifying that the patient is 

approaching their last days of life. [3,21,113,163] Appropriate administration is dependent on 

nurses correctly diagnosing that symptoms are not reversible and that the patient is dying; a 

skilled judgement requiring multidisciplinary discussion with senior colleagues in the 

hospital setting. [13,20] The prescriber remains accountable for the drugs, including strong 

opioids, which may be in the home for weeks to months [8,163] and are open to misuse by 

visitors and family members. [21,66,163] In the UK, the critical review of the Liverpool Care 

Pathway found that the use of anticipatory prescribing without adequate explanation or 

justification led to families being concerned about over-sedation and drugs hastening death. 

[17] 
 

Despite these concerns, NICE last-days-of-life care guidance continues to advocate 

anticipatory prescribing as best practice. [8,71] The same guidance communicated expert 

panel members’ worries that drugs are sometimes prescribed in a standardised way rather 

than being tailored to patients’ needs. Internationally there is general agreement amongst 

palliative care clinicians that injectable anticipatory medications should be available in all 

settings in which dying patients are cared for to relieve symptoms of pain, nausea and 

vomiting, agitation and noisy respiratory tract secretions. [164] However, NICE end-of-life 

guidance now recommends individualised prescribing following an assessment of a patient’s 

particular needs and situation. [8] These recommendations are based on expert consensus; the 

NICE rapid review of published UK evidence highlighted it was unclear whether anticipatory 

prescribing was acceptable to all involved, clinically effective or cost-effective.  
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It was clear that a thorough review of the international published evidence was necessary. In 

this chapter I report on my systematic literature review examining the published evidence 

base for prescribing injectable anticipatory medications for adults at the end of life in the 

community. I begin by detailing my review questions and methods. I describe the results of 

the review and the overall finding that practice and policy is founded on an inadequate 

evidence base. The views and experiences of patients and informal caregivers have not been 

adequately investigated; neither has the clinical effectiveness, cost-effectiveness and safety of 

anticipatory prescribing. Care is based primarily on clinicians’ beliefs that anticipatory 

medications offer reassurance to all and facilitate effective symptom control. I assess the 

importance of these findings for understanding community anticipatory medication care and 

consider the strengths and limitations of the review.  

 

3.2   Review questions  
 

To assess the international evidence that informs anticipatory medication care I answer the 

following questions through a systematic literature review and narrative synthesis of the 

published knowledge base.  

 

Regarding the anticipatory prescribing of injectable medications for adults in the community 

approaching the end of their lives:  

1. What is current practice?  

2. What are the attitudes of patients? 

3. What are the attitudes of informal caregivers? 

4. What are the attitudes of community healthcare professionals?  

5. What is its impact on patient comfort and symptom control? 

6. Is it cost-effective? 

 

3.3   Review history  
 

The review protocol was registered on PROSPERO: CRD42016052108 15 December 2016 

http://www.crd.york.ac.uk/PROSPERO/display_record.php?ID=CRD42016052108 . The 

review was originally completed in May 2018 and subsequently published (Appendix 2). [9] 

This chapter is an updated version integrating more recent publications in the narrative 
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synthesis, with searches updated in August 2021; I found myself in the unusual position of 

including published findings from two of my thesis chapters in the review synthesis. 

[163,165] Consequently, my own research findings synthesised in the review will be 

discussed in more detail in Chapters five and six.   

 

3.4   Inclusion and exclusion criteria  
 

Papers were included if they presented empirical research on the anticipatory prescribing of 

injectable medications for symptom control in adults (aged 18 years and over) at the end of 

life in the community. The focus was exclusively on injectable medications as this is the 

focus of my thesis, the most widespread form of anticipatory prescribing, requires specific 

training and has been highlighted to have potential for misuse. [8,17,66] Published case 

studies, audits and conference abstracts were included from the outset as I anticipated a 

shortage of full text papers. Box 3.1. details the review inclusion and exclusion criteria. 
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Box 3.1. Review inclusion and exclusion criteria   

 

Inclusion criteria: 

• Published papers presenting empirical research on the prescribing of injectable medications 

ahead of need to control terminal symptoms for adults (aged 18 years and over).  

• Participants receiving care at home in the community (including nursing and residential 

home care settings). 

• Peer-reviewed quantitative and qualitative studies, case studies, audits, published 

conference abstracts. 

• Key areas for data extraction: 

Descriptions of current practice, 

Patient reported acceptance and views, 

Informal caregiver (family and friends) reported acceptance and views,  

Healthcare professional reported acceptance and views,  

Patient comfort /symptom control (reported by whom),  

Evidence for cost-effectiveness, including impact on: 

- Admission avoidance 

- Place of death  

- Healthcare activity,  

- Cost of drugs. 

• Studies published up to 17 August 2021.  

• English language full text.  

 

Exclusion criteria:  

• Anticipatory prescribing in non-terminal care situations. 

• Prescriptions that do not include injectable medication. 

• Children (aged 17 years or under). 

• Prescribing in hospital, hospice or prisons.  

• Papers with no new empirical data e.g. editorials, opinion papers or narrative reviews. 

• Research examining assisted dying or euthanasia. 

• Research examining continuous sedation until death 

• Studies concerning the reactive prescribing and administration of medication via 

continuous subcutaneous infusion (syringe pump / driver). 

• Grey literature. 
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3.5   Search strategy 
 

I developed the search strategy in collaboration with a medical librarian colleague (IK). The 

search strategy in Medline is presented in Box 3.2. This was adapted for each subsequent 

database (CINAHL, Embase, PsycINFO, Web of Science, Cochrane Library, King’s Fund, 

Social Care Online and HMIC) (Appendix 3). All nine databases were searched from 

inception to 17th August 2021. In addition, Palliative Medicine and British Medical Journal 

Supportive and Palliative Care were hand-searched from January 2007 to August 2021. These 

two journals were chosen as they contained the largest number of eligible studies from the 

initial search strategy. Reference and citation searches of all included papers were 

undertaken.  

 

Box 3.2. Medline search strategy  

 

Epub Ahead of Print, In-Process & Other Non-Indexed Citations, Ovid MEDLINE(R) Daily and 

Ovid MEDLINE(R) 1946 to Present 

 

((palliative adj medicine adj kit*) or (liverpool adj care adj pathway*) or ((end adj2 life) adj2 ((care 

adj plan*) or (care adj pathway*))) or (gold adj standard* adj framework*) or ((prescrib* or 

prescription* or medicat* or medicine* or drug* or pharma or pharmaceutical* or packet* or pack* 

or pak* or box* or kit* or (care adj plan*) or (core adj "4") or (core adj four)) adj3 (crisis* or 

comfort* or anticipate* or anticipatory or anticipation or preemptive or pre-emptive or (just adj in adj 

case) or PRN or (pro adj re adj nata) or (as adj required)))).ti,ab.   

 

AND  

 

(exp Terminal Care/ or exp Palliative Care/ or exp "Hospice and Palliative Care Nursing"/ or exp 

death/ or exp Palliative Medicine/ or exp Terminally Ill/ or ((end adj2 life) or ((final* or last*) adj1 

(hour* or day* or minute* or week* or month* or moment*)) or palliat* or terminal* or (end adj 

stage) or dying or (body adj2 (shutdown or shut* down or deteriorat*)) or deathbed).ti,ab.) 

 

Searches in CINHAL, Embase, PsycINFO, Web of Science, Cochrane Library, King’s Fund, Social 
Care Online and HMIC were adapted from this strategy.  
 
The full search strategy is available in Appendix 3.   
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3.6   Study selection 
 

After exclusion of irrelevant and duplicate titles, two colleagues (RR and BA) and I screened 

463 abstracts for their eligibility; each abstract was independently screened by two reviewers 

with any disagreements resolved by consensus. I assessed the eligibility of potentially 

relevant full text papers, with a second review by RR or BA where eligibility was uncertain. 

Figure 3.1. details the identification and screening steps. 

 

Figure 3.1. PRISMA flow diagram 
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3.7   Data extraction, quality appraisal and data synthesis 

A review-specific data extraction form was designed and piloted on five papers. I then 

extracted data from each eligible paper: publication details, study aims, participants, methods, 

and results relevant to each of the six review questions (Appendix 4).   

 

Two members of the reviewer team (BB, RR, SH, SB and BA) independently critically 

appraised the quality and relevance of each included study using Gough’s ‘Weight of 

Evidence’ (WoE) Framework. [166] See Table 3.1. This Framework rates both the quality 

and relevance of included studies using four domains of assessment concerning the internal 

validity of the study (WoE A), the appropriateness of study design to the review aims (WoE 

B) and the focus or relevance of the study to the review aims (WoE C). These three domains 

were then combined into an overall judgement of study quality and relevance (WoE D). 

Where one or more of the reviewers was an author of an included study, two non-authors 

conducted the quality assessment. Discrepancies in quality appraisal decisions were discussed 

and consensus achieved.  
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Table 3.1. Review specific Gough’s ‘Weight of Evidence’ criteria  

 

WoE A was judged against internal validity: whether the study design was rigorous; whether this could 

be adequately assessed from a transparent, comprehensive and repeatable method; accurate and 

understandable presentation and analysis; if samples and data collection tools were appropriate to the 

aims of the study and whether conclusions flowed from the findings and are proportionate to the 

method. Papers were scores as high / medium / low.  

WoE B relates to the appropriateness of the study design to the six review specific questions.  Papers 

were scores as high / medium / low. 

• Review questions 2, 3 and 4: Inductive research designs interpreting the views directly reported 

by patients / informal caregivers / health care professionals = high. Deductive research designs 

interpreting the views directly reported directly by patients / informal caregivers / health care 

professionals = medium. Deductive research designs indirectly interpreting the views of patients 

/ informal caregivers / health care professionals = low.  

• Review questions 1, 5 and 6:  the fitness for purpose of that form of evidence for answering the 

questions were made on a paper-by-paper basis. 

WoE C relates to detailed judgements about each study relating to the relevance of the focus of the 

evidence for answering the review questions. This includes consideration of any sampling issues 

relating to the interpretation of the data; whether the study was undertaken in an appropriate context 

from which results can be generalised to answer the relevant review specific questions. Papers were 

scores as high / medium / low.  

 

WoE D combines the above three sets of judgement scores to give the overall ‘Weight of Evidence’ as 

high / medium / low. 

Review specific criteria were adapted from Gough 2008. [166] Reprinted by permission of 

the author and publisher Taylor & Francis Ltd. 

 

Data synthesis used a narrative approach. [167,168] This was chosen for its applicability to 

the synthesis of a range of qualitative and quantitative evidence. [168] The narrative 

synthesis involved the following three iterative stages:  

 

1) Developing a preliminary synthesis: I created a textual description of each study from the 

data extraction forms. Study descriptions were grouped together and tabulated based on the 
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sample population and the research questions the results addressed. My initial inductive 

thematic analysis identified the main, recurrent and important data across the studies in 

answering each research question. [167,168] 

 

2) Exploring relationships in the data: RR (a clinical academic palliative care doctor), BA (a 

clinical academic psychologist) and I constructed the interpretive synthesis by independently 

reviewing the thematic analysis at different stages and exploring heterogeneity across studies. 

[167,168] Particular attention was placed on the similarities and differences between the 

studies, including methodological approaches and research methods, context, the 

characteristics of the populations being studied and findings. The results which arose from 

studies conducted by researchers from different disciplinary and epistemological positions 

were debated and consensus in the synthesis was reached. [168] The synthesis was further 

refined through discussion of the review results and their implications with interested 

members of the public, interdisciplinary colleagues, clinician and academic audiences, and 

SB (GP and palliative care clinical academic) and KP (a medical sociologist). 

 

3) Assessing the robustness of the synthesis: The quality and relevance assessment using 

Gough’s WoE Framework [166] informed each stage of the synthesis. Papers judged as 

having an overall high score of study quality and relevance (WoE D) were considered more 

credible and important than papers with a medium score throughout data synthesis. [166,168] 

Results from papers assessed as having an overall low score of study quality and relevance 

(WoE D) were included with caution unless they supported the findings of high or medium 

quality papers. [168] We decided to include low weight of evidence studies in the synthesis, 

in part to demonstrate that anticipatory prescribing practice is largely based on low and 

medium quality evidence, highlighting the gaps in knowledge and the need for future 

research. See Table 3.2. 
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Table 3.2. Number of papers included in the synthesis 

 

Review question Number of papers answering each review question 

What is current practice?  

 

45 papers: 7 high, 27 medium, 11 low WoE D 

What are the attitudes of patients? 1 paper: 1 high WoE D.  

2 papers describe practitioner interpretations of patient 

views: 1 medium, 1 low WoE D 

What are the attitudes of informal 

caregivers? 

 

13 papers: 2 high, 6 medium, 5 low WoE D 

What are the attitudes of community 

healthcare professionals?  

 

35 papers: 7 high, 21 medium, 7 low WoE D 

What is its impact on patient comfort and 

symptom control? 

 

4 papers: 3 medium, 1 low WoE D 

Is it cost-effective? 10 papers: 7 medium, 3 low WoE D 

 

3.8   Results   
 

The paper identification process is summarised in Figure 3.1. Database searches identified 

3832 titles after de-duplication: journal hand searches identified fifteen conference abstracts 

with ten papers from reference and citation searching. Fifty-eight papers, reporting on 54 

studies, were included in the synthesis: 36 research papers and 22 conference abstracts. Two 

studies were reported in two papers [169,170] [171,172] and one study in three papers: 

[20,173,174] as each paper presented different findings, they were treated as individual study 

units in the synthesis. Papers reported on practice in the UK (n=43), UK and Ireland (n=1), 

Australia (n=10), Australia and New Zealand (n=1), Canada (n=2) and Norway (n=1). 

Published papers’ methods included qualitative interviews with healthcare professionals 

(n=23), qualitative interviews with informal caregivers (n=5), retrospective patient notes 

reviews (n=14), staff or family questionnaires (n=6), clinical audits (n=5), guidance 

document analysis (n=2), qualitative interviews with patients (n=1), a randomised control 
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trial (n=1) and quasi-randomised control trial (n=1). Table 3.3. summaries the included 

papers and their weighting on Gough’s ‘Weight of Evidence’ Framework: [166] 7 were rated 

high quality (WoE D), 38 medium quality and 13 low quality.  

 

Table 3.3. Summary of included studies 
 

Author and 
country 

Participants Study aims and methods Key findings Weight of 
evidence 
 
A +B +C = D 

Staats et al. 
(2018)  [13] 
 
Norway 
 

18 community 
and cancer 
care nurses 
working in one 
region  

To increase the 
understanding concerning 
community nurse 
experience with 
anticipatory medication in 
symptom management for 
the terminally ill 
 
Methods: Qualitative 
interviews and focus 
groups. Qualitative 
analysis   
 

• The assessment of symptoms and 
when to administer prescribed drugs is 
delegated to nurses 

• Good communication and meetings 
with GPs deemed essential in 
facilitating the appropriate use of 
medication  

• Recently qualified nurses did not feel 
confident in assessing the need for 
medication 

• Nurses worked alone mainly, this 
caused great variation in medication 
kit administration 

• There was vulnerability felt in relation 
to using medication kits during the 
night 

• Several nurses felt more confident 
continuing a dose that had been 
started by the day staff than being the 
one to initiate the medication for the 
first time 

H   H  H –  H 

Faull et al. 
(2013) [21] 
 
UK 

63 healthcare 
professionals 
working in one 
county: 22 
GPs; 16 
community 
nurses; 3 
community 
pharmacists; 1 
student nurse; 
4 community 
palliative care 
nurses; 17 
community 
specialist 
nurses 
 

To explore the issues that 
arise for practitioners 
working in the community, 
in relation to anticipatory 
prescribing for terminally 
ill patients who wish to die 
at home 
 
Methods: Qualitative 
interviews and focus 
groups. Qualitative 
analysis   
 

• Participants valued the principle of 
anticipatory prescribing 

• Decisions on when to prescribe more 
of an issue when non-cancer diagnosis 

• It was uncommon to hear accounts of 
getting drugs in the home more than a 
day or two ahead of anticipated need 

• Barriers to prescribing: potential drug 
waste, not knowing the patient well 
enough, concerns around prescriber 
accountability (especially opioids), 
situations where there may be drug 
misuse, and not knowing or trusting 
other professionals’ judgements 

• Facilitators to prescribing: having 
known the patient for some time. 
Good communication between 
professionals  

H   H  H –  H  

Wilson et al. 
(2015) [20] 
 
UK 

61 nurses 
working in two 
regions: 16 
nursing home 
nurses; 27 
community 

To examine nurses’ 
decisions, aims and 
concerns when using 
anticipatory medications 
 

• The aim expressed by nurses when 
using anticipatory medications was to 
‘comfort’ and ‘settle’ dying patients 
and prevent admissions to hospital 

• Nurses would only administer 
medication if symptoms that were 

H   H  H –  H  
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nurses; 18 
community 
palliative care 
Nurses 
 
83 episodes of 
observations 
across 4 
nursing homes 
and 4 
community 
teams 
 

Methods: Ethnographic 
study using observations 
and qualitative interviews. 
Qualitative analysis 

both irreversible and due to entry into 
the dying phase, the patient consented 
(where possible) and was unable to 
take oral medication, and decisions 
were made independent of a patient’s 
relatives influence 

• Administering the medication raised a 
number of concerns: distinguish 
between pain and agitation so as to 
administer the most appropriate drug; 
not wanting to instigate administering 
drugs to soon; and balancing the risks 
of under-medicating against concerns 
about over-medicating and causing 
unwanted side effects 

• Less experienced nurses expressed 
concerns about whether medications 
to control pain, particularly opioids, 
and other symptoms hasten death; 
concerns re ‘last injection’ 

Bowers et al. 
(2020) [163] 
 
UK 
 
Research 
findings 
reported in 
Chapter five 

13 GPs 
working in two 
counties 

To explore GPs’ decision-
making processes in the 
prescribing and use of 
anticipatory medications 
for patients at the end of 
life 
 
Methods: Qualitative 
interviews. Qualitative 
analysis   

• GPs generally prescribed drugs while 
patients were relatively stable, as it 
helped them manage the uncertainty 

• The prescribing of anticipatory 
medications was recognised as a 
harbinger of death for patients and 
their families 

• GPs often presented anticipatory 
medications as a clinical 
recommendation to ensure patients 
and families accept the prescription 

• In some cases, prescribed drugs 
remained in the home for months or 
went unused 

• GPs relied on nurses to assess when to 
administer drugs and keep them 
updated about their use: easy access to 
one another and good communication 
was perceived to be crucial  

H  H  H – H 

Bowers and 
Redsell 
(2017) [3] 
 
UK 

11 nurses 
working in one 
County: 7 
community 
palliative care 
nurses; 4 
community 
nurses 

To explore community 
nurses’ decision-making 
processes around the 
prescribing of anticipatory 
prescribing for people who 
are dying 
 
Methods: Qualitative 
interviews. Qualitative 
analysis   

• Anticipatory medications represent a 
safety net and give nurses a sense of 
control in managing an individual’s 
last days of life symptom management  

• Nurses felt it was important to have 
medications to cover out-of-hour 
periods 

• Nurses requested GPs prescribed 
drugs and negotiated with them over 
what drugs to prescribe 

• Facilitators to prescribing: keeping 
GPs up to date with the patient's 
condition; good multidisciplinary 
communication, good relationship of 
trust with GPs  

• Barriers to prescribing: difficult to 
accurately predict when patients were 
likely to die; some GPs worried that 
medications might be used 
inappropriately; some GPs lacked up 

H   M  H – H  
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to date end-of-life drug knowledge 
and needed persuading to prescribe for 
all likely terminal symptoms 

Poolman et al. 
(2020) [175] 
 
UK 

40 patient and 
informal 
caregiver 
dyads from 
three regions; 
22 completed 
the follow-up 
visit: 16/20 
from the 
intervention 
group and 6/20 
from the usual-
care group.  
 
Interviews: 12 
bereaved 
informal 
caregivers; 20 
healthcare 
professionals: 
3 GPs; 14 
community 
nurses; and 3 
specialist 
palliative care 
nurses 

To assess if informal 
caregiver administration of 
as-needed injectable 
medication for common 
breakthrough symptoms in 
patients dying at home is 
feasible and acceptable 
 
Methods: Multicentre 
randomised control pilot 
trial, including qualitative 
interviews with informal 
caregivers and healthcare 
professionals. Descriptive 
statistics and qualitative 
analysis  
 

• Informal care confidence in 
administering medication increased 
over time; informal caregivers 
required different amounts of training 
to feel confident 

• The intervention was acceptable to 
informal caregivers, who found it 
helpful and reassuring 

• The median time to administer 
medication in the intervention group 
was 5 minutes verses 105 minutes for 
the usual-care group 

• Many caregivers in the study 
intervention arm had previous 
healthcare training 

• Caregivers worried about accidentally 
hastening the death of the patient 

• Clinicians had a positive view of the 
intervention in terms of its effects on 
symptom management and benefits 

• Clinicians were very careful about 
who to approach to take part and were 
concerned about potential informal 
caregiver distress re giving the ‘last 
injection’ before death 

H  H  M – H 

Pollock et al. 
(2021) [52] 
 
UK 

Workstream 
one: 21 
bereaved 
informal 
caregivers (13 
had experience 
of anticipatory 
medications). 
40 healthcare 
professionals: 
16 palliative 
care nurses; 8 
community 
nurses; 3 
specialist 
nurses; 7 GPs; 
4 pharmacists; 
and 2 
consultants.  
 
Workstream 
two: 21 patient 
cases, each of 
which included 
1-5 
participants (6 
case study 
participants 
had experience 
of anticipatory 
medications): 

To explore how patients, 
their family caregivers and 
the healthcare 
professionals who support 
them engage in the tasks of 
managing complex 
medication regimens and 
routines of care for 
patients who are 
approaching the end of life 
at home 
 
Methods: Qualitative 
interviews and focus 
groups, interviews over 
time based on patient 
cases, observations and 
medical records review (8 
cases). Qualitative analysis   

• 46% of informal caregivers in 
workstream one reported anticipatory 
medications were used 

• Clinicians preferred to prescribe 
medication well in advance of 
anticipated need or even when there 
was not a strong likelihood that they 
would be needed 

• Anticipatory prescribing was a 
significant event for patients and their 
families, clearly signifying the 
imminence of death 

• Informal caregivers valued the 
availability of anticipatory medication 
when they were needed 

• Several informal caregivers reported 
medication were prescribed without 
accompanying explanation or 
discussion 

• Some participants stored the drugs out 
of sight to keep them safe so that they 
were not reminded of their purpose 

• Clinicians tended to be vague and 
avoided opportunities for providing 
explicit information 

• Informal caregivers worried about the 
storage of controlled drugs in the 
house and their role in administering 
these to patients 

H  H  M – H 
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15 patients; 19 
informal 
caregivers; 14 
healthcare 
professionals.  
 

Ryan et al. 
(2020b) [176] 
 
UK 
 

89 healthcare 
professionals 
from across 
the UK: 25 
palliative care 
nurses; 24 
palliative 
consultants; 22 
GPs, 
community 
nurses and 
pharmacists 

To explore the views of 
UK healthcare 
professionals about best 
practice and areas in need 
of improvement in 
anticipatory prescribing 
 
Methods: Focus groups 
and survey. Descriptive 
statistics and qualitative 
analysis 

• 38% were confident that anticipatory 
prescribing was done well 

• 20% were concerned about unsafe 
practice  

• Top-tips for achieving practice 
included reducing cross-system 
complexity by unifying documents 
and electronic systems. 

M  H  M – M  

Rosenberg et 
al. (2015) 
[177] 
 
Australia 
 

18 informal 
caregivers in 
one city 

To examine the 
experiences of family 
caregivers supporting a 
dying person in the home 
setting, with particular 
regard to being supplied 
with an anticipatory 
prescribing kit 
 
Methods: Qualitative 
interviews. Qualitative 
analysis   
 
  
 

• Patients were issued with anticipatory 
prescribing kits and informal 
caregivers were asked to administer 
injectable medications 

• The introduction of the kit was viewed 
positively by most participants 

• Informal caregivers found it 
reassuring that the kit improved 
accessibility should symptoms 
become difficult to control 

• Some informal caregivers were 
reluctant to give the medication and 
looked to nurses to administer drugs 

• The expectation to administer 
medication was overwhelming and 
intimidating for some informal 
caregivers 

M   H  M – M  

Finucane et 
al. (2014) 
[178] 
 
UK 

71 patients 
who died in 
eight nursing 
homes  

To investigate the extent of 
anticipatory prescribing for 
residents who died in 
nursing homes in Lothian, 
Scotland 
 
Methods: Retrospective 
notes review. Descriptive 
statistics 

• 54% of residents who died in the 
nursing homes had a prescription for 
at least one anticipatory medicine 

• 15% of residents had anticipatory 
prescriptions in place for all four 
common symptoms at the end of life 

• Drugs were most commonly 
prescribed for pain and anxiety 

• There was great variation in 
anticipatory prescribing across the 
nursing homes: 100% of patients died 
with drugs prescribed in one nursing 
home compared with only 13% in 
another. 
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Antunes et al. 
(2020) [26] 
 
UK and 
Ireland 

261 palliative 
care doctors, 
GPs, 
community 
nurses, clinical 
nurse 
specialists, 
pharmacists 
and other 
professional 
groups 
 
(Completed at 
the start of the 
Covid-19 
pandemic: 
April 2020) 
 

To investigate clinicians’ 
experiences concerning 
changes in anticipatory 
prescribing during the 
Covid-19 pandemic and 
their recommendations for 
change 
 
Methods: Survey with 
open and closed questions. 
Descriptive and qualitative 
analysis  

• Reported changes in practice related 
to possible administration by family or 
social caregivers and drug availability 

• At the same time, clinical contact and 
patient assessment were changing to 
telephone or video rather than in 
person  

• Fear of waste and cost are factors that 
limit the amount of anticipatory 
prescribing in the community 

• Having access 24 hours for 
anticipatory medication prescriptions 
and drugs in key in enabling rapid 
response and symptom control 
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Perkins et al. 
(2016) [7] 
 
UK 
 

110 patients 
and 66 nurses 
and care staff 
in eleven 
nursing homes 

To assess the impact of the 
Liverpool Care Pathway 
LCP on care in nursing 
homes and intensive care 
units  
 
Methods: Retrospective 
case note review; 8 
observations, linked with 
case note analysis; 
qualitative interviews with 
staff. Thematic analysis  
 

• Usually when nursing home staff 
identified patients as being “weeks 
from death” they would request 
anticipatory prescribing 

• Anticipatory prescribing was seen as a 
solution to problems with gaining 
timely medical input out of hours and 
avoidance of hospital admissions 

• There was a strong emphasis in the 
nursing homes on being prepared for a 
patient’ s death: anticipatory 
prescribing was viewed as essential 

• Barriers to prescribing: GPs 
perceptions of the cost of wasted 
drugs; getting a timely review of the 
patient by the GP 

• Most anticipatory medications went 
unused 

• The administration of drugs often left 
nurses feeling uncomfortable, 
particularly if the patient died soon 
after their administration 

H   M  M – M  

Johnston et al. 
(2019) [179] 
 
Australia 

40 staff in one 
area: 20 carers; 
13 nurses; 4 
team leaders; 2 
managers; 1 
geriatrician 
 
(findings relate 
to these 
participants) 

To understand the 
experience and impact of 
integrating a specialist 
palliative care model on 
care homes residents, 
relatives and staff 
 
Methods: Qualitative 
interviews. Qualitative 
framework analysis 

• Perception of care home staff that 
anticipatory prescribing done more as 
a result of having palliative care nurse 
practitioner input in identifying and 
reviewing deteriorating patients 

• Prescriptions perceived as a useful 
tool for preventing hospital 
admissions 

• GP-nurse trust crucial in prescribing 
and use: trust between GPs and the 
registered nurses at the facilities 
improved with specialist palliative 
nurse input  
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Bowers et al. 
(2021) [165] 
 
UK 
 
Research 
findings 
reported in 
Chapter six 

329 deceased 
patients with 
12 GP 
practices in 
two counties 
 
 

To investigate the 
frequency, timing and 
recorded circumstances of 
anticipatory medications 
prescribing decisions for 
patients living at home 
 
Methods: Retrospective 
notes review. Descriptive 
statistics 

• 51% prescribed anticipatory 
medication, between 0 and 1212 days 
before death 

• The likelihood of AMs prescribing 
was significantly higher for patients 
with a recorded preferred place of 
death and specialist palliative care 
involvement 

• Standardised prescribing was 
commonplace and prompted by 
primary care electronic end-of-life 
templates 
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Healy et al. 
(2018) [180] 
 
Australia  

93 informal 
caregivers, 
allocated to 
one of three 
intervention 
arms in a large 
region: group 
1: 27; group 2: 
30; group 3: 36 
 

To explore differences in 
laycarers’ confidence in 
administering 
subcutaneous injections 
depending on whether an 
informal caregiver, nurse 
or pharmacist prepared 
injections 
 
Methods: Quasi-
randomised control trial. 
Statistical analysis 

• Informal caregivers self-reported 
confidence with experience of 
administering injections went from 5.3 
for the first injection to 6.1 for 
subsequent injections on a 7-point (7 
= extremely confident) Likert scale 

• Neither the mean level of confidence 
nor change in confidence over time 
differed significantly across groups 
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Ryan et al. 
(2020a) [14] 
 
UK 

Anticipatory 
prescribing 
guidance 
documents 
from 49 areas 
of the UK: 5 
national 
(representing 
all 4 countries) 
and 44 local 
(33 English, 11 
Scottish) 

To investigate the scope 
and content of UK 
anticipatory prescribing 
governance documents 
 
Methods: Qualitative and 
quantitative content 
analysis using a previously 
developed anticipatory 
prescribing process 
framework 

• Anticipatory prescribing is widespread 
established practice in the UK, with 
two typologies of guidance 

• Type 1: AP guidance is embedded 
within ‘last days of life’ symptom 
management guidelines and is usually 
limited to the prescribing and 
administration phases 

• Type 2: AP guidance covers more 
than the ‘last days of life’ period and 
documents specifically address all 5 
phases of the AP process  
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Wilson et al. 
(2017) [174] 
 
UK 

72 healthcare 
professionals 
working in two 
regions: 61 
nurses; 8 GPs; 
and 3 
community 
pharmacists 
 
83 episodes of 
observations  
 
 
 
 
 
 
 

Aim not stated – reporting 
on a theme from a wider 
piece of research (19) 
 
Methods: Ethnographic 
study using observations 
and qualitative interviews. 
Qualitative analysis 

• Nurses often initiated conversations 
with GPs about getting anticipatory 
prescribing in place. GPs were happy 
to take this advice  

• Nursing participants reported that a 
small number of GPs were reluctant to 
prescribe anticipatory medications 

• Barriers to prescribing: GPs did not 
regularly prescribe end of life drugs 
and lacked the confidence to do so 
without guidance, some nurses felt 
their expertise was not valued by GPs 

• Facilitators to prescribing: Trust, 
valuing each other’s knowledge and 
expertise, access to each other, 
clarification of professional 
responsibilities comprise a central 
component of successful anticipatory 
prescribing 

M  H  M – M  

Brand et al. 
(2016) [181] 
 
UK 

12 healthcare 
professionals 
in one county: 

To explore the viewpoints 
of healthcare professionals 
involved in anticipatory 
prescribing in care homes 

• Uncertainties surrounding when 
anticipatory prescribing should be 
initiated often results in residents not 
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disciplines not 
stated 
 

 
Methods: Qualitative 
interviews. Qualitative 
framework analysis 

having drugs available until after 
symptoms appear 

• Perception that anticipatory 
prescribing may reduce hospital 
admissions and provides symptom 
control  

• Facilitators to prescribing: trusting 
relationships between professionals; 
good interdisciplinary communication 

Brewerton 
(2015) [182] 
 
UK 

150 deceased 
patients 
accessing one 
community 
specialist 
palliative care 
service 

To understand the current 
practice of anticipatory 
prescribing for patients 
referred to a community 
specialist palliative care 
service  
 
Methods: Retrospective 
notes review. Descriptive 
statistics 

• 63% had anticipatory prescribing. 55 
out of 100 patients with a cancer 
diagnosis had drugs in place verses 39 
out of 50 patients with a non-cancer 
diagnosis  

• The median length of time from 
requesting AP to death was 18 days 

• 74 out of 97 patients who died in their 
preferred place of death had 
anticipatory prescribing 
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Cornish and 
French (2018) 
[183] 
 
UK 

49 deceased 
patients on 
community 
nursing 
caseloads in 
two 
counties.20 
GPs 

To evaluate whether a new 
community anticipatory 
medication chart and 
guidance facilitates safe, 
appropriate and consistent 
prescribing  
 
Methods: Audit of medical 
records and staff survey. 
Description  

• 47 of the 49 expected deaths had a 
anticipatory medication chart in place 

• Deceased patients were prescribed: 
opioid (84%), antiemetic (97%), 
antisecretory (94%) and anxiolytic 
(94%) 

• All GPs surveyed agreed that the new 
chart facilitates safe and appropriate 
anticipatory prescribing 
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Griggs (2010) 
[114] 
 
UK 

17 community 
nurses within 
one county 

To gain an insight into 
perceptions of a ‘good 
death’ among community 
nurses, and to identify its 
central components 
 
Methods: Qualitative 
interviews. Thematic 
analysis 

• Nurses felt it was important to have 
drugs available ahead of need in 
homes 

• Nurses were relied upon by GPs to 
recommend palliative drugs. Some 
Nurses did not like this responsibility 

• Barriers to prescribing: perception that 
GPs reluctant to prescribe medications 
especially during out of hours periods 
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Israel et al. 
(2008) [184] 
 
Australia  

14 informal 
caregivers in 
once city. 

To investigate family 
caregivers perceptions of 
administering 
subcutaneous medications 
 
Methods: Qualitative 
interviews. Qualitative 
analysis   
 
 
 
 
 
 
 
 
 
 

• All the informal caregivers 
administered injectable anticipatory 
medications for at least 7 days 

• Informal caregivers felt they had no 
option but to give injections if their 
family member was to be cared for at 
home 

• All placed a high value on the ability 
to contribute immediately to symptom 
control needs 

• If symptoms were not controlled 
following injections, informal 
caregivers felt disempowered and 
distressed 

• Informal caregivers expressed concern 
and uncertainty over timings of 
injections and feared causing 
medication overdose 

• 2 informal caregivers were concerned 
about the possibility of administering 
the ‘last injection’ 

M  H  L – M 



 78 

Harris et al. 
(2010) [172] 
 
UK 

8 nurses 
working in 
palliative care 
or head and 
neck setting 

To explore nurse’s 
experiences of the role of 
crisis medication in the 
management of terminal 
haemorrhage in patients 
with advanced cancer 
 
Methods: Qualitative 
interviews. Thematic 
analysis 

• Terminal haemorrhage is a rapid event 
and there is often no time for crisis 
medication to be given or take effect. 

• Determining whether to give crisis 
medication is challenging and raises 
anxiety 

• Nurses feel reassured to have 
medication prescribed even if it may 
not be used or has time to take effect.  
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Harris et al. 
(2011) [171] 
 
UK 

11 nurses from 
two different 
palliative care 
units and two 
head and neck 
wards: 
including 3 
community 
specialist 
palliative care 
nurses 

To evaluate the utility of 
terminal haemorrhage 
crisis medication through 
the experiences of nurses 
who have managed such 
events 
 
Methods: Qualitative 
interviews. Interpretative 
phenomenological analysis 

• Participants’ experiences suggested 
that crisis medication had served little, 
if any, useful role in the management 
of terminal haemorrhage 

• Challenging to know when to 
administer drugs and if events are 
reversible until it is too late.  

M   H  L – M  

Kemp et al. 
(2012) [185] 
 
UK 

Patients 
registered with 
12 GP 
surgeries in 
one county 

To evaluate the prevalence 
and impact of anticipatory 
prescribing on home death 
/ utilisation of healthcare 
in the last month of life 
 
Methods: Retrospective 
note review. Statistical 
analysis 

• Anticipatory prescribing was in place 
for 16% of predictable deaths in a 
one-year period 

• Patients living at home were less 
likely to have drugs prescribed than 
those in care homes 

• The use of anticipatory prescribing 
was associated with an increased 
chance in home death - however a 
causal association was not 
demonstrated 

• Anticipatory prescribing use was also 
associated with decreased risk of 
hospitalisation in last month of life, 
and increased GP contact in both care 
home and community residents 
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Wilson et al. 
(2016) [173] 
 
UK 

575 nurses 
working in two 
regions: 231 
nursing home 
nurses; 151 
palliative care 
nurses; 193 
district nurses  
 

To gain insight into the 
roles and experiences of a 
wide range of community 
nurses in end of life 
medication decisions 
 
Methods: Staff Survey. 
Descriptive statistics and 
qualitative analysis of free 
text comments 
 

• Responses suggest anticipatory 
prescribing is wide spread practice 

• Where patients’ age categories were 
reported (n=412), 63.8% (n=263) 
were said to be aged 70 or over 

• A primary cause of death was 
provided for 434 patient cases and in 
79.3% of these, cancer was reported 
by nurses as the registered cause of 
death 

• Decision to prescribe often dictated by 
the nurses rather than the GP 

• Facilitators to prescribing: nurses 
reported working well with GPs and 
perceived that they had good access to 
the medications needed; 79.2%of 
nurses reported that they ‘infrequently 
or never’ found doctors reluctant to 
prescribe anticipatory medication 

• Barriers to prescribing: anticipatory 
prescriptions being incorrectly written 
up by doctors; 8.6% of nurses  said 
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they ‘always or frequently’ 
experienced significant difficulties in 
obtaining the anticipatory drugs 

• Nurses reported that the anticipatory 
medications successfully controlled 
those symptoms they were intended to 
relieve in 89.6% of the patient cases 
they recalled 

• Midazolam was the drug most 
commonly reported to have been used 
in the last month of the patient’s life 

Owen et al. 
(2016) [186] 
 
UK 

550 patients 
who died in 19 
nursing homes  

Review of care since the 
GP surgery-based MDT 
took over medical and 
pharmacological care of 
the nursing homes. 
 
Methods: Retrospective 
notes review. Statistical 
analysis   
 
 

• Anticipatory prescribing frequency 
varied across the nursing homes: 3 
nursing homes had it in place for 62% 
of deaths and 3 nursing homes had it 
in place for only 28% of deaths  

• Less than a third of patients who were 
prescribed drugs had them 
administered 

• Midazolam and morphine were the 
most commonly used medications 

• There was a clear correlation (r2= 
0.64) between the proportion of 
patients prescribed anticipatory 
medications and the proportion of 
patients dying at the home instead of 
in hospital 

• There was no correlation between 
administration of anticipatory 
medications and place of death 
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Rainbow and 
Faull (2017) 
[187] 
 
UK 

50 deceased 
patients 
registered with 
one GP 
practice  
 

To describe the prescribing 
and usage of anticipatory 
medications in the 
community 
 
Methods: Retrospective 
notes review. Descriptive 
statistics 

• 44% of deceased patients prescribed 
anticipatory medication 

• Medication issued by diagnosis: 
cancer 10/16 (62%), frailty/dementia 
11/22 (50%), sudden death 1/5 (20%) 

• Median number of days AM issued 
and started [X] before death: cancer 
14[4], frailty/dementia 6[4], sudden 
death 11[6] 
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Hedges et al. 
(2021) [188] 
 
UK 
 

8 bereaved 
informal 
caregivers 
receiving care 
from one 
specialist 
palliative care 
team 

To explore bereaved 
informal caregivers’ 
experiences, feelings and 
perspectives relating to 
when a family member 
was prescribed 
anticipatory medications at 
home 
 
Methods: Qualitative 
interviews. Qualitative 
analysis   

• Anticipatory medications were 
accepted in the home, despite 
inadequate explanation, because 
symptoms or suffering were expected 

• Medications did not have the 
presumed effect: there was a 
perception of lack of benefit and harm  
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Hughes et al. 
(2021) [53] 
 
UK 

38 bereaved 
informal 
caregivers who 
received care 
from one 
specialist 
palliative care 
organisation 

To explore informal 
caregivers’ experiences of 
anticipatory medication 
and explore ways to 
improve practice 
 
Methods: Survey 3-9 
months after death. 

• 87% of respondents said there were 
benefits of having anticipatory 
medications available and were 
reassured by their presence 

• Some people found medicines 
distressing as they highlighted that 
death was imminent  
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(hospice or 
community) 

Descriptive statistics and 
qualitative analysis    

• ‘Just over half’ of the respondents 
reported that the medication was used, 
usually for pain or agitation with good 
effect 

• Of the patients who required 
medications, the problems caregivers 
reported were deciding when to call 
for help (21%); delays in clinicians 
attending to administer medication 
(29%); knowledge of the clinician 
attending (24%) 

Katz et al. 
(2019) [69] 
 
Australia and  
New Zealand  
 

121 doctors: 
104 consultant 
and 17 trainee 
palliative care 
doctors 
working in two 
countries 

To explore palliative 
medicine doctors’ 
approaches to pre-emptive 
prescription of medications 
to manage catastrophic 
events 
 
Methods: Staff Survey. 
Descriptive statistics 
 

• Clinicians prescribe crisis medication 
to prevent poor symptom control and 
unrelieved distress  

• The most commonly prescribed crisis 
management drugs were morphine 
midazolam 

• 25% of clinicians reported being 
aware of adverse outcomes due to 
medications being prescribed for 
potential catastrophic events 

• 50% were aware of adverse events 
related to medications not being 
prescribed 

• Many clinicians reflected on a lack of 
evidence, a desire for further studies 
and standardised approaches to 
support practice 

• Concerns about prescribing: 
discussing an unlikely event can cause 
disproportionate and often 
unnecessary anxiety; it can be 
challenging to know when to 
administer medications 
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Ponnampa- 
lampillai et al. 
(2018) [189] 
 
UK 

132 deceased 
patients who 
accessed a 
county-wide 
community 
palliative care 
co-ordination 
centre  

To evaluate anticipatory 
prescribing across one 
county 
 
Methods: Retrospective 
notes review. Descriptive 
statistics 
 

• Recognition of the need for 
prescribing came from palliative care 
nurses (50%), GPs (32%) and 
community nurses (14%) 

• Median timing between anticipatory 
prescription and first drug 
administration was 9 days for patients 
with cancer (range 0 to 368 days), and 
61 days for those with non-cancer 
conditions (range 3 to 298 days) 

• Diamorphine and midazolam were the 
most commonly prescribed drugs   

• 37% of medications prescribed were 
administered 
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Addicott 
(2010) [190] 
 
UK 

11 healthcare 
professionals 
working in two 
surgeries: 8 
GPs; 1 practice 
nurse; 2 
community 
nurses 

To identify challenges and 
examples of good practice 
in providing good quality 
end of life care in general 
practice 
 
Methods: Case study using 
qualitative interviews. 
Qualitative analysis   

• GPs happy to prescribe anticipatory 
drugs to cover out of hours periods 

• Prescribing considered a significant 
responsibility as accountable for use / 
misuse 

• Concerns around large amounts of 
meds in home without supervision 
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Ashton et al. 
(2010) [170] 
 
UK 

200 healthcare 
professionals 
working in 
four care 
homes and one 
NHS mental 
health ward 

To determine the effects of 
introducing Gold 
Standards Framework and 
Liverpool Care Pathway 
from the perspectives of 
staff caring for people with 
dementia. 
 
Methods: Case study using 
mixed methods: 
interviews, focus groups, 
survey of staff. Analysis 
not stated 

• Anticipatory prescribing was viewed 
as a key element in the management 
of pain and other distressing 
symptoms 
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Amass and 
Allen (2005) 
[22] 
 
UK 

23 patients in 
the community 
across one 
region 

To evaluate an anticipatory 
medication pilot 
 
Methods: Audit of care. 
Descriptive statistics   

• 23 anticipatory prescribing kits issued 
and 16 (70%) were used 

• The intervention was well received by 
nurses, patients and families 

• None of the 16 patients required 
admission to a hospital or hospice for 
end-of-life symptom control 

• The net cost of wasted medicines was 
about £10 per patient 
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Ashton et al. 
(2009) [169] 
 
UK 

13 care staff 
working in 
four care 
homes and one 
NHS mental 
health ward  
 
(findings relate 
to these 
participants) 

To assess the effects of the 
Gold Standards 
Framework and Liverpool 
Care Pathway on the 
experience of staff 
 
Methods: Qualitative focus 
group. Analysis not stated 

• Staff acknowledged the difficulties for 
GPs in anticipatory prescribing, 
particularly relating to: pain 
management, the experience of the GP 
and their understanding of advanced 
dementia, the reluctance to prescribe 
diamorphine  

• Staff felt these difficulties would 
resolve as the GP developed a trusting 
relationship with them 
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Bullen et al. 
(2015) [191] 
 
Australia 

Workstream 
one: 8 
community 
palliative care 
nurses working 
in one 
organisation.  
 
Workstream 
two: 43 
community 
palliative care 
services 

To conduct a survey of a 
local service to examine 
views on medication 
management before and 
after the implementation of 
an anticipatory prescribing 
kit and to conduct a 
nationwide prevalence 
survey examining the use 
of anticipatory prescribing 
kits. 
 
Methods: Quantitative 
single arm intervention 
study with pre and post 
questionnaires in a 
community specialist 
palliative care service.  
 
Nationwide prevalence 
survey of the use of 
anticipatory prescribing 
kits in Australia 

• 88% of nurses reported the 
implementation of the anticipatory 
prescribing kits had improved patient 
outcomes 

• The administration of anticipatory 
medications was highly variable and 
usually occurred when the patient 
entered a deteriorating or terminal 
phase of care 

• In the majority of instances where kits 
were used, the medications were 
perceived to have met patients’ needs 

• The majority of services surveyed 
reported they did not use anticipatory 
prescribing kits 

• Most participants from services who 
did not utilize anticipatory prescribing 
kits believed that they could improve 
patient care 

• Having access to the low-cost kits was 
perceived to help avoid unnecessary 
crisis hospital admissions  
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Lawton et al. 
(2012) [192] 
 
UK 

58 community 
nursing teams 
in one county 

To audit staff awareness of 
an anticipatory prescribing 
scheme 
 

• The majority of patients issued drugs 
were diagnosed with a malignancy 
(n=43) 
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Methods: Audit of 
practice. Descriptive 
statistics and grouping of 
free text comments 
received.  
 

• Having prescribed medication 
available in the home was perceived 
as reassuring for families 

• Barriers to prescribing: patient not 
wanting drugs in home; professionals 
not thinking about anticipatory 
prescribing; GPs declining to consider 
anticipatory prescribing 

• The costs of prescriptions were 
estimated to be to £22.12 per patient 

• A significant amount of medicines 
went unused, but 77% of boxes issued 
had at least one drug used  

Harris et al. 
(2010) [193] 
 
UK 

152 
community, 
hospice and 
hospital 
palliative care 
teams across 
the UK 

To explore current practice 
in the management of 
terminal haemorrhage by 
palliative care teams in the 
UK 
 
Methods: Survey with 
open and closed questions. 
Descriptive statistics 

• Midazolam was the most commonly 
used crisis medication although there 
is a large variation in the dose of this 
and other drugs used 

• Unclear role of crisis medication as 
patients often die before they can be 
given or take effect 
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Kinley et al. 
(2016) [194] 
 
UK 

319 residents 
who died in 
thirty-eight 
nursing homes 
taking part in 
an end-of-life 
programme  

To identify the prescribing 
practice for symptom 
control in the last month of 
life for residents dying in 
nursing homes.  
 
Methods: Retrospective 
notes review. Descriptive 
statistics 

• 37% of residents had anticipatory 
prescribing in place at the time of 
death  
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Wowchuk et 
al. (2009) 
[195] 
 
Canada 

457 patients in 
one region 

To evaluate the use of a 
anticipatory prescribing kit  
 
Methods: Service 
evaluation based on 
complete data collection 
forms from accessed 
anticipatory prescribing 
kits. Statistical analysis   
 

• Pilot project issuing 457 patients with 
anticipatory prescribing kits over a 5-
year period  

• Majority of patients in pilot had 
cancer (8.5% non-malignant) 

• 293 kits were both placed in patients’ 
homes and accessed  

• The mean survival from the time the 
kit was open until the time the patient 
died was 4.54 days 

• Home death rate much higher in those 
participating in the pilot medication 
kit scheme compared to the home 
death rate for the overall programme 

• 79-88% home death rate for those 
who used the kit; 60% home death 
rate for those who had the kit placed 
but did not use it; 25-29% home death 
rate for those not in the pilot 
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Khalil et al. 
(2018) [196] 
 
Australia  
 
 

29 community 
nurses and 
palliative care 
nurses 

To identify the challenges 
with the administration 
and access to anticipatory 
medications in rural and 
remote community settings 
 
Methods: Staff Survey. 
Descriptive statistics 

• Opioids (55%) were reported as the 
most commonly used anticipatory 
medication followed by antiemetics 
(45%), clonazepam (41%), and 
midazolam (41%)  

• Most thought it was useful to organise 
medications in the home 

• Barriers to prescribing: a third of all 
nurses indicated that doctors were not 

M  M  M – M 
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willing to prescribe drugs on some 
occasions due to the fear of drug 
misuse and/or abuse.  

• Reported issues in using drugs: lack of 
confidence about their usage and 
doses; pharmacy shortages; inability 
to access medications 

• Reported incidents included giving the 
wrong dose of medication and expired 
medications given 

Rainbow 
(2017) [197] 
 
UK 

16 
participants: 5 
community 
palliative care 
nurses; 4 
hospice at 
home nurses; 1 
community 
nurse; 3 GPs; 1 
community 
pharmacist;2 
relatives 

To investigate experiences 
of prescribing, 
administering, dispensing 
and observing anticipatory 
medication at the end of 
life 
 
Methods: Qualitative 
interviews. Qualitative 
analysis   

• Anticipatory prescribing and 
standardised systems were felt to have 
improved the management symptoms 
at the end of life 

M   H  L – M 

Benson et al. 
(2021) [198] 
 
UK 

347 deceased 
patients under 
the care of 174 
hospital, 49 
community 
and 124 
hospice teams 
(1 patient per 
site) 

To identify the use of 
syringe pumps (drivers) 
across a network 
 
Methods: Retrospective 
notes review and network 
discussion of results. 
Descriptive statistics and 
description 
 
 

• 58% of services responding to the 
survey allowed anticipatory syringe 
pump prescribing 

• 33% of patients in the community 
prescribed anticipatory syringe pumps 

• Two conflicting sets of views and 
practices regarding anticipatory 
syringe pumps: some clinicians 
considered them vital to ensure timely 
symptom; others viewed it at unsafe 
practice, citing incidents / near-misses 
resulting from lack of clinical 
assessment of need when syringe 
pump started 

M  M  L – M 

Webber et al. 
(2019) [199] 
 
Canada  

Population 
level study = 
5223 patient 
deaths 
 
Retrospective 
cohort study = 
4538 patient 
deaths 

To evaluating the impact 
of a home medication kit 
and home-death planning 
tool on place of death, 
hospitalisations, and 
emergency department 
visits among palliative 
home care patients 
 
Methods: Population-level 
and retrospective cohort 
study using medical 
records. Statistical analysis   

• Compared with patients who received 
neither intervention, patients who 
received the home-death planning tool 
or home medication kit had an 
increased likelihood of dying in the 
community, with the largest relative 
risk observed in patients who received 
both interventions 

• Receipt of these interventions was 
only associated with reductions in 
hospitalisation or emergency 
department visit rates in the six 
months of life  

M  M  L – M 

Hardy et al. 
(2007) [200] 
 
Australia  

20 Patients in 
one nursing 
home (as part 
of a study 
looking at four 
hospitals, three 
hospices and 
one nursing 
home) 
 

To evaluate the care of 
patients who died in 
institutes in Queensland 
 
Methods: Retrospective 
notes review. Descriptive 
statistics 

• Few patients in the nursing home were 
prescribed drugs in anticipation of 
symptoms (no numbers given) 

L   M  L – L  
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Dale et al. 
(2009) [47] 
 
UK 

995 surgeries 
in England and 
Northern 
Ireland: those 
returning 
baseline and 
follow up 
questionnaires   
 

To identify factors 
associated with the extent 
of change in processes that 
occurred in practices in the 
year following adoption of 
the Gold Standards 
Framework. 
 
Methods: Pre-post 
questionnaire. Statistical 
analysis 

• 48.9% of surgeries had a procedure 
for anticipatory prescribing at baseline 

• 82.3% of surgeries had a procedure 
for anticipatory prescribing a year 
later   
 

M  L  L – L  

Healy et al. 
(2013) [201] 
 
Australia  

76 informal 
caregivers 
questionnaires. 
 
Focus groups 
with 26 
community 
nurses 
 

To evaluate of the 
effectiveness of an 
education package that 
supports laycarers to 
manage breakthrough 
subcutaneous medications 
used for symptom control.  
 
Methods: Single arm 
intervention study with 
two post-intervention 
questionnaires for informal 
caregivers; focus groups 
for nurses. Statistical 
analysis and description of 
nurses views 

• In Australia informal caregivers, 
mostly family members, may be 
required to administer subcutaneous 
medications 

• Informal caregivers found the package 
was useful and enabled them to deal 
confidently with symptoms arising in 
the home-based palliative patient 

• Relating to training informal 
caregivers to give drugs: uncertainty 
in when to train carers in the person's 
trajectory 

• Contention between nurses on if it is 
safe or appropriate for informal 
caregivers to give drugs 
 

L   M  L – L  

Jamal et al. 
(2014) [202] 
 
UK  

GPs and 
community 
nurses 
(numbers not 
stated) 
working in one 
county 

To evaluate the awareness 
of network guidelines 
along with the prescribing 
and usage ratios of 
anticipatory prescribing 
kits. 
 
Methods: Service 
evaluation. Descriptive 
statistics 

• 90% of GPs responding indicated that 
they had prescribed anticipatory 
prescribing kits  

• 69% of GPs’ prescribing was 
influenced by access to anticipatory 
prescribing information and 75% 
stated that levels of confidence 
impacted on decision making 

• 55% of GPs respondents indicated that 
prescribing was influenced by 
concerns about misuse of drugs 

• 41% of GPs indicated that cost was a 
factor 

• The recommended network guidelines 
for 2 to 3 days’ supply of JIC 
medications costs £30.26 per patient 

L   M  L – L  

Lawton et al. 
(2013) [203] 
 
UK 

181 after death 
reviews with 
home staff in 
56 nursing 
homes and 
twenty-five 
care homes 

To describe factors that 
promote a "good death" in 
care homes 
 
Methods: Qualitative 
interviews. Qualitative 
analysis 

• Nursing home staff felt having 
anticipatory medications in place gave 
reassurance to residents, staff and 
relatives 

 

L   M  L – L  

Lee et al. 
(2016) [204] 
 
UK 

5 informal 
caregivers in 
one county 

To audit the feasibility of 
the policy and practice of 
informal caregivers 
administering 
subcutaneous medication. 
 
Methods: Audit of care. 
Reporting on informal 

• Informal caregivers gave injectable 
anticipatory medications, with nurse 
support and training 

• All informal caregivers stated that, if 
required, they would administer 
subcutaneous injections again to a 
family member 

L   M  L – L  
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caregivers written 
comments 

Mathews and 
Finch (2006) 
[205] 
 
UK 

10 patients in 
one nursing 
home. 
 
Reflective 
group with 
nursing staff 
(number not 
stated) 

To evaluate the impact of 
implementing the 
Liverpool Care Pathway in 
a nursing home 
 
Methods: Audit of patient 
notes and a reflective 
group discussion with 
nurses on implementing 
the Liverpool Care 
Pathway. Analysis 
methods not stated 

• GPs prescribe anticipatory 
medications and nursing home staff 
judge when to administer drugs 

• Barriers to prescribing: nurses 
reported GPs reluctant to prescribe 
diamorphine to opioid naive patients 

• Facilitators to prescribing: GPs 
familiarity with anticipatory 
prescribing practice 

• Some nurses worried about 
administering injectable opioids and 
felt uneasy when a patient died within 
hours of an injection 

L   M  L – L  

O'Loghlen  
and Baines 
(2013) [206] 
 
UK 

295 service 
evaluation 
forms from 83 
GPs surgeries 
in one county 

To evaluate an anticipatory 
prescribing scheme 
 
Methods: Service 
evaluation. Descriptive 
statistics 

• Perception that the scheme offered 
peace of mind for patients and 
relatives 

• The most common four drugs 
prescribed were diamorphine, 
hyoscine hydrobromide, midazolam 
and levomepromazine. 

• The information gathered from the 
completed forms suggested that 121 
admissions were prevented  

M   L  L – L  

Khalil et al. 
(2021) [207] 
 
Australia 
 

Stage one: 799 
patient records 
for 25 GP 
practices 
 
Stage two: 5 
palliative care 
nurse 
practitioners 
and GPs 

To map the use of end-of-
life and anticipatory 
medications in a cohort of 
palliative care patients GP 
medical records and to 
discuss the results through 
stakeholder consultation  
 
Methods: Retrospective 
note review. Stakeholder 
interviews. Statistical 
analysis and qualitative 
analysis  

• 13.5% of patients with a palliative 
care referral flagged in their records 
were prescribed injectable or oral end-
of-life medications 

• A referral to specialist palliative care 
triggers a standard request to GPs for 
anticipatory medications 

• Barriers to prescribing: identifying the 
right stage to prescribe drugs and fears 
of expediating death 

• Facilitators for prescribing: good 
working relationships between nurses 
and GPs; forward planning approach 

L   M  L – L 

Lewis et al.  
(2021) [208] 
 
UK 

6 informal 
caregivers in 
one county  

Evaluation of a scheme to 
train informal caregivers to 
give anticipatory 
medication and the 
intervention's acceptability 
to carers 
 
Methods: Review of 
patient records and 
informal caregiver 
feedback. Description 

• System in place to train some informal 
caregivers to administer medication 
(criteria not given) 

• Drugs started and given between 6 to 
137 days before death (median: 9 
days) 

• Data available for four of the six 
informal caregivers trained: all four 
responded to say training was 
‘acceptable’ 

L   M  L – L  

Ward (2020) 
[209] 
 
UK 
 
 

12 
organisations 
anticipatory 
prescribing 
guidance in 
one region 
(hospices, 
hospital 

Determining a baseline of 
current practice in 
guidance 
 
Methods: Document 
review. Description 

• Guidance had a general agreement on 
which medications to prescribe 

• ‘Small numbers of centres’ advise on 
anticipatory syringe pumps 

L   M  L – L 



 86 

and 
community 
teams) 

Dredge et al. 
(2017) [210] 
 
Australia  

7 community 
palliative care 
nurses working 
for one 
organisation. 
A ‘small 
number’ of 
informal 
caregivers 

To measure nursing staff 
satisfaction with changes 
in anticipatory prescribing 
practice and early feedback 
on an educational 
programme to train 
informal caregivers to 
administer injectable 
anticipatory medication 
 
Methods: Staff survey and 
verbal feedback from 
informal caregivers. 
Descriptive statistics   
 

• Change in practice from all patients 
prescribed anticipatory medications to 
individual assessment of need by 
nurses based on agreed criteria 
(criteria not given). 

• GP prescribes medication following a 
request from the specialist palliative 
care team 

• Perceived barriers to prescribing 
included a lack of access to GPs 

• Medications are administered by 
nurses or informal caregivers with 
suitable training  

• Relatively few caregivers both willing 
and able to undertake education 
programme 

• Reports on positive feedback from 
caregivers on the training to 
administer drugs 

L   L  L – L  

Lee and 
Headland 
(2003) [211] 
 
UK 

2 patients in 
one county 

To report on the feasibility 
of relatives giving sub-
cutaneous injections  
 
Methods: Descriptive case 
reports from a nurse 
perspective.   Description 
of care received 
 

• Reports on two cases where relatives 
gave injectable anticipatory 
medication following training  

• Accounts that the informal caregivers 
felt this was acceptable and helped 
with providing effective symptom 
control at home  

L   L  L – L  

 
Key: Care home (a community residence without trained nurse on site). Nursing home (a community 
residence with trained nurses on site).  
 

3.8.1   What is current practice? 

 

Eleven studies had investigated the frequency of anticipatory prescribing in the community: 

these were primarily from the UK and Australia and patient samples may not represent the 

general population. [178,183,181,182,207,187,200,186,194] Reported figures varied greatly 

across studies which may relate to differences in study design, context and denominators 

used. Prescribing rates vary from 14% to 96% of deaths in the community (home or care 

home), dependant on the community healthcare organisations involved in patient care. 

[165,182,183,185,207] Two studies, both assessed as medium quality, utilised deceased 

patient records in general practice populations and identified a prescribing rate of 44% [187] 

and 51% respectively. [165] One Australian nursing home study reported a low rate of 

anticipatory prescribing but provided no figures. [200] Three retrospective studies in UK 

nursing home settings reported anticipatory prescribing rates varying from 37%, [186] 28-
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62%, [194] to 13-100%. [178] Data is often limited by inadequate definitions of anticipatory 

prescribing. [186,194,207] Prescribing rates for patients in all settings appear to vary 

dependant on geographical location and services involved. [165,178,185,186] However, 

surveys of healthcare professionals and analysis of governance documents suggest that 

anticipatory prescribing is widespread established community practice in the UK, 

[14,26,47,173] with some services also permitting the prescribing of anticipatory syringe 

pumps. [26,198,209] 

 

There is wide variation in the timing of anticipatory prescribing prior to death, ranging from a 

few days, [21,165,187,195] several weeks, [7,21,187] to months before death. [163,165] 

Difficulties are encountered in predicting when patients are likely to die [3,21,163] with GPs 

and community nurses frequently recalling situations where drugs were not issued in a timely 

manner. [21,181,192,196] Nurses often initiate the process by alerting the GP to a patient’s 

changing condition and requesting an anticipatory prescription; [3,7,173,174,189,195,210] 

two Australian studies, both rated as low quality, identified that a referral to specialist 

palliative care services triggered a standard request for GPs to initiate prescribing. [207,210] 

One study, rated as medium quality, reported that staff working in several UK nursing homes 

would request anticipatory prescriptions weeks ahead of need to mitigate the difficulty of 

accessing timely GP reviews. [7] Two studies, both rated as high quality, found prescribing 

clinicians also preferred to issue prescriptions well in advance of anticipated need, even if 

they were unlikely to be used. [52,163] 

 

Decisions regarding which anticipatory medications are issued are often shared between GPs 

and nurses. [3,174] In most cases only the GP can issue the prescription; [13,210] UK nurse 

prescribers still prefer to share decision-making with the GP. [3] There is considerable 

variability in the terminal symptoms prescribed for and the drugs prescribed. There are 

limited data about what anticipatory medications are prescribed: most studies used 

incomplete data or relied on clinicians’ self-reported practices. [69,173,178,183,189,206,207] 

Two studies, both assessed as medium quality, identified that the standardised prescribing of 

four drugs for symptoms of pain, nausea and vomiting, agitation and respiratory tract 

secretions was commonplace and prompted by local guidance. [165,183] Another study, 

[178] rated as medium quality, found variability in the number and type of terminal 

symptoms prescribed for across eight nursing homes; 54% of patents had at least one drug 
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prescribed, but only 15% had drugs prescribed for all four recommended indications. Four 

studies reported that opioids and sedatives were commonly prescribed. [69,178,189,206] 

 

There is limited literature concerning the relationship of anticipatory prescribing to diagnosis. 

Cancer was predominant in four studies investigating the use of anticipatory medication, 

[53,187,192,195] (62%, 82%, 84% and 91.5%), with 79% of community nurses reporting 

their last experience of anticipatory prescribing was with cancer patients. [173] Conversely, 

one retrospective study of 150 consecutive deaths under a community specialist palliative 

care service found that anticipatory medications were in place at the time of death for 78% of 

non-cancer deaths (n=50) but only 55% of cancer deaths (n=100). [182] No other data are 

provided to allow assessment of the comparability of these diagnostic subgroups. 

Anticipatory medication timing decisions are perceived to be more challenging in the less 

predictable dying trajectories of non-cancer illnesses. [21,163]  

 

The literature concerning the use of anticipatory medications after prescription is also limited, 

often as studies had access to partial patient records or examined the care of patients 

receiving specialist palliative care input. Use in nursing homes appears to be less common: 

one retrospective study reported that ‘less than a third’ of patients required the administration 

of prescribed medications [186] and a qualitative study of nursing home nurses reported that 

very few dying patients required the administration of prescribed drugs. [7] Much higher 

proportions of use have been reported at home, ranging from 37%-77%. [7,52,53,189,192] 

The sedative anxiolytic midazolam and opioids were identified in six studies as being the 

drugs most frequently administered; [53,173,186,187,193,196] Four of these studies 

[53,173,193,196] relied on recollections of drugs used and did not detail actual practice. 

 

There is insufficient published literature regarding the timing of first drug administration 

prior to death. One study, [187] rated as medium quality, reported on the recorded care in GP 

records for 50 deceased patients prescribed anticipatory medications. Patients with a 

diagnosis of cancer, frailty or dementia first received drugs a median of 4 days before death. 

A service evaluation using electronic health records for 132 deceased patient prescribed 

injectable medications, [189] rated as medium quality, reported the median timing between 

prescription and first drug administration was 9 days for patients with cancer (range 0 to 368 

days), and 61 days for those with non-cancer conditions (range 3 to 298 days). Both studies 

were limited by having partial access to patient records.   
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Decision-making concerning anticipatory medication administration is often undertaken by 

nurses without consultation with a doctor. [7,13,20,163,173,191,205] In some situations, a 

range of doses are prescribed on drug charts, allowing nurses discretion on the dose 

administered. [13,20] In contrast, one Canadian study reported nurses to have a less 

independent role, needing to gain authorisation from a doctor before administering the drugs. 

[195] UK nurses identify four conditions that all need to be met before they administer 

medication: symptoms are irreversible and due to the dying phase; inability to take oral 

medication; patient consent where possible; decisions made independent of influence from 

family members. [20] Nurses often work in pairs when making this assessment or check their 

decisions with nursing colleagues; [13,20] nurses working at night typically make these 

decisions alone, often with limited access to advice from GP or nursing colleagues. [13] The 

time from nurses receiving a request to administer drugs to giving the dose can vary greatly, 

[13,53,175] with median time of 105 minutes being reported in one UK study rated as high 

quality. [175]  

 

In some areas informal caregivers have been trained to assess symptoms and give injectable 

drugs, with or without direct clinical guidance, in Australia [177,184,201,210] and UK. 

[26,175,204,208,211] Several studies report on the feasibility and acceptability of local 

schemes to train informal caregivers to confidently give injectable anticipatory medications. 

[175,180,201,204,208,210] In areas of the UK and Australia where schemes were in place, 

studies reported injectable medication were administered by both informal caregivers and 

visiting nurses. [175,180,210] A survey of healthcare professionals working in the UK and 

Ireland, undertaken at the start of the Covid-19 pandemic and rated as medium quality, 

reported that numerous community healthcare services were considering the option of 

training informal caregivers to giving injections, in anticipation of end-of-life care needs 

overwhelming community healthcare resources. [26] The extent to which these policy 

changes have been put in place in practice, or will persist after the pandemic, remains 

unclear.  

 

3.8.2   What are the attitudes of patients? 

 

Only one published study has directly investigated patients’ attitudes regarding anticipatory 

prescribing. The study, [52] rated as high quality, reported the views of six case study 
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participants where anticipatory medications had been prescribed but not yet used: it was 

unclear how many of these participants were patients or family members. The prescribing of 

anticipatory medications is a significant event for patients and clearly signified the 

imminence of death. [52] One audit, [22] rated as medium quality, and one service 

evaluation, [206] rated as low quality, report anticipatory prescribing to be well received by 

patients. Both studies were based on clinician interpretations of patient views rather than 

patient self-reports.  

 

3.8.3   What are the attitudes of informal caregivers? 

 

Four studies have investigated informal caregiver perspectives regarding nurses 

administering anticipatory medications. Two qualitative interview studies, one rated as 

medium quality and one high quality, identified anticipatory medications were accepted into 

the home by informal caregivers despite inadequate explanations when drugs were 

prescribed, often because symptoms and suffering were expected at the end of life. [52,188] 

A third interview study, rated as medium quality, included two bereaved informal caregivers 

and concluded that anticipatory medications were viewed as helpful alongside broader 

support in managing symptoms at home. [197] A survey of bereaved informal caregivers 

(n=38), rated as medium quality, found most respondents reported being reassured by having 

anticipatory medications available and that the administered drugs had helped symptoms. 

However, three of these studies identified that some informal caregivers expressed concerns 

about storing controlled drugs in the house, [52] were uncertain regarding their role in 

administering these to patients and experienced difficulties in accessing help [53] or were 

ambivalent regarding the helpfulness of medication. [188] Several informal caregivers 

reported storing medication out of sight to keep them safe and so that they were not reminded 

of their purpose. [52] Three of the studies were only reported briefly in conference abstracts. 

[53,188,197] It appears that anticipatory medications were for some reassuring and for others 

a cause for concern and potentially both for yet others.   

 

Informal caregiver attitudes have been more extensively investigated within studies of 

initiatives to train them to administer anticipatory medications, a context which does not 

reflect standard practice in most countries. Nine UK and Australian studies, rated from low to 

high quality, reported that informal caregivers selected for participation in initiatives found 

the training [208,210] and experience of administering anticipatory medications to be 
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acceptable. [175,177,180,184,201,204,211] An unreported proportion in one study felt 

overwhelmed by the expectation to give drugs [177] and a service improvement evaluation 

reported relatively few informal caregivers were willing or able to take on the role. [210] 

Informal caregivers reported that anticipatory medications were beneficial to patient comfort, 

[177,184,201] facilitated greater control in managing symptoms [175] and enabled patients to 

remain at home until death. [177,204,211] One Australian study, assessed as medium quality, 

reported on informal caregiver administration of anticipatory medications in the context of 

limited access to trained nurses: they felt they had no option but to administer drugs, were 

uncertain about the timings of medications, and feared causing an overdose or hastening 

death. [184] If symptoms remained uncontrolled post drug administration, informal 

caregivers felt disempowered and distressed. [184] One UK multicentre randomised control 

pilot trial, [175] rated as high quality, found informal caregivers selected by patients to give 

their injectable medications tended to have a healthcare background; most informal 

caregivers struggled to recognise the difference between symptoms and all worried about 

accidently hastening death by giving injections. The reported time taken from request to 

medication administration was considerably less when informal caregivers were trained to 

give injections. [175] All nine studies reported only on the attitudes of informal caregivers 

who were willing to take on the role of administering drugs.  

 

3.8.4   What are the attitudes of community healthcare professionals?  

 

The range of views of healthcare professionals towards anticipatory prescribing are reported 

in 35 studies of community, palliative care and nursing home nurses, care home staff, 

pharmacists, GPs and palliative doctors in various geographical areas (seven rated as high 

quality, twenty-one medium quality, seven low quality). [3,7,13,20,21,26,52,69,114,163,169–

176,179,181,183,190–193,196–198,201–203,205–207,210] The majority of the studies 

focused on the views and experiences of nurses. 

[3,7,13,20,52,114,171,172,175,179,196,197,207,210] Only three papers explored the views 

of GPs in detail: the most in-depth study was undertaken for this thesis. [21,163,174] The 

views of emergency ambulance paramedics have not been studied.  

 

These studies suggest that clinicians’ views are largely positive towards anticipatory 

prescribing. GPs and nurses believe it offers reassurance to patients, families and clinical 

teams, provides timely and effective symptom control, and helps prevent crisis hospital 
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admissions. [3,7,13,20,69,163,169,175,179,181,190,192,193,196,198,203,206,207,210] The 

one exception is in terminal haemorrhage when specialist palliative care doctors and nurses 

believe anticipatory prescribing has limited value, as patients often die before medication can 

be given or take effect and conversations about unlikely event may cause disproportionate 

and unnecessary anxiety. [69,171,172,193] However, clinicians still issue prescriptions for 

terminal haemorrhage out of concern that patients may experience considerable distress if 

drugs are not available; [69,172] the lack of robust evidence and guidance to inform 

prescribing practice was a concern. [69] 

 

Facilitators of successful anticipatory prescribing are identified in several studies. GPs and 

nurses generally report working well together; [3,7,163,173] partnership is perceived to be 

vital, with trust between the two parties, mutual respect for each other’s expertise and ease of 

access to each other essential. [3,13,21,163,170,174,179,181,196,210] GPs who are familiar 

with end-of-life medications appear to be more confident about anticipatory prescribing, 

[3,174,202,205] finding it easier to prescribe for patients they have known for some time, 

[21] and appear to be more likely to prescribe in a timely fashion when receiving regular 

updates from nurses about a patient’s changing condition and likely needs. [3,163,179,207] 

Standardised systems and local policies which prompt prescribing and recommend safe 

starting doses are appreciated by clinicians, particularly those who infrequently prescribe 

anticipatory medications. [163,176,183,197,207] The development of a rapport with patients 

and their families is perceived to enable sensitive anticipatory prescribing conversations to 

take place at an appropriate time. [3,21,163] Prescribing conversations are introduced in a 

way intended to lessen potential family worries about the drugs whilst ensuring prescriptions 

are accepted. [3,52,163] The ready availability of drug stocks in community pharmacies is 

considered vital in ensuring prescriptions are dispensed in a timely way. [21,26,196]  

 

Negative clinician views were also articulated in several studies. Some GPs are concerned  

about the safety of prescribing injectable forms of strong opioids and other medications ahead 

of need since they are accountable for drug errors or misuse. [3,21,163,190,196] Prescribing 

decisions are perceived to be harder when the GP does not know the patient’s situation well 

or there are concerns about possible drug misuse within the home. [21,163,202] GPs also 

express concern about the cost of unused medications. [7,21,202] Despite these potential 

barriers, nurses perceive that only a small proportion of GPs are reluctant to prescribe 

anticipatory medications. [3,114,173,174,192]  
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The administration of anticipatory medications raises safety concerns for nurses. Deciding 

when to administer medication causes less experienced nurses considerable unease, and some 

nurses report that they lack the confidence to initiate injections or adjust doses. [13,196] One 

study, rated as high quality, observed that nurses do not want to administer the drugs unless it 

is clear that the patient is dying, and are conscious of the need to balance the achievement of 

effective symptom control with the avoidance of over-sedation. [20] Clinicians report adverse 

patient events have occurred when drugs were administered without an adequate clinical 

assessment of need or the wrong medication dose was given. [69,196,198]  

 

If a patient dies soon after drug administration, particularly of opioids, less experienced 

nurses worry that the “last injection” may have hastened their death. [7,20,205] Some GPs 

and nurses think it too burdensome on informal caregivers to train them to administer the 

injectable drugs, especially if families express concerns about accelerating death by giving 

medication. [175,201] Other clinicians are cautious about who they approach to take on this 

role. [175,201,210] 

 

3.8.5   What is its impact on patient comfort and symptom control? 

 

Evidence of the impact of anticipatory prescribing on comfort and symptom control is limited 

to four observational audits and surveys of low to medium quality, none of which used 

symptom assessment scales. [53,173,191,204] No intervention trial of clinical effectiveness 

has been conducted to date. One small-scale audit of family administration (n=5) found 

informal caregivers reported that administered anticipatory medications had facilitated a 

peaceful death at home. [204] A survey of bereaved informal caregivers (n=38) found that 

just over half of the respondents reported that the medication was used, usually for pain or 

agitation with good effect; of the patients who required medications, problems informal 

caregivers reported included deciding when to call for help and delays in clinicians attending 

to administer medication. [53] One large-scale survey of palliative care, community and 

nursing home nurses found 89.6% to report that anticipatory prescribing had helped provide 

successful symptom relief in the cases they recalled. [173] Similarly, in a very small pre-post 

implementation study, 88% (n=7) of surveyed palliative care nurses reported improved 

symptom control outcomes following the introduction of anticipatory prescribing. [191]  
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3.8.6   Is it cost-effective? 

 

The literature to date suggests that anticipatory prescribing is a low-cost intervention when 

compared to the cost of an inpatient hospital or hospice stay. [202] The typical cost of 

supplying two to three days’ medication to cover the symptoms of pain, nausea and vomiting, 

agitation and breathlessness in the UK is between £22.12 [192] and £30.26 per patient. [202] 

The net cost of unused prescribed medications is estimated to be between £10 [22] and 

£14.61 [192,202] per patient. Studies calculating costs derived estimates from incomplete 

prescribing and administration data, [22,192,202] limiting the accuracy of findings.  

 

Eight studies of low to medium quality have examined the relationship between anticipatory 

prescribing and service use. One study of twelve GP practices found anticipatory prescribing 

to be associated with an increase in GP contacts and a lower risk of hospital admission in the 

last month of life. [185] Two small scale audits [22,204] and one service evaluation [206] 

identified that most patients with an anticipatory medication prescription were not admitted 

to hospital for symptom control at the end of life. These studies do not report the outcomes 

for patients not prescribed anticipatory medications. One Canadian service evaluation, [195] 

one Canadian population-level and retrospective cohort study, [199] and three UK based 

retrospective notes reviews [182,185,186] identified a positive correlation between 

anticipatory prescribing and the proportion of patients dying in the community. The 

population-level and retrospective cohort study, rated as medium quality, also identified that 

the prescription of anticipatory medications alongside putting in place a home death care plan 

was associated with reductions in hospitalisations or emergency department visits in the last 

six months of life. [199] None of these studies accounted for confounding variables, such as 

informal caregiver support and the level of community healthcare service input. It is possible 

that the prescribing of anticipatory medicines serves as a proxy indicator of the clinical 

team’s awareness of the imminence of death and their planning for community-based care. 

 

3.9   Discussion 
 

3.9.1   Main findings  
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This systematic literature review addressed six questions and identified the following 

findings with regards to anticipatory prescribing in the community:  

 

1) Current practice varies both across countries and within the UK. There is limited 

reliable data on how often drugs are prescribed or subsequently used. In the UK, 

anticipatory prescribing appears to be a widespread practice, which varies in relation 

to community setting, proximity of prescriptions to death, patient populations and 

frequency of administration.  

 

2) Only one study has directly investigated the experiences or views of patients. The 

prescribing of anticipatory medications is a significant event for patients, signifying 

the imminence of death. Further research is urgently needed.  

 

3) Most studies of informal caregivers’ attitudes have been limited to evaluations of 

informal caregiver administration of injectable medications. Although informal 

caregivers appreciate being able to provide symptom relief, some struggle with the 

responsibility of assessing patient needs and administering medications. Four studies 

have investigated informal caregivers’ views and experiences of clinician 

administered anticipatory medications. Medications were accepted into the home by 

informal caregivers despite receiving inadequate explanations: they generally 

appreciated having access to drugs when needed. However, informal caregivers also 

expressed ambivalence regarding the helpfulness of medication in controlling 

symptoms and had safety concerns. Informal caregiver experiences and involvement 

in decisions to administer medication with nurses require further investigation.  

 

4) Much of the published literature focuses on the attitudes and experience of healthcare 

professionals, particularly nurses. Despite being responsible for prescribing 

anticipatory medications, GPs’ views and decision-making have only been 

investigated in detail by three studies: one of which was undertaken as part of this 

thesis and is detailed in Chapter five. GPs and nurses believe that anticipatory 

prescribing is reassuring to patients and their informal caregivers, enables better 

symptom control and helps to prevent crisis hospital admissions. In addition to 

broadly positive professional experience, GPs and nurses also express safety concerns 

and nurses struggle with decisions to administer anticipatory medications.  
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5) Robust evidence of clinical effectiveness is absent as no intervention trial has been 

undertaken. Observations from qualitative interviews and retrospective audits suggest 

anticipatory prescribing may contribute to symptom relief.  

 

6) Robust evidence of cost-effectiveness is also absent, although anticipatory prescribing 

is a low-cost intervention. The published evidence on costs is based on incomplete 

data.  

 

In summary, this review demonstrates limited high-quality research concerning the 

prescribing and use of anticipatory medication. Most studies investigate nurses’ views or 

provide limited insights through partial retrospective case note reviews and surveys. No study 

has prospectively investigated the clinical effectiveness or cost-effectiveness of anticipatory 

prescribing. Most studies were limited to single sites, evaluated new initiatives or represented 

populations receiving specialist palliative care input, limiting their generalisability.  

 

3.9.2   What the review adds 

 

This review brings together the diverse literature regarding the prescribing and use of 

anticipatory medication, clarifying the current knowledge base and the priority areas for 

future research. 

 

Current practice is based primarily on clinicians’ perceptions and experiences that 

anticipatory prescribing offers reassurance to patients and families and provides effective 

symptom control in the home setting. 

[3,7,13,20,69,163,169,175,179,181,190,192,196,203,206,210] Although the rationale for this 

practice appears strong intuitively, it is unwise to base end-of-life care practice on clinicians’ 

views alone. [4,17] The views of patients and informal caregivers must be considered; 

although access to anticipatory medication can be viewed as helpful, prescriptions can also be 

a clear and unwelcomed indicator of impending death: a ‘memento mori’. [3,52,53,212] This 

might contribute to a range of concerns given that clinicians prefer to put anticipatory 

medication in place well in advance of need. [3,52,163,188] Concerns have been raised that 

prescribing and administration can be paternalistic or driven by service needs rather than 

tailored to patients’ wishes. [8,210] Having medication at home places a significant 
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responsibility on families to assess symptom control and decide when to request a nurse visit 

to administer drugs. [4,52,53,106,110] This responsibility is much greater when informal 

caregivers are also expected to administer injections: [175,177,180,201] some worry that this 

might hasten death. [175,177,184] Conversely, many families value being able to do 

something to relieve their relative’s pain and distress. [57,175,177] Patient and informal 

caregivers views and experiences of anticipatory medication care urgently need more detailed 

investigation. 

 

Anticipatory prescribing policy and practice is running ahead of the evidence base. There is a 

lack of robust evidence for its clinical effectiveness in symptom control and in preventing 

crisis hospital admissions, alongside a lack of high-quality evidence of patient and informal 

caregiver experience and views. There is a call in English end-of-life care guidance for a 

cluster-randomised control trial [8] that compares the intervention with prescriptions issued 

in response to symptoms. Undertaking such a trial would be challenging as anticipatory 

prescribing is now widespread established practice in the UK. One approach might be an 

investigation of the impact of different types of anticipatory prescribing practices on patients’ 

symptom control and crisis hospital admissions, including standardised prescribing versus 

individualised prescribing.  

 

Patient safety concerns were a recurrent theme in the papers exploring the attitudes of 

clinicians and informal caregivers. There is a potential for drug errors or misuse [3,21,190] 

and national guidance reiterates the risks of prescribing and administration being standardised 

rather than individualised to a patient’s needs. [66,71] When drugs are prescribed in hospital 

or hospice prior to discharge this is not always clearly communicated with community 

healthcare teams. [213,214] When drugs remain in the home for long periods, they may no 

longer be appropriate; families worry about their safe storage. [52] There is also the risk that 

immediate access to medications reduces out-of-hours doctor visits which may disadvantage 

patients with potentially reversible problems in need of skilled  medical assessment. [66,163] 

Research investigating these safety aspects of anticipatory prescribing is urgently needed.  

 

3.10   Strengths and limitations of the review  
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This review sought to systematically identify and synthesise the published evidence. 

Supported by a professional medical librarian (IK) the search strategies covered nine 

pertinent databases using terms used internationally for anticipatory medications. Journal 

hand searches, reference and citation searches identified a further 25 papers, 18 of which 

were not registered on the electronic databases searched. 

 

The review was limited by the variable quality and relevance of published studies in 

answering the review questions. Conference abstracts were included to ensure 

comprehensiveness, although all abstracts scored medium or low on Gough’s ‘Weight of 

Evidence’ Framework due to limited information on their methods. At times it proved 

difficult to separate anticipatory prescribing before symptoms arise from reactive prescribing 

after symptoms occur in papers describing end-of-life care practice. [21,114,184,215,216] 

Two reviewers systematically applied the definition of “the prescribing of injectable 

medications ahead of need to control terminal symptoms” [15,71] and reached consensus by 

discussion. Several studies were excluded as they reported on the prescribing and use of 

injectable end-of-life drugs more generally. [217–219] 

 

The review findings are limited to the UK, Norway, Australia, New Zealand and Canada, 

countries whose similar community healthcare systems permit synthesis of data. Although 

anticipatory prescribing is considered good practice internationally, published empirical 

research from other countries is scant and refers largely to the prescribing of orally and 

rectally administered anticipatory medications [110,220–223] or hospital-based care. [224] 

 

3.11   Conclusion 
 

This review has shown that anticipatory prescribing is recommended and widespread 

community practice in the UK and several other countries, despite an inadequate knowledge 

base on which to base care. Policy and practice is largely based on the beliefs of clinicians 

that access to anticipatory medications reassures patients and their families, effectively 

controls symptoms and prevents crisis hospital admissions. Further research is needed to 

investigate the clinical effectiveness, cost-effectiveness and safety of prescribing anticipatory 

medications. Practices in prescribing and using anticipatory medications are insufficiently 
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understood. The views and experiences of patients and their informal caregivers towards 

anticipatory prescribing needs urgent investigation.  

 

This thesis addresses some of the substantial knowledge gaps identified in the evidence base. 

When I set out my research questions, detailed in Chapter one, the first (published) version of 

this systematic review also identified that GPs’ decision-making processes had not been 

adequately investigated and that prescribing and administration practices were even more 

uncertain. [9] The updated systematic review presented in this chapter includes one published 

paper and one conference abstract containing results from my thesis, [163,165] which have 

increased the knowledge base in these areas since I published the earlier version of this 

review in 2018.  

 

The next chapter outlines my multiphase mixed-methods research and analysis. In Chapters 

five to seven, I explore the findings of each of my three sequential studies, which considered 

in turn GPs’ decision-making processes in prescribing anticipatory medications, documented 

practices in the prescribing and administration of medication, and the views and experiences 

of patients, informal caregivers and their clinicians regarding the decisions to prescribe and 

use such medication. 
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Chapter four 

‘Do participants provide an idealised picture wrapped in public relations 

rhetoric rather than one reflecting the realities people struggle in?’    

Kathy Charmaz (2006, p20) [225]  
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Chapter 4  

Methods and theoretical reflections  
 

4.1   Introduction 
 

There is significant importance placed on having anticipatory medications available, in both 

policy and the existing research literature. However, as identified in Chapter one and three, 

anticipatory medication prescribing and administration practices in the community are 

inadequately understood. Patient, informal caregiver (family and friends) and GP views and 

experiences of decisions to prescribe and use anticipatory medications, and their preferences 

are unclear. To address these key knowledge gaps, I undertook a multiphase mixed methods 

doctoral study, sequentially designing, collecting and analysing and then integrating data 

from three studies:  

1) Qualitative interview study with GPs;  

2) Quantitative and qualitative retrospective observational patient records review study;  

3) Qualitative multi-perspective longitudinal interview study with patients, informal 

caregivers and their clinicians.  

 

The findings from each study identified the need for and informed my next investigation: 

together they provide triangulated and rich understanding of practice and perspectives. In this 

chapter, I consider the methodological and practical issues in collecting and using these data. 

 

Section One outlines the mixed methods and social constructionist framework that informs 

my doctoral three-part study. I reflect on the importance of patient and public representative 

involvement throughout the research cycle. I describe and reflect on each of the three study 

designs in turn, considering sampling decisions, data collection and my role in the process as 

the researcher. I conclude by reviewing relevant ethical issues relating to the studies. 

 

Section Two details my analysis of the datasets. I reflect on how I interpreted participant 

interviews and patient records to generate an understanding of accounts. I outline the steps I 

took during the analysis of each study. I conclude with a description of my synthesis and 

writing up process.  
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4.1.1   Research aim 

 

The aim of my research was to understand community end-of-life anticipatory medication 

practice and patients’, informal caregivers’ and clinicians’ perspectives of this care. 

 

4.1.2   Research questions 

 

My research questions (RQs) regarding injectable anticipatory medications for adults at the 

end of their lives in the community were: 

 

RQ1.   What is the published evidence base that informs policy and practice?  

RQ2.   What are GPs’ decision-making processes in the prescribing and use of these   

            medications? 

RQ3.   What is the frequency, timing and recorded circumstances of the prescription and  

administration of these medications?   

RQ4.   What are patients’, informal caregivers’ and their clinicians’ views and experiences of  

            decisions to prescribe and use these medications? 

 

4.2    Mixed methods design  
 

My doctoral research used a multiphase sequential mixed methods design [226] to answer my 

research aim and research questions two to four. There were three study methods and phases:  

 

1) Qualitative interpretive descriptive interview study with General Practitioners (RQ2); 

2) Quantitative and qualitative retrospective observational patient records review study  

    (RQ3); 

3) Qualitative multi-perspective interpretive descriptive longitudinal interview study with  

    patients, informal caregivers and their clinicians (RQ4). 

 

The sequential study timelines are detailed in Table 4.1. Data for each study were collected 

and analysed separately. I present the findings from each study sequentially in Chapters five 

to seven and then integrate key findings from the three studies results in Chapter eight to 
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provide a more thorough understanding than would have been available through any one 

method alone. [227,228] 

 

Table 4.1. Doctoral research timeline 
 

               Oct     Nov     Dec    Jan     Feb      Mar     Apr    May    Jun     Jul     Aug    Sept 

Year 1 2018 - 2019 

Systematic review         

GP interview study analysis      

Study design  Retrospective records review study and analysis 

Reading  

Year 2 2019 - 2020 

Retrospective records review study and analysis      

Study design   Longitudinal interview study and analysis  

Reading 

Year 3 2020 - 2021 

    Systematic review update 

Longitudinal interview study and analysis      

Reading 

   Writing 

Year 4 2021 - 2022 

Writing           

 

The multiphase sequential mixed methods study design evolved to meet my doctoral research 

aims and interests. They each address key gaps in the knowledge base first identified in my 

systematic review. Each study’s findings informed the research design and data collection for 

subsequent inquiries. [226] I initially designed the first study, the GP interview study, as a 

standalone project for my National Institute for Health Research Applied Research 

Collaboration (ARC) Fellowship in 2017. The insights from GP accounts of their prescribing 

practices shaped my subsequent decision to collect quantitative and qualitative data from a 

wide range of deceased patient records. I use this data to contextualise earlier findings and 

deepen the description of practice. Findings from the first two studies prompted me to carry 

out a qualitative multi-perspective longitudinal interview study to understand and compare 
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patient, informal caregiver and clinician accounts of care over time, rather than at one fixed 

point in end-of-life journeys. [225,229] The earlier research helped me to assess the 

feasibility of the longitudinal interview study. The three sequential studies provide a cohesive 

and triangulated understanding of anticipatory medication practices and perspectives.  

 

4.3    Social constructionism 
 

My interpretative methodology sits within the social constructionist paradigm where meaning 

and a shared social reality is co-constructed through my interactions with participants; I 

interpreted their perspectives and experiences through the research process. [65,225] Our 

perceptions and actions (agency) are shaped by our engagement in a shared social world and 

are influenced by ever-present institutional structures including healthcare. [65] Our 

communal use of language is a particularly powerful tool in understanding and producing 

socially constructed knowledge. [65,230] Social interactions and structures define and shape 

meaning alongside solid undoubtable objects. [73,230] For example, anticipatory medications 

remain physical objects without discourse, but how we talk about them shapes our 

interpretations, experience and feelings about their meaning and use.  

 

An alternative approach would have been to adopt a critical realist (post-positivist) paradigm. 

However, I decided this paradigm was not as helpful as social constructionism in answering 

my research questions. A critical realist approach would have enabled me to use mixed-

methods to understand community end-of-life anticipatory medication practice and 

perspectives of this care, with an emphasis on establishing the objectivity and external 

validity of the methods. [231] From this perspective one objective reality exists; however, our 

perceptions and ability to apprehend this reality are imperfect and shaped by our theoretical 

resources and research methods. [232] I was schooled in this post-positivist approach to 

knowledge throughout my nurse training and beyond; this assumptive world is commonplace 

in healthcare. However, I do not agree with the core critical realist assumption that one 

objective reality exists, albeit one that is filtered through the lens of social phenomena. [232] 

Ultimately, the flaws of rigidly following this post-positivist approach to knowledge 

generation is exemplified through the continued ‘reproducibility crisis’ [233] that challenges 

and confounds empirical scientific advances. As Denzin and Lincoln (2011) elegantly 
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identify: ‘objectivity is a chimera: a mythological creature that never existed, save in the 

imaginations of those who believe knowing can be separated from the knower’. [234] 

 

Social realities are co-constructed by actors and conflicting social realties can co-exist, 

understanding and acknowledging how researchers and participants influence this process 

through their engagement and choices is fundamental in knowledge creation. 

[235,231,225,236] As soon as we talk about the world, we construct accounts or 

representations of it which are subject to revision. This does not deny the existence of a world 

outside of talk: to do so would be to imply we know this is the case, which is precisely the 

assumptive world that social constructionism sets out to challenge. [230]  

 

Personal accounts and the language of numbers can be effectively combined in social 

constructionism to understand and illustrate the patterns and nature of social phenomena. 

[228,231,235,237] Proponents of the ‘incompatibility thesis’ argue that qualitative and 

quantitative methods should not be mixed, as qualitative methods fit within a constructionist 

paradigm, whilst quantitative methods fit within a positivist or post-positivist paradigm. [238] 

I propose, as have others, that methods should be theoretically situated; however, inflexible 

methodological approaches are often counterproductive and constrain the development of 

knowledge. [236,238,239] Social constructionism is not opposed to quantitative methods, 

[65] although it is often misinterpreted as such. [234] 

 

My methods used data from interviews and deceased patient records. These mixed methods 

provide richer insights by drawing on different sources of information and perspectives. 

Patient record texts offer socially constructed, selective and stylised clinician accounts; they 

are not simply presenting descriptions of objective facts and events. [65,225,240,241] 

However, interview data enabled me to follow-up on analytical leads with participants 

directly. [234] 

 

I consider statistics to be a shared and constructed form of language that seeks to make sense 

of the world. [65,230,231] This differs from the positivist view, which considers statistics as 

presenting accurate accounts of one reality. As statistical models provide partial interpretative 

pictures of complex social interactions, I make only modest and tentative relationship claims 

when presenting statistical findings. [242] I also inductively analyse descriptive accounts in 

patient record data to contextualise and elaborate on any statistical findings.  
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4.4   Reflexivity 
 

I had a central role in the co-construction of the knowledge presented in this thesis. 

[65,231,243] No researcher carries out value-free enquiry; my personal perspectives and 

choices, explicit or subconscious, shaped my decisions in collecting and analysing the data. 

[244,245] Throughout this chapter I reflect on some of these key decisions and their impacts 

on how I co-constructed knowledge. 

 

My nursing background and academic environment influenced my epistemological approach 

and methods. I had worked in a healthcare culture for twenty years and been institutionally 

socialised to view end-of-life care planning and anticipatory medications as highly desirable 

interventions. [59,65,246] Recognising this early on in my doctoral studies, I consciously 

chose to take a more ambivalent stance to end-of-life care practice to understand perceptions 

and interactions rather than looking for evidence to support my prior learned assumptions; 

[244] Through my theoretical readings and reflections on my own values of what ‘good care’ 

looks like, I became increasingly aware that clinicians and researchers are schooled in 

assumptive worlds and often disregard evidence which does not confirm their established 

views and commonly accepted wisdom. [73,239] 

 

Undertaking my PhD full-time gave me cognitive space to step back from clinical practice 

and to consider different viewpoints, read theory from across social science disciplines, and 

debate different epistemological perspectives with my supervisors and interdisciplinary 

colleagues. My prior life experiences and new theoretical interests led me to question how we 

subjectively and collectively interpret interactions. [65,74,225] This led me to adopt a social 

constructionist approach in my doctoral research. My critical curiosity, methodological 

leanings and desire to understand how actors shape and interpret care directly influenced my 

choice of research questions, methods and analytical steps. 

 

4.5    Community care setting 
 

All three studies took place in the community in two adjoining English counties with 

different Clinical Commissioning Groups (CCGs), to which I have given the fictional names 
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of Flinton and Westshire for anonymity, although both counties and their CCGs are real. 

Flinton CCG has 85 GP practices covering over 960,000 patients in Flinton and small areas 

of Westshire: it covers one medium size city, two small cities, and several rural towns. 

Westshire CCG has 57 GP practices covering 600,000 patients, including parts of a large city, 

two medium size cities, and several rural towns. Both CCGs cover relatively affluent areas: 

only small pockets of both counties are in the three most socioeconomically deprived deciles 

in England. [247] Flinton and Westshire have growing populations, although the percentage 

of people aged 65 and over is similar to the UK average. [92]  

 

Community healthcare services in both counties are provided by NHS and charity 

organisations working with the GP practices that patients are registered with. The same Out-

of-Hours GP service provides overnight and weekend cover in both counties. Residents in 

Flinton and Westshire are served, depending on location, by one of two Community NHS 

Trusts, both of which provide community nursing visits for patients living in their own homes 

and in residential care homes with identified nursing needs, with access to visits twenty-four 

hours a day. Hospice care and home hospice care services are provided by five local hospice 

charities, depending on where patients live in the two counties. Community specialist 

palliative care nursing services are provided by the five hospices, one of the Community 

NHS Trusts and two NHS Hospital Trusts.  

 

Flinton CCG performs better than average, and Westshire CCG performs as average, in terms 

of currently used end-of-life care quality indicators. Compared with the English regional 

benchmark, Flinton CCG has a lower proportion of hospital deaths, similar proportion of care 

home deaths, and higher numbers of home and hospice deaths. [248] Westshire CCG has a 

similar proportion of hospital deaths, higher care home deaths, similar home deaths and lower 

hospice deaths. [248]  

 

4.6   Patients 
 

All three studies focused on adult patients living at home or in residential care homes and 

dying from any terminal condition. I now explore these criteria in detail. 

 

4.6.1   Age  
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The focus on adult patients (aged 18 and over) was to understand their care experiences. 

Most deaths in the UK occur in patients over the age of 75 [249] and most patient participants 

in my research were within this age group. Children and young people under the age of 18 

years were excluded as they receive care from different community nursing and palliative 

care services: they are also often prescribed non-injectable forms of anticipatory medications, 

due to different prescribing cultures and more limited access to community-based palliative 

care services. [15,250,251]  

 

4.6.2   Care settings  

 

All three studies investigated the care of patients in their own home or in residential care 

homes.  

 

4.6.3   Terminal conditions  

 

My research included people dying from any terminal condition except trauma, suicide or 

sudden unexpected death.  

 

4.7   Defining anticipatory medications  
 

Anticipatory medications were defined as one or more injectable end-of-life symptom 

management drugs prescribed ahead of possible need for pain, breathlessness, nausea and 

vomiting, agitation and distress, or noisy respiratory tract secretions in the last days of life. 

[9,20] 

 

4.8   Patient and Public Involvement  
 

My doctoral research benefitted from the advice and ongoing involvement of the Cambridge 

Positive Ageing Patient and Public Involvement (PPI) Group and the Cambridge Palliative 

and End of Life Care PPI Group. The members of both groups had personal experience of 

living with a terminal condition or caring for dying relatives. The research questions 

incorporated their priorities and questions about practice. Both PPI groups and several 
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clinicians advised on the appropriateness and practicalities of the three studies recruitment 

strategies and data collection methods. PPI colleagues helped me to greatly improve and 

simplify the participant information sheets and advised on the wording of sensitive questions 

in the interview guides. Their advice was invaluable in securing timely Research Ethics 

Committee (REC) approval for accessing deceased patient records without consent and 

interviewing dying patients: both activities are considered ethically problematic. [252,253] A 

PPI colleague accompanied me to the multi-perspective longitudinal interview study REC 

review meeting, at which they expressed their view to the panel that the study was highly 

relevant and that it was vital to give dying patients and their informal carers the opportunity 

to share their perspectives. [254] The REC swiftly approved the study.  

 

PPI collaborations are often idealised in the literature as being a democratic exercise where 

key research decisions are shared. [255,256] Nevertheless, it is an inherently unequal 

relationship. [254,257,258] Although relationships with contributors influenced my 

understanding throughout the research process, I ultimately decided what advice and 

feedback to incorporate as the researcher. From the start of the research lifecycle, I was open 

and transparent in my approach, sharing decisions about research methods and recruitment 

strategies with PPI colleagues, whilst I took the lead in methodological decisions and 

analysis. I have published a journal editorial on these issues. [254] 

 

I presented the provisional results for each study to the PPI Groups. Their feedback helped in 

understanding the extent to which the initial themes had resonance with their experiences and 

perspectives and indicated which areas of analysis warranted further development. [225,231] 

 

4.9   GP interview study methods 
 

My first study was an interpretive descriptive interview study of thirteen GPs’ decision-

making processes in the prescribing and use of anticipatory medication. 

 

4.9.1   Recruitment 

 

Potential GP participants working in Flinton or Westshire were identified through publicly 

accessible information on GP practice websites. Purposive sampling sought GPs with a wide 



 110 

range of perspectives and experience: number of years qualified, gender, geographical 

location and out-of-hours work.  

Thirty-two potential participants were approached by letter inviting them to participate, along 

with the study information sheet and reply form (Appendix 5). Responders supplied 

information concerning the number of years worked as a GP and whether they had a 

particular interest in palliative care. Sixteen GPs responded to express interest: I invited 

fourteen to take part in interviews.  

 

4.9.2   Participants 

 

Thirteen GPs took part: ten GP principals (GP partners) (mean 16 years worked as GP, range 

3 to 29 years) and three salaried GPs (mean 5 years worked as GP, range 2 to 10 years). Five 

participants also worked as out-of-hours doctors. Eight were male and five female: five 

worked in urban practices, eight in rural settings. Four worked full-time, nine part-time, and 

five described themselves as having a palliative care interest.  

 

4.9.3   Interviews 

 

I conducted the semi-structured interviews between June and December 2017. Twelve were 

face-to-face interviews at the GP participants’ place of work or home address, one by 

telephone. These were one-off audio-recorded interviews that lasted from 26 to 48 minutes. 

My systematic review reading and discussions with my GP clinical supervisor Professor 

Stephen Barclay informed the interview guide (Appendix 6). This explored participants’ 

perceived role in end-of-life care, their anticipatory medications practice and decision-

making in recent patient cases and associated conversations with patients, their families, and 

other clinicians. The interview guide was continually adapted in response to early data 

collection and analysis. [259] I used probing questions such as ‘could you tell me more 

about…’ when participants briefly mentioned views or accounts.  

 

No new themes in the data were identified after eleven interviews. [260] I purposively 

recruited two further participants who were working as out-of-hours doctors as their 

experiences were potentially different from other GP colleagues; I wanted to ensure that I had 

a range of rich and detailed insights. [259,260]  
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I used a research diary immediately after each interview and throughout my research, to 

reflect on how participants presented themselves. I recorded particularly salient aspects of 

participants’ accounts and my initial thoughts: I also reflected upon the impact of my 

interview techniques, particularly questions that encouraged detailed or guarded responses. 

This became a useful reference point for recalling interview dynamics and facets to follow-up 

in subsequent interviews and during the analysis. [261] 

 

4.9.4   Being an insider 

 

GP participants viewed me as an ‘insider’ with cultural membership of their group as well as 

a researcher. [262] Four participants had worked with me clinically in the past and others 

asked me about my background. For example, one participant overtly gauged my vested 

interests before deciding what information to share with me: 

 

GP Participant 10 had worked with me when I was a palliative care nurse. Just 

before I started recording our interview they asked, “What hat do you have on 

today?” I answered, “I’ve come as University of Cambridge researcher rather than 

as a nurse.” They appeared relaxed throughout the interview and expressed candid 

views. (Research diary, 29 November 2017) 

 

My insider knowledge of participants’ social worlds was both a help and a hindrance. My 

insider status meant most participants appeared comfortable in sharing how they navigated 

the complexities of end-of-life care practice. However, participants focused on presenting 

idealised versions of practice before giving more nuanced perspectives. [225,263] My prior 

knowledge helped in interpreting jargon and asking pertinent follow-up questions to explore 

accounts and views. I also had to take care not to miss significant insights or adopt insider 

cultural reasoning in my research interviews. [262,264] I often responded to participants’ 

partial explanations by asking for more details, rationalising that I did not want to make 

assumptions. My approach helped in navigating a middle ground between an ‘insider’ and 

‘outsider’ and participants provided in-depth accounts. [264] 

 

4.10   Retrospective records review study methods 
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My second study was a retrospective mixed methods observational study of 329 deceased 

patients’ GP and community nursing records. I investigated the frequency, timing and 

recorded circumstances of anticipatory medications prescribing and administration.  

 

This retrospective examination of routinely collected clinical data avoided the selection and 

recruitment biases that are a major difficulty in prospective studies of terminally ill 

populations. [265,266] Crucially, this method me to review the care of patients dying from 

any terminal condition.  

 

4.10.1   Sample size 

 

A sample size of 330 patients (30 most recently deceased patients from 11 GP Practices) was 

calculated a priori with a statistician to purposively sample a range of GP Practices, and to 

allow statistical analysis between groups. [267] I also required a manageable sample size of 

participants to enable qualitative analysis using inductive constant comparison incident-to-

incident coding [225] of documented anticipatory medication interventions and associated 

end-of-life care. The sample size was based on an anticipated prescribing rate of around 15-

25%. [185] 

 

4.10.2   Recruitment 

 

I used publicly available information on GP practice profiles [268] and my local knowledge 

to recruit a range of GP practices in Flinton and Westshire. The Clinical Research Network 

(CRN) invited GP practices they worked with to express interest in taking part through 

supplying them brief written information on the study. Despite requests to send the study 

information to all the eligible GP practices they worked with, the CRN nurses acted as 

gatekeepers: [269] they only approached GP practices that they were keen to include or had 

previously taken part in end-of-life research. This provided a limited range of GP practices 

with characteristics of interest. To bypass this gatekeeping, I also wrote to ten GP practices 

with diverse practice list sizes and geographical locations, asking interested GP practices to 

reply directly to me. This dual recruitment approach, agreed by a Research Ethics 

Committee, helped me to obtain a more diverse sample of GP practices than would have been 

possible through the CRN team.  
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4.10.3   Participating sites  

 

Eleven GP practices were purposively sampled from a pool of twenty-one interested 

practices. See Table 4.2. This was a maximum diversity sample in terms of GP practice 

patient list sizes (range 6000 to 43,000 plus), patient population socioeconomic status (range 

third most deprived decile to the least deprived decile), and geographical location (five city, 

six town / villages). Recruited practices provided information on their patient list size and the 

frequency of their palliative and end-of-life care multidisciplinary team meetings.  

 

The two Community NHS Trusts providing adult community nursing services in Flinton and 

Westshire took part in the study and provided access to eligible patient community nursing 

records.  

 

Table 4.2. Participating GP practice characteristics 

 

 

4.10.4   Patient participants 

 

GP 

Practice 

ID No. 

Patient list 

size 

Overall socioeconomic 

status: deprivation 

decile (1 most deprived 

– 10 least deprived) 

Frequency of palliative 

and end-of-life care 

multidisciplinary team 

meetings 

Location and county 

One 43,000 plus 10 Fortnightly / monthly Town (multisite), Flinton 

Two 6,000 6 Monthly  City, Westshire 

Three 43,000 plus 4 Monthly / two monthly  City (multisite), Flinton 

Four 26,000 3 Monthly City, Flinton 

Five 21,000 8 Monthly Town, Flinton 

Six 8,000 9 Monthly Villages, Westshire 

Seven 9,000 10 Monthly  Villages, Flinton 

Eight 9,000 5 Monthly  Town and villages, Flinton 

Nine 13,000 6 Monthly City, Flinton 

Ten 9,000 4 Monthly  City, Westshire 

Eleven 8,000 8 Monthly Town (multisite), Westshire 
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The 30 most recent eligible deceased patients in each of the eleven GP practices were 

included in the study. This enabled systematic identification of patient cases whilst 

minimising sampling biases. [267,270] The GP practice staff ran a study-specific electronic 

search tool to identify deceased patients. They then hand screened the results to identify the 

30 most recent eligible deaths. Patients were eligible if they were aged >17 years; died from 

any cause except trauma, sudden death or suicide; lived at home or in residential care; spent 

at least 1 day at home in the last month of life. Patients were ineligible if they had been 

recorded as not wanting to participate in research. Eligible patients died between March 2017 

and September 2019. One patient was subsequently excluded upon confirming that their 

cause of death was suicide, leading to 329 patients’ records being included in the study.  

 

4.10.5   Data collection  

 

I collected data between May 2019 and March 2020 from GP and community nurse 

electronic and paper records. The following were transcribed onto a custom-built secure 

database: patient characteristics; documented end-of-life planning and anticipatory 

medications discussions; summary of events in the seven days preceding prescribing; 

recorded prescribing and administration contexts and decision-making; medication details; 

recorded symptom control; comfort at death (Appendix 7). Free text record entries relating to 

these events were summarised rather than copied verbatim to protect participant anonymity. 

As anticipated, there were discrepancies in recorded dates of death between GP records and 

death certificates. [271] Cause and date of death were confirmed from GP practice held death 

certificate books or England’s General Register Office.  

 

Community nursing records were cross-checked to confirm documented entries for patients 

prescribed anticipatory medications. In the minimal number of incidents where electronic and 

paper records had different information on medication dose or timing, paper records were 

given primacy as they are completed at the time of care by visiting clinicians.  

 

4.10.6   Missing data  

 

Paper drug prescription or administration paper records were incomplete for nine patients 

prescribed anticipatory medications: five patient prescription charts detailing syringe pump 

prescription ranges and six patient administration charts pages were missing. A recent patient 
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records review study encountered similar difficulties in accessing complete community 

nursing paper records for deceased patients. [272] A strength of my method was anticipating 

this issue and cross-referencing community nursing electronic and paper records to minimise 

missing data. Prescribing and administration events and contexts were confirmable from 

electronic records. 

 

4.10.7   Selective accounts 

 

Clinicians are selective in the information they present in records. Documentation can be an 

unwelcome distraction from patient care and clinicians tend to record brief agreed care plans 

and work activities. [240,241] Some patient characteristics and views were not routinely 

recorded in clinical records, including patient and informal caregiver perceptions and 

preferences regarding medication and any perceived risks of opioids being misused or 

diverted. These factors may also influence prescribing and administration decisions. [3,20,21] 

I only had access to the data that clinicians had deemed appropriate to record, an established 

limitation of using clinical records as research data. [273] 

 

4.10.8   Privileged access 

 

It is unlikely that I would have been given full access to patient records if I was not a 

clinician. [265,269] My professional accountability as a registered nurse and ‘insider’ status 

[264] was key in securing privileged access to the full text in eligible records.  

 

My clinical knowledge of recording systems also meant I knew where to look for data. A lot 

of anticipatory medications communications are entered into electronic free text consultation 

entries or archived in messages (‘tasks’) between clinicians. Anticipatory prescribing data, 

context and decision-making are not routinely recorded in a way which is systematically 

retrievable by searching electronically coded events. Consequently, details of care in the 

body of free text records, often considered ‘white noise’ in large database studies, contains 

valuable insights into end-of-life practice that might be missed. [274] Although manual data 

extraction was labour-intensive and time-consuming, it provided rich and comprehensive data 

for analysis.  
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4.11   Multi-perspective longitudinal interview study methods 
 

My third study was a qualitative multi-perspective longitudinal interview study of patients’, 

informal caregivers’ and their clinicians’ views and experiences of decisions to prescribe and 

use anticipatory medications. I based recruitment on patient case studies: initially recruiting 

the patient and their informal caregiver, subsequently seeking to recruit a GP or community 

nurse involved in their care, in order to understand different perspectives. [229,275] Each 

case focused on the care of a patient, with flexible study methods enabling either the patient 

and / or their informal caregivers to take part; I anticipated some patients would be too 

unwell or reluctant to participate in which case I recruited their informal caregiver. Patients 

and their informal caregivers were invited to take part up to three interviews individually or 

together:  

1. on recruitment to the study;  

2. after medication were first administered; and 

3. two to four months after the first interview, regardless of whether medications were used. 

The clinician involved in their care participated in a separate follow-up interview. This 

method enabled comparisons of perspectives as the patient approached death. 

 

4.11.1   Participant eligibility 

 

All participants were aged 18 or over and able to provide informed consent. Patients were 

prescribed anticipatory medications prior to recruitment to the study. Clinical teams judged if 

patients and informal caregivers were able and suitable to approach to take part. Non-English 

speakers were ineligible to participate due to communication barriers: interpreter costs were 

beyond the scope of my limited research budget.  

 

4.11.2   Recruitment  

 

Participants were recruited through six GP practices and three community palliative care 

teams in Flinton and Westshire. The clinical team discussed the study briefly with patients 

recently prescribed anticipatory medications and their informal caregivers. Clinicians 

supplied a study invitation letter, reply form and participant information sheet (Appendix 8). 

Interested potential participants contacted me directly or gave permission for their clinical 
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team to forward their contact details. I then telephoned them to discuss the study and 

arranged the first research interview at an appropriate time and place. I was given the contact 

details for 34 potentially interested patients and informal caregivers, of which 16 were 

willing and able to take part in the research. 

 

Participants with characteristics of interest were recruited between March and October 2020. 

I purposively recruited patients and / or their informal caregivers, living with different 

terminal conditions at home and in residential care. Towards the end of the study I sampled 

for patient participants, as their perspectives were under-represented in earlier patient cases.  

 

I recruited clinicians working in participating GP practices, community palliative care teams, 

and associated community nursing teams. With the permission of the patient and informal 

caregiver, I invited the clinician they identified as having a key role in the decision to 

prescribe or administer anticipatory medications to take part in one separate interview. 

Twelve potential clinician participants were approached by letter inviting them to participate, 

along with the reply form and study information sheet (Appendix 9). Six clinicians responded 

to express interest in taking part in the study.  

 

4.11.3   Recruitment challenges 

 

It was difficult to initially recruit participants, in part due to recruitment starting when health 

services were first responding to the challenges of the Covid-19 pandemic in March 2020. 

Recruitment rates varied greatly between clinical teams: those less engaged in recruiting 

potential participants frequently reported that people were reluctant to take part as the subject 

was a reminder of the patient’s impending death. In contrast, clinicians keen to recruit 

participants reported fewer issues when they approached patients and informal caregivers. 

[269]  

 

Families often gatekept my telephone call to interested potential patient participants. Several 

families expressed the view that their relative was terminally ill or did not know about the 

anticipatory medications, so the research was not relevant to them. I respected these wishes 

and did not contact potential participants again. It was apparent from these conversations that 

several potential informal caregiver participants were unaware of, or not willing to discuss, 

that the prescribed anticipatory medications were for end-of-life care. 
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Potential participants were daunted by the amount of initial study literature they received. 

After obtaining advice from PPI colleagues and making a successful study ethics amendment, 

potential participants were only initially given the study invitation letter and reply form when 

they were approached by their clinical team. I then had a telephone discussion with interested 

potential participants and supplied the participant information sheet at least 48 hours before 

interviews. This simple change helped recruitment. 

 

4.11.4   Missing voices  

 

The missing voices in the research were patients too unwell to participate, those with 

fluctuating capacity, and patients whose family were reluctant for them to participate. It also 

proved challenging to recruit community nurses to gain their perspectives: six were invited 

but only one took part. Community nurses can be reluctant to participate in research 

investigating individual patient cases due to workload pressures and perceptions that studies 

may potentially be critical of their care. [272] These are important study limitations.  

 

4.11.5   Participants 

 

There were 21 participants: six patients, nine informal caregivers, three GPs, two palliative 

care nurses and one community nurse. Interviews were based around 11 patient cases. Table 

4.3. provides an overview of the patient cases, characteristics, participants and the number of 

interviews. In each patient case, the patient and / or their informal caregiver took part in one 

or more interviews; this was supplemented by interviews with clinicians in six of the patient 

cases. There were only two patient cases where the patient, informal caregiver and clinician 

all took part. Some patients or their informal care chose to take part whilst the other did not. 

Several patients were too unwell or lacked capacity to participate, others died before 

subsequent interviews could take place. I was able to obtain two or more interviews for each 

patient case.  

 

Five patients had multiple terminal conditions, five had terminal cancer and one had a 

terminal respiratory disease. Eight patients lived with their informal caregivers, two in 
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residential care homes and one lived alone. Anticipatory medications were administered in 

seven of the 11 patient cases. Five patients were alive and had stable conditions at the last 

follow-up research interview: their medications had been prescribed between 79 and 294 

days (median 184 days) before follow-up research interviews. The six deceased patients had 

anticipatory medications prescribed from 5 to 123 days before death (median 54 days). 

Underlining terminal conditions, ages, place of residence, and the timing of prescriptions 

broadly reflected the characteristics of participants in the earlier retrospective records review 

study. 
 

Table 4.3. Patient cases in the multi-perspective longitudinal interview study 
 

Case Terminal 

conditions – 

as reported 

by 

participants 

Patient’s 

usual place 

of residence 

and  

county 

Patient’s 

Age 

range 

Participants 

in 

interviews  

Number of 

interviews 

Days before 

patient’s 

death 

anticipatory 

medications 

prescribed 

Anticipatory 

medications 

used? 

1 Cancer Home, 

Flinton 

65 - 74 ‘Sue’  

(patient) 

Two 123 days Yes 

 

2 Heart failure, 

frailty 

Home, 

Westshire 

85 - 94 ‘Sarah’ 

(informal 

caregiver: 

friend) 

 

‘Sam’ (GP) 

Two 

 

 

 

 

One 

5 days No 

 

 

3 Heart failure, 

frailty, 

kidney 

failure 

Home, 

Flinton 

75 - 84 ‘Katie’ 

(informal 

caregiver: 

family) 

 

‘Zoe’ 

(informal 

caregiver: 

family) 

 

‘Victor’ (GP) 

Two 

 

 

 

 

Two 

 

 

 

 

One 

Alive at last 

interview 

(medications 

prescribed 

184 days 

before the 

last interview 

in the case) 

No 
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4 Heart failure, 

cancer 

Care home, 

Westshire 

85 - 94  ‘Alice’ 

(informal 

caregiver: 

family) 

 

‘Leo’ (GP) 

One 

 

 

 

 

One 

11 days Yes 

 

 

5 Heart failure, 

frailty, 

cancer 

Care home,  

Flinton 

85 - 94 ‘Emily’ 

(informal 

caregiver: 

family) 

 

‘Charlie’ 

(community 

nurse) 

Two 

 

 

 

 

One 

Alive at last 

interview 

(medications 

prescribed 

113 days 

before the 

last interview 

in the case) 

No 

6 Cancer Home, 

Flinton 

65 - 74 ‘Louise’ 

(patient) 

Two Alive at last 

interview 

(medications 

prescribed 

191 days 

before the 

last interview 

in the case) 

Yes 

7 Heart failure, 

frailty, 

Cancer 

Home, 

Flinton 

65 - 74 ‘Liam’ 

(patient) 

 

‘Amelia’ 

(informal 

caregiver: 

family) 

One (joint 

interview) 

 

Two (one 

joint 

interview; 

one after the 

patient’s 

death) 

97 days Yes 

8 Cancer Home, 

Flinton 

75 - 84 ‘Mark’ 

(informal 

caregiver: 

family) 

Two 

 

Alive at last 

interview 

(medications 

prescribed 79 

days before 

Yes 
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the last 

interview in 

the case) 

9 Cancer Home, 

Flinton 

65 -74 ‘Joe’ 

(patient) 

 

‘Kim’ 

(informal 

caregiver: 

family) 

 

‘Gail’ 

(palliative 

care nurse) 

One (joint 

interview) 

 

One (joint 

interview) 

 

 

 

One 

79 days Yes 

 

 

10 Respiratory 

disease 

Home, 

Westshire 

75 - 84 ‘Abby’ 

(patient) 

Two Alive at last 

interview 

(medications 

prescribed 

294 days 

before the 

last interview 

in the case) 

No 

11 Cancer Home, 

Flinton 

75 - 84 ‘Dylan’ 

(patient) 

 

‘Freya’ 

(informal 

caregiver: 

family) 

 

 

 

‘Lana’ 

(palliative 

care nurse) 

One (joint 

interview) 

 

Two (one 

joint 

interview; 

one after the 

patient’s 

death) 

 

One 

29 days Yes 
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4.11.6    Interviews 

 

I conducted 28 semi-structured audio-recorded interviews between May and December 2020: 

twenty-six by telephone and two by video: due to the Covid-19 pandemic restrictions none 

were undertaken in person. Three patients and informal caregiver partners asked to be 

interviewed together; couples experience end-of-life care as one relational unit, and often 

engage in joint storytelling and sense making. [276] However, I took great care to explore 

individual perspectives and considered interview dynamics during analysis. [253,277] 

 

Interviews explored patient and informal caregiver understandings of the purpose of 

anticipatory medications, their views and experiences of prescribing, and what was important 

in their future care (Appendix 10). Initial interviews with patients and informal caregivers 

lasted between 38 and 90 minutes. Follow-up interviews lasted from 8 and 37 minutes. These 

built on, and referred to, earlier conversations, any experiences of using anticipatory 

medications and care as patients approached death (Appendix 11 to 13). 

 

Clinician interviews investigated how the anticipatory prescribing decisions were made, their 

experiences of related conversations with the patient and their informal caregiver, and what 

they perceived was understood and helped (Appendix 14). Clinicians had access to patient 

records during their interviews to help prompt their memories: interviews lasted from 22 and 

48 minutes.  

 

The interview guides were continually adapted in response to concurrent analysis and new 

interesting leads. [225,259] Recruitment stopped after eleven patient cases as I had a range of 

rich and detailed insights from multiple perspectives over time. [260] 

 

4.11.7   Co-creation of data 

 

Telephone interviews and my own approach shaped the content and richness of the data. 

[225,278] Covid-19 pandemic restrictions made face-to-face interviews impractical; I had to 

change to remote interviews. Participants seemed remarkably at ease with telephone 

interviews, preferring these to video or even face-to-face interviews. They did not have to 

invest time and energy preparing for home visits and were able to disclose emotionally-

charged or sensitive views over the telephone without needing to assess and respond to my 
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non-verbal responses and body language. [278,279] I said remarkably little after asking open 

questions as participants seemed to take this as permission over the telephone to give detailed 

accounts. 

 

I had anticipated needing to approach end-of-life questions tentatively with patient and 

informal caregivers. This was not necessary. Participants all made references to dying and 

end-of-life care in their accounts. I was able to ask direct follow-up questions about their 

views and preferences, relying on gauging intonations and hesitancies in responses to 

sensitive questions. However, I felt comfortable exploring end-of-life care as clinical 

experience had taught me people appreciate the opportunities to share their views. There 

were two interviews where I judged it was best to not ask further questions about end-of-life 

care preferences, when participants closed or changed the subject. If we had met face-to-face, 

I would have been able to better judge the appropriateness of asking follow-up questions 

based on visual cues. [278] My methods of data collection shaped the co-creation of data and 

were not ideal. However, they proved to be extremely useful in the context of the pandemic.   

 

4.12   Ethics 
 

4.12.1    Approvals 

 

Research Ethics Committees’ (RECs) approved the three studies prior to starting (Appendix 

15). The GP interview study was approved by the Cambridge University Psychology REC 

[reference: PRE.2017.028]. The retrospective records review study was approved by the 

South Cambridgeshire REC [reference: 19/EE/0012] and the Health Research Authority’s 

(HRA) Confidentiality Advisory Group [Reference: 19/CAG/0014]. The multi-perspective 

longitudinal interview study was approved by the South Cambridgeshire REC [reference: 

19/EE/0361].  

 

Two of the studies required REC and HRA amendments. During the retrospective records 

review study it became apparent that some patients were prescribed anticipatory medications 

more than a year before death. Approvals were in place to collect data from records until one 

year before death. I made a successful amendment to extract data from earlier record entries. 

Following the start of the Covid-19 pandemic, it became unfeasible to interview participants 
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in person for the recently approved multi-perspective longitudinal interview study. I made 

successful amendments to move to telephone and video interviews and reduce the initial 

written study information potential participants received.  

 

4.12.2   The challenges of consent  

 

All participants gave informed consent prior to interviews. There were challenges with 

including patient participants close to death in interviews. I took considerable care to check 

patients were able to make informed judgements about participating in each interview, 

especially if they were becoming weaker or struggled to concentrate. [280,281] In one case, 

the patient appeared to have little understanding of what the research was about prior to their 

first interview: they had also just doubled their daily morphine pain relief medication. Their 

partner, also participating, was keen for them to agree to take part. I politely suggested that 

we should reschedule and speak the next day once the patient had time to think on the study. 

The patient was much more lucid the next day and was happy to participate. I was careful to 

ensure participants felt able to withdraw from the research at any point. [276,280] 

 

Patients in the retrospective record review study were recruited after death so consent was not 

an option. My supervisors advised on the challenges involved in securing HRA approval to 

process confidential patient information without consent. Colleagues had experienced lengthy 

delays with similar projects. From the start of the study’s design, I worked with the Primary 

Care Unit’s Data Manager, PPI colleagues, and participating NHS Community Trusts and 

considered how minimal personal data would be collected, processed and anonymised. My 

application was quickly approved by the HRA’s Confidentiality Advisory Committee and 

commended for its thoroughness (Appendix 15).  

 

4.12.3   Anonymity 

 

All data referring to participants and study sites have been anonymised. I use numerical codes 

or cultural and gender appropriate pseudonyms when referring to participants.  

 

4.12.4   The retelling of end-of-life experiences 
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I was initially concerned that asking patients and informal caregivers to re-live experiences of 

end-of-life care might highlight their vulnerability and have limited benefits for them. 

[282,283] I offered to pause or stop interviews on the two occasions where bereaved informal 

caregiver participants sounded upset; however, no one wanted to stop, and they were keen to 

retell their experiences. As others have reported, participants valued being able to share their 

expertise and narratives with someone outside of their family or clinical team. [253,284] 

Participants in joint interviews, and patient participants with family members in the 

background, used interviews as a way of communicating their perspectives with others as 

much as with me. [277] Clinicians used interviews as opportunities to reflect on care. The 

research enabled participants to re-tell accounts of disruptive life events and, in doing so, re-

construct their meaning. [225,284,285] 

 

Participants retold their stories and experiences in a way that they perceived would be helpful 

for me to understand as their audience, whilst representing their actions in a way that 

appeared socially appropriate in the situation. However, life is often more chaotic and 

uncertain than people retell in their accounts. [225] Given my social position as an articulate, 

middle-aged experienced white male nurse studying with the University of Cambridge, it was 

unsurprising that some participants, particularly clinicians, highlighted their abilities to cope 

with end-of-life care whilst playing down any insecurities. I carefully acknowledged this 

unspoken dynamic existed in the co-creation of interview data and took great care to be as 

unassuming as I could; in interviews I carefully followed-up on facets of uncertainty that 

participants navigated and views that participants seemed to hold back on sharing. A major 

benefit of longitudinal interviews was being able to build rapport over time, follow-up on my 

reflexive research diary notes made after earlier interactions and explore the uncertainties 

participants experienced as events unfolded. This did not dramatically alter researcher-

interviewee dynamics, but it did enable me to get rich and more candid co-constructed data as 

time went by. If I had been a researcher with a different character and background, at an 

alternative point in in my career, I would have co-created different data; to say I did not 

shape the nature of accounts would be to ignore the ever-present contextual-discursive 

dynamics. [286] 

 

4.12.5   Researcher self-care 
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Despite advice to consider the emotional challenges of the remaining research as part my 

First Year Viva, I underestimated the emotional labour involved. As an experienced palliative 

care nurse, I was used to working with people experiencing end-of-life care and knew the 

importance of self-care. Processing of at times distressing patient record and interview 

accounts of dying whilst simultaneously undertaking analysis was emotionally draining in 

different ways to clinical practice. It required actively interpreting varying accounts of pain, 

loss and frustrations for prolonged periods of time. [282] I recognised when I was getting 

tired, had regular breaks from data collection and analysis, and made time for restorative 

social activates as part of my proactive self-care. I also reflected and debriefed with peers and 

my supervisors. [253] 

 

The emotional and poignant stories shared with me, both positive and negative, shaped my 

analysis. I felt a responsibility to interpret accounts judiciously, in part to give a voice to 

participants’ experiences. I also felt a moral obligation to repay participants for the energy 

they put into sharing accounts and difficult memories with me. [286] This sense of a social 

contract and moral responsibility to retell participants’ accounts shaped data collection and 

my analytical interpretations: I overtly chose to give a voice to the difficult, uncertain 

circumstances participants experienced. Conflicting accounts and those that I found 

emotionally difficult or challenging to read and interpret were important in my analysis.  

 

4.13   Analysis  
 

As the researcher I made important analytical decisions when interpreting shared accounts. 

[225,244] My role was central in re-constructing representations to provide rich insights into 

perceived realities. Understanding the rigour of my analytical steps is crucial in judging the 

credibility, authenticity, confirmability and transferability of results. [261] 

 

I formally analysed each study sequentially as detailed in Table 4.1. However, my wider 

reading of sociological and psychological theories and end-of-life care literature, alongside 

preparing for presentations and publications, sparked reflections on the data and analysis. I 

continued to engage with the data and refined my analysis throughout the writing up process.  

 



 127 

I undertook inductive constant comparison thematic analysis [225,259] of the qualitative data 

and used descriptive statistical analysis to make sense of and present quantitative data. 

[242,287,288] In the following sections I consider how my qualitative analysis of all three 

studies benefited from taking into consideration the accuracy of accounts and public versus 

private accounts. I then detail my analytical steps for each study in turn. I conclude by 

reflecting on how the writing up process and my wider theoretical reading influenced my 

analysis and the theoretically informed triangulated synthesis of anticipatory medication care 

presented in Chapter eight.   

 

4.13.1   Accuracy of accounts 

 

From a social constructionist perspective, no participant’s account is considered more 

accurate than another’s. People present an image of themselves in their accounts. Events are 

retold depending on what has been understood, recalled, and judged important to convey. 

[72,225,261] As with verbal accounts, I considered that patient records detailed selective 

clinician accounts rather than simply providing undisputable facts. [273] When there were 

differing accounts of the same events in interviews or records, this provided interesting 

analytical reference points for comparing perspectives.  

 

4.13.2   Public versus private accounts 

 

Some participants’ accounts and views shifted during interviews or between patient record 

entries. Participants and records often provide public accounts, which are shaped by 

judgements of what is socially appropriate and relevant to share. [225,289] Public accounts 

can differ substantially from private accounts, the latter often represent more candid or 

socially contentious views. However, both public and private accounts are selective, partial 

and shaped by the context and audience. [263,289] I found it very valuable to analytically 

examine the differences between public and private accounts to understand participants 

shifting accounts and views. An example of this can be seen in Chapter five, p149. 

 

4.14   Analysing the GP interview study 
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Data were integrated thematically to understand patterns and differences in GPs’ accounts. 

[259] 

 

4.14.1   Inductive coding  

 

Interview recordings were professionally transcribed verbatim. I then anonymised and 

checked transcripts against the recordings for accuracy. The process helped in familiarising 

myself with the nuances in conversations, alongside re-reading my research diary notes. 

Inductive line-by-line coding of transcripts used short descriptive phases focusing on 

participant reported views, preferences, actions, and interactions with others. [259] 

Sentences, or series of sentences, were assigned one or more codes depending on the content. 

Figure 4.1. provides an example of this line-by-line coding, the coloured vertical bars to the 

right of the text denoting coding. I initially coded transcripts by hand and then using the 

qualitative data analysis software NVivo © (version 11). This two-fold process helped me to 

check that my coding reflected interpretations of participant accounts rather than my own 

prior experience of clinical practice. [264] 

 

4.14.2   Subjectivity 

 

Although inductive coding is an inherently subjective process, the followings step helped 

develop my reflexivity and informed my interpretative analysis. [244,259,264] I asked Sam 

Barclay, a public contributor with previous experience of inductive analysis, to independently 

code the first three GP transcripts, following which we compared and reflected upon our 

early coding decisions together. Drawing on Sam’s insights, I refined my coding and applied 

this line-by-line coding to all thirteen transcripts, creating new codes where additional facets 

were identified. Professor Pollock also read six transcripts and our discussions stimulated me 

to code for shifting views and divergent GP accounts.  

 

4.14.3   Constructing themes 

 

The development and naming of themes was an iterative process. I first mapped codes, whilst 

amalgamating similar ones, into hierarchical categories. [259,290] I then mapped the codes 

and categories into overarching themes. To help understand connections, I printed paper 

copies of the code and categories names and created a visual map of developing themes. I 
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repeatedly returning to the transcripts to re-categorise data and redefine key codes and the 

boundaries of my developing categories and themes. I debated my decisions in creating the 

final themes and their constituent dynamics with Professors Barclay and Pollock to help 

achieve a comprehensive and reflexive analysis. [225,229,259] 

 

 
 

Figure 4.1. Example of line-by-line coding for the GP interview study 

 

4.15   Analysing the retrospective records review study 
 

I combined quantitative and qualitative analyses in a mixed methods approach. [225,226,267]  

 

4.15.1   Data familiarisation  

 

I spent considerable time familiarising myself with the dataset of 329 patient records. The 

process of checking and cleaning up the data into categories in a Microsoft Excel document 

was an important first step in understanding what I could do during analysis. At this stage I 

had to make early initial interpretive choices in classifying data and deciding what variables 

to use in the analysis. [242] For example, I chose to categorise ethnicity as ‘white / other / not 

recorded’ and preferred place of death as ‘recorded / not recorded’ since the numbers in 

further subgroups were too small to enable statistical tests. [287,291] Reading the text on 
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recorded prescribing and administration contexts helped in understanding what level of 

qualitative analysis was viable.  

 

4.15.2   Quantitative analysis 

 

Categorical data are reported as frequencies and percentages and continuous data as median 

(interquartile range: IQR) given the skewed distribution of the data. [287,288] The sample 

size of 330 patients was calculated a priori with a statistician to enable statistical analysis 

including Chi-square and Fisher’s exact test and multivariable logistic regression models. 

[267] Data analysis was performed using Statistical Package for the Social Sciences (SPSS) © 

version 26: P<0.05 is considered statistically significant.  

 

Although statistics are a common form of language to communicate patterns and differences, 

[65,239] there were limits in the statistical tests I was theoretically able and prepared to do in 

a social constructionist paradigm. I experimented with logistic regression models to 

investigate if the story of numbers could offer modest causation claims, and only within the 

context of situating these alongside corresponding detailed qualitative analyses of recorded 

events. [242] I treat any statistical tests as offering conditional explanatory power and these 

results should not be used in isolation. As I was using the language of statistics, I ensured the 

tests and models did not violate their assumptive rules. [287,291] Fisher’s exact test was used 

for 2 x 2 tables containing cells with less than 5 cases. I confirmed that there were low levels 

of collinearity between explanatory variables (multicollinearity) before running logistic 

regression models. [287,292]) No statistical tests were run on incomplete data.   

 

4.15.3   Qualitative analysis 

 

I undertook qualitative analysis using inductive constant comparison incident-to-incident 

coding [225] for patient prescribed anticipatory medications. I focused on recorded end-of-

life discussions, prescribing and administration contexts and associated patient and family 

interactions. I used NVivo © (version 12) to code recorded activities and conversations using 

descriptive phases of actions and events. I looked for patterns and variances in recorded 

decisions and discussions and identified typologies of care. These typologies gave 

complimentary explanatory insights to the quantitative findings. The small amount of text on 

anticipatory medications conversations limited the depth of analysis to descriptions of 
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recorded actions: what was not routinely recorded or was missing from accounts was equally 

important and interesting. [241] 

 

Although my interactions with patient records were by their nature one-sided, my qualitative 

analysis was nevertheless inductive and iterative. [273] My decisions in attributing 

significance to findings were discussed and refined with Professors Pollock and Barclay, and 

the Positive Ageing and Cambridge Palliative and End of life Care PPI Groups. These 

discussions stimulated me to revisit coding and refine the typologies of care and present data 

on recorded comfort at death. [225,244,290] 

 

4.16   Analysing the multi-perspective longitudinal interview study 
 

Data were integrated thematically using constant comparison to understand patterns and 

differences in accounts and perspectives over time. [225,290] I focused on individual, 

collective and divergent accounts and themes across the dataset rather than just within-case 

analysis or comparison between cases. [229] This was pragmatic analytical decision as I was 

unable to consistently recruit and compare patient, informal caregiver, and clinician 

perspectives in most patient cases. From the outset I was aware that the ideal case-study 

approach of including all three perspectives in each case was likely to prove impractical; I 

only had patient participants for six of the 11 cases. However, I had data from multiple time 

points in every patient case, divergent participant characteristics and comparable situations.  

 

4.16.1   Early coding  

 

Interview recordings were professionally transcribed within days of data collection. I then 

familiarised myself with the transcripts through checking their accuracy against the 

recordings, anonymising the data, then re-reading transcriptions to understand how 

participants presented and made sense of their experiences. My initial line-by-line inductive 

coding on paper, and then later using NVivo © (version 12), focused on using primarily short 

active codes to understand participant views, assumptions, conversations, and actions. 

[225,290] Occasionally I used direct quotes as codes when they succinctly captured the 

essence of participant views or actions. The NVivo © extract in Figure 4.2. provides an 
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example of early coding, with the coloured vertical bars to the right of the text denoting 

coding.   

 

 

 
 

Figure 4.2. Example of early coding for the multi-perspective longitudinal interview  

study  

 

As I collected more data, I compared participant actions, views, and experiences over time 

and between cases. I explored divergent experiences and identified gaps in data and 

intriguing features in accounts to follow-up in subsequent interviews. [225] 

 

4.16.2   Developing more refined coding 

 

My initial coding became more focused and my analysis developed through several iterative 

steps. Professor Pollock also independently coded five early transcripts. We met on several 

occasions to discuss our observations and coding decisions; this informed my developing 

interpretations. After coding sixteen transcripts and completing most of the follow-up 

interviews with participants, my analytical thoughts on patterns and contrasts in accounts 

started to take shape. I made the decision to reconsider my initial coding using refined coding 

around participants’ involvement in decision-making, their preferences and how views 
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changed as death approached. [225] I completed memos (coding notes) using NVivo © on 

tentative categories as I revisited and recoded transcripts. As these categories took shape, I 

brought related codes and analytical insights together, often across different participant 

accounts, to capture key events and processes. My memos were a mix of analytical 

observations and working definitions of categories, along with their context and the limits of 

their significance. 

 

I also engaged in wider theoretical reading around key facets which were evident in the data 

and my developing analysis. I read theory and research around living with uncertainty, 

experiences of time at the end-of-life, loss of self and biographical disruption. [284,285,293–

297] This reading informed my developing coding, categories, and memos where they had 

resonance with my interpretations of the data. [225,259,290] 

 

4.16.3   Identifying themes  

 

The last steps of my analysis were to identify and refine overarching themes. As before, to 

help understand connections, I cut out printed codes and associated overarching categories 

and created a visual map of how these connected and the boundaries of themes. I used my 

NVivo © memos and codebook, research diary notes and the original transcripts to inform this 

iterative process. My final three overarching themes and their relevance were debated, 

reflected upon, and refined through conversations with Professors Pollock and Barclay. 

[225,229,259] The analysis was further refined through the process of writing up and 

presenting results to PPI groups and interdisciplinary research colleagues.  

 

4.17   Writing 
 

Writing was the process in which my analysis and synthesis developed into its final form. It 

was an integral part of the iterative analysis and helped in elaborating on the analytical 

themes and their key facets. [290] Writing drafts helped me to explain the connections 

between themes, constituent categories and social interactions involved. Some categories and 

codes did not stand up to detailed scrutiny or did not help in interpreting the subtleties at 

play. At times, I found I was trying to present contradictory accounts or unclear connections. 

[225] These considerations prompted me to return to transcript codes, categories and themes 
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to refine my analysis. The writing process helped to develop a more nuanced interpretation 

and understanding of the structural and social dynamics at play in anticipatory medication 

practice. [229] 

 

I have made some stylistic and pragmatic writing decisions. I have presented the empirical 

study results as separate chapters to reflect the order in which they were analysed and to 

demonstrate how the findings complimented one another and helped in building a coherent 

and detailed interpretation of practice. [225] I originally sought to integrate the wider 

literature within the analysis text, but this proved cumbersome and at times confusing. 

Consequently, each empirical study chapter details the findings followed by a discussion 

section situating the results within the wider literature and theory. I then triangulated and 

synthesised the three studies key findings within the discussion chapter (Chapter eight).  

 

4.18   Quotations 
 

The quotations used in the results chapters were selected to illustrate common or divergent 

accounts and my analytical interpretations. [225,229] Some participants were more succinct 

or expressive than others, potentially making them more quotable. However, I took care to 

ensure quotations came from a wide range of participants, not just those who were 

particularly articulate. When writing up each study, and editing the thesis, I returned to the 

original transcripts to check the context of the quotations and their intended meaning have 

been retained within my analysis. [229] 

 

4.19   Influence of my wider reading  
 

My wider theoretical and palliative care literature reading influenced the analysis and the 

discussion chapter. Initial coding and observations during data collection led me to reflect on 

what might be happening within the data. I discussed my developing thoughts with 

interdisciplinary research colleagues, which informed my interpretive analysis and helped me 

to consider the connections between the data and the wider palliative care and social science 

literature. [244,264] This reflexive process prompted my wider reading about the role of 

medication in care, clinician-patient relationships, professional framing of information, 

autonomy, and how clinical decisions are made. [45,74,143,237,246,298] The agency of 
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records in shaping care and narratives became analytically interesting and useful in 

interpreting the retrospective records review study data. [240,273,299] Living with 

uncertainty, information seeking, coping with and adjusting to disruptive biographical events 

were reoccurring insights, and of particular interest in analysing the multi-perspective 

longitudinal interview study data. [284,293–295,300] I draw on relevant texts in interpreting 

and contextualising the study results in their respective chapters.  

 

I made the conscious decision to inductively analyse each study rather than coding the data to 

a pre-existing social or behaviour theory. Although applying an established theory to make 

sense of accounts would have been arguably easier, I did not want to focus only on my early 

ideas or inadvertently force data to fit into existing interpretive models. I treated my initial 

interests and wider reading as a starting point to interpret accounts alongside investigating 

new leads during data collection and concurrent analysis. [225] Inevitably, my analysis was 

also influenced by my prior experience of end-of-life care practice and my Master’s research 

into nurses’ views and experiences of anticipatory medications decision-making. [3,264] I 

was aware throughout that my interpretative analysis and use of theory might be shaped by 

my own experiences as a clinician rather than the accounts participants co-constructed with 

me. [264] The wider reading I ultimately drew upon was shaped through my iterative 

discussions with interdisciplinary colleagues, particularly Professors Pollock and Barclay, 

and returning to anonymised transcripts to crosscheck my developing interpretations fitted. I 

took great care to ensure the literature and theories I drew upon integrated and supported the 

data and offered further insights into the social and contextual dynamics at play, rather than 

simply confirming my initial interpretations. 

 

4.20   Applying theory 
 

In Chapter eight, I synthesised and contextualised the key findings and insights across the 

three empirical chapters within theory to gain a greater understanding of anticipatory 

mediations care and perspectives. I did this only once I was confident with my analysis and 

had read around the key analytical features I had identified, in my third year of my PhD. I 

situated my findings within the fluid and tentative nature of decision-making identified in 

Mol’s (2008) logic of care, [74] and Glaser and Strauss’s (1965) seminal, and still highly 

relevant, awareness of dying contexts. [59] My synthesis also drew on wider sociological and 
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psychological literature on heuristic thinking, [301] rationalisation of medical work [302] and 

boundary objects. [303] This enabled me to offer insights to increase the transferability of the 

findings, beyond accounts of care in the counties of Flinton and Westshire. 

 

4.21   Conclusion 
 

There were considerable ethical challenges in my researching the care of dying patients. 

However, this sensitive research was achievable and aided by adjusting my approach 

dependant on the needs and wishes of participants. My ‘insider’ status as a nurse was both a 

help and a hindrance. My status shaped what views GPs chose to share with me and it made it 

possible to access complete patient records. I reflected throughout data collection and 

analysis to ensure I questioned social dynamics at play and avoided adopting ‘insider’ 

cultural reasoning. My methods and analytical interpretations also benefited greatly from 

reflecting on key decisions with interdisciplinary colleagues and having the ongoing 

involvement of PPI colleagues. 

 

The three sequential studies provided new, rich and detailed understanding of end-of-life 

anticipatory medication care. Clinicians, patients and informal caregivers’ views and 

experiences of care, and their involvement in medication decisions were explored in detail. 

The three studies’ methods and analysis provided triangulated accounts and analytical 

insights into practices in the prescription and use of anticipatory medication, grounded in the 

data. Together, these studies have addressed key gaps in the existing evidence base using a 

rigorous and systematic social constructionist approach.  

 

With this foundation, I will now in the next three chapters consider in turn: GPs decision-

making processes in the prescribing and use of medication; documented practices in the 

prescription and administration of medications; patients’, informal caregivers’ and their 

clinicians’ views and experiences of anticipatory medication care. 
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Chapter five 

‘I think in one way it [anticipatory medications] makes life easier. 

Decisions can be made over the phone, then, with the district nurses. It 

makes it clear to everyone what’s going on, which I think is useful.’ 

Dr Riplin, GP and out-of-hours doctor 
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Findings from this chapter has been published as: 

 

Bowers B, Barclay SS, Pollock K, Barclay S. General Practitioners’ decisions about 

prescribing end-of-life anticipatory medications: a qualitative study. British Journal of 

General Practice 2020; 70(699): e731-739  (Appendix 17) 

 

Bowers B, Ryan R, Hoare S, Pollock K, Barclay S. Anticipatory syringe drivers: A step too 

far. BMJ Supportive and Palliative Care 2019; 9: 149-150 

http://dx.doi.org/10.1136/bmjspcare-2018-001728 (Appendix 18) 

 

This chapter is the result of collaborative work between the publication authors: myself (BB), 

Sam Barclay (SSB, a public contributor), and my supervisors Professors Stephen Barclay 

(SB) and Kristian Pollock (KP). BB conceived and developed the study with SB. BB 

designed the study protocol, obtained research ethics approval, undertook the research 

interviews and led on the analysis with the input of SSB, SB and KP. BB wrote the drafts of 

the published papers, with co-authors providing edits. BB submitted the papers as the first 

author and liaised with the editors of both journals.   
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Chapter 5 

General Practitioners decision-making processes in the 

prescribing and use of medication 
 

5.1   Introduction  
 

Anticipatory prescribing has become a key intervention in end-of-life care policy and practice 

and is widely viewed as an essential aspect of ‘best practice’ despite limited evidence of how 

the intervention is perceived or used in practice. In the following chapters I sequentially 

investigate: General Practitioners’ (GPs’) decisions in the prescribing and use of anticipatory 

medications (this chapter); recorded prescription and administration practice (Chapter six); 

and patients’, informal caregivers’ and their clinicians’ views and experiences of anticipatory 

medication care (Chapter seven).  

 

GPs are almost always the gatekeepers in anticipatory prescribing decision-making and 

usually make the ultimate decision to prescribe medicines. Nurses often report that they 

initiate anticipatory prescriptions by requesting that the GP issue the drugs based on the 

nurse’s assessment of their clinical appropriateness (Chapter three). [3,7,20,114,174,207,210] 

On some occasions, palliative care specialists will prescribe these medicines, or patients will 

be discharged from hospital or hospice with the medications already prescribed: in most of 

these situations there will be a prior discussion with the GP, who will complete the 

community prescription and administration authorisation chart. As the prescriber, the GP is 

responsible for the clinical appropriateness of the drugs they prescribe or authorise. [21,66] 

The current published knowledge-base predominantly presents nurses’ accounts of care. GPs 

are reported as being more reluctant than nurses to prescribe anticipatory medications, 

[173,192] although their views have only been investigated in detail in two interview studies 

before my doctoral research. [21,174] I sought to address this significant knowledge gap by 

the research presented in this chapter. 

 

In this chapter I describe my interviews with GPs that investigated their accounts of their 

decisions to prescribing anticipatory medications, their conversations with patients and 

informal caregivers concerning the prescribing of these medications and their care after drugs 



 140 

have been issued. I discuss the three interconnected themes that were constructed from the 

data:  

1) Something we can do: anticipatory medications were viewed by GPs as a tangible 

intervention they felt they could offer patients approaching death;  

2) Getting the timing right: the prescribing of anticipatory medications was recognised as a 

harbinger of death for patients and their families; and  

3) Delegating care while retaining responsibility: after prescribing medications, GPs relied on 

nurses to assess when to administer drugs and keep them updated about their use. These 

themes and their subthemes are presented in Table 5.1. 

 

I discuss the role of GPs in anticipatory prescribing decisions, and how they view 

anticipatory medications as key to symptom management and a managed death. I explore the 

tactics of persuasion GPs reported using to ensure patients and families accept prescriptions. I 

then examine the limits of the care GPs were willing to delegate to nurses, and the safety 

issues in putting drugs in place weeks or months ahead of likely need.  

 

Table 5.1. GP interview study analysis themes and subthemes 
 

Theme Subtheme 

1. Something we can do Predicting death 

Addressing continuity of care issues 

Medications as the answer 

A culture of prescribing 

2. Getting the timing right  Approaching conversations  

Framing information  

The art of persuasion 

3. Delegating care while retaining 

responsibility  

Finding the time  

Managing the risks of prescribing  

Syringe pumps are much more serious 

Easy access to nurses  
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5.1.1   Participants  

 

There were thirteen GP participants: ten GP principals (mean 16 years working as GP, range 

3–29 years) and three salaried GPs (mean 5 years working as GP, range 2–10 years). Five 

GPs worked as out-of-hours doctors in addition to their in-hours work. Eight were male and 

five female; five worked in urban practices, eight in rural settings. Four worked full-time and 

nine part-time, and five described themselves as having an interest in palliative care. All the 

participants worked in different GP practices in Flinton and Westshire. Pseudonyms have 

been used.  

 

5.2    Something we can do.  
 

Anticipatory medications represented a tangible intervention that GPs felt they could offer to 

provide symptom relief for patients approaching death, when alternative medical options 

became inappropriate: ‘something we can do’. All the GPs highlighted that it was essential to 

have the drugs in place to act as an insurance plan that could be used to provide end-of-life 

symptom relief if needed: 

 

“There's no crystal ball and it's better to have them in place than face some sort of 

crisis.”  

 

Dr Brown  

 

“I think because it’s unpredictable what happens to patients, particularly in the last 

few days of their life; having that [anticipatory medication] available in the house 

really is very, very helpful… Quite often they’re not used and they’re just destroyed, 

it still works extremely well, and I would continue to do that.”  

 

Dr Aplin 

 

5.2.1   Predicting death  
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The GPs stated that patients with diagnoses of terminal cancer were likely to decline rapidly, 

and that this justified prescribing drugs ahead of probable need:    

 

“So, I’ve had a patient who is dying… [he] tried a bit of oral chemotherapy but had 

some side-effects and decided he didn’t want it, so we then have been following a kind 

of symptom-management palliative route … So, I prescribed just in case meds 

[anticipatory medications] about a month ago, probably just before his symptoms 

started to become a bit more troublesome for him.”  

 

Dr Baker, GP and out-of-hours doctor 

 

Medications were also considered to be appropriate for patients dying of non-cancer 

conditions. In their accounts of patient cases, GPs recalled the difficulties they had 

experienced in knowing when someone with a fluctuating terminal illness such as advanced 

dementia or frailty due to old age might die. Twelve GPs recalled prescribing drugs when 

patients were relatively stable, as this helped them manage the uncertainty. In some recalled 

cases, prescribed drugs remained in the home for months or went unused. This was not 

considered to be problematic. Any potential risks were perceived to be outweighed by the 

benefits of giving reassurance to patients, informal caregivers, and clinicians:   

 

“We’ve certainly had a few people [for whom] we’ve prescribed them so early 

they’ve gone out of date, which is kind of a bit silly, but actually if it’s giving them an 

extra bit of insurance along the way then I guess that’s okay.” 

 

Dr Smith 

 

Regardless of the patient’s terminal condition, 12 GPs recalled occasions when they had 

decided to prescribe drugs weeks ahead of likely need, when patients were symptom-free, but 

their care had overtly changed from active treatment to end-of-life care. These events, 

especially when the patient expressed a wish not to undergo further hospital admissions, 

stimulated GP decision-making and made it easier for the GP to bring up the subject of 

anticipatory prescribing within the context of planning for end-of-life care: 
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2The last patient who I prescribed them for was an elderly lady that had heart failure, 

and it was apparent that she wasn’t going to go back into hospital anymore and we 

were going to manage her at home. So, we prescribed the just in case bag 

[anticipatory medications] for her… I tend to do it at the same time as we agree that 

we’re not going to resuscitate or admit someone to hospital.” 

 

Dr Aplin 

 

In contrast, one GP (Dr Cox) was more cautious about prescribing drugs weeks before 

expected death. Dr Cox reported waiting until the patients appeared to be within days of 

death, before prescribing drugs based on the symptoms the patient may imminently develop:  

 

“Probably I’m prescribing, a week, maybe two weeks, before they pass away. It’s a 

conscious decision. It’s looking at the patient… have they got symptoms, what am I 

anticipating the problems are going to be. And then, to have the medication ready 

there.” 

 

Dr Cox 

 

These different approaches to deciding to prescribe reflected GPs’ personal preferences and 

the circumstances in which they worked. Dr Cox, the only GP partner in a small village 

practice, reported regularly reviewing terminally ill patients in person. In contrast, the other 

12 GPs worked in larger practices, and nine of them worked part-time, so they all relied on 

colleagues to share home visits. Eleven GPs recalled cases in which they had sporadic contact 

with patients who were approaching the end of their lives. Making plans weeks or months 

ahead of expected death helped to prevent the need for the patients to take part in urgent and 

rushed conversations, often with GPs who had not visited before, when patients were very 

close to death.  

 

5.2.2   Addressing continuity of care issues 

 

GPs wanted to put drugs in place to prevent potential problems for patients, families and their 

colleagues, especially regarding problems that might arise outside normal working hours. 

However, the five GPs who worked during out-of-hours periods were not reliant on 
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anticipatory medications being in place. They all had other strategies to obtain medication 

quickly when needed. This included carrying limited supplies of drugs with them or 

collecting medication ahead of their visit if they felt the patient was likely to need them: 

 

“We carry diamorphine and midazolam in a little safe in the car… If you haven't left 

the base yet, you can anticipate and take it.” 

 

Dr Cook, GP and out-of-hours doctor  

 

Crucially, the presence of anticipatory medications was used as a sign to alert other visiting 

clinicians to the terminal nature of the patient’s condition. Electronic records were not always 

shared between services leading to clinicians unfamiliar with the patient’s situation having 

limited information on which to base their assessments. GPs reported finding anticipatory 

prescriptions helped to address the structural and resource challenges of providing continuity 

of care in the community. Having the drugs in the home sent a clear signal that the focus of 

care should be on providing end-of-life symptom control. The presence of the medication 

also enabled doctors who did not know the patient, whether they were working during or 

outside usual hours, to make remote-care decisions:   

 

“I think in one way it [the presence of anticipatory medications] makes life easier. 

Decisions can be made over the phone, then, with the district nurses. It makes it clear 

to everyone what’s going on, which I think is useful.”  

 

Dr Riplin, GP and out-of-hours doctor 

 

5.2.3   Medication as the answer 

 

All the GPs considered that a managed death, one in which symptoms of pain and physical 

distress were anticipated and adequately controlled, was a good death: 

 

“The sort of acid test really is that the patient’s suffering is managed by the 

medications that are in place. And there are no episodes where the patient's 

distressed or in pain or agitated or sick, that aren't managed by the medications in 

the syringe driver [pump], and that they have a sort of peaceful death really.” 
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Dr Brown 

 

Twelve out of the 13 GPs focused exclusively on the role of medication in managing pain 

and distress as part of end-of-life care. Although the interviews were about anticipatory 

prescribing, they were asked open questions regarding their perceived role in supporting 

patients during their last weeks of life. Most did not mention non-pharmacological 

interventions to help to relieve symptoms during the last days of life, such as arranging extra 

care or spending time actively listening to patients’ concerns. This may be because GPs look 

to nurses to take the lead in the delivery of these aspects of end-of-life care, as discussed later 

in this chapter. The following quotes exemplify the focus on use of drugs to manage patients’ 

distress: 

 

“I think it’s great, it’s really good, really good, because if I am there at that moment 

when they need it [anticipatory medications] which I’m not usually but sometimes I 

am, then it’s really important to give it and definitely people settle down and become 

less distressed and just become calmer.”  

  

Dr Jones 

 

“Generally, we try and fill up the house [with anticipatory medications] so we don’t 

have any last-minute dramas.”  

 

Dr Smith 

 

The one exception was a GP who principally worked during out-of-hours periods, who 

viewed medication as a partial solution to the management of distress in the last days of life. 

Dr Cook highlighted the value of increasing the amount of hands-on nursing care to help the 

patient and their family feel psychologically supported, and to give the practical help they 

needed, rather than focusing only on what drugs could offer: 

 

“I rang Hospice at Home and said “this is the situation in the house” … and I said “I 

know they've declined help overnight, and I know you'll have already given out on 
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your meeting now the carers for the night. But actually, I think probably what they 

need is more likely to be that than any medicine.”  

 

Dr Cook, GP and out-of-hours doctor 

 

5.2.4   A culture of prescribing  

 

Participants worked within, and promoted, a culture in which it was desirable to manage an 

expected death and prescribe drugs in plenty of time. Ten GPs described working in a 

healthcare culture where set processes were followed for planning for expected deaths, 

including prescribing anticipatory medication. They reported that there was an expectation 

among visiting nurses and paramedics that anticipatory medications would be in place for all 

five common end-of-life symptoms: pain, breathlessness, agitation, nausea and vomiting, and 

noisy respiratory secretions. Some recalled cases in which they had chosen not to prescribe a 

drug for noisy respiratory secretions, but had been subsequently persuaded by nurses to 

prescribe these in case they were needed. Participants also actively encouraged their 

colleagues to consider anticipatory prescribing as putting drugs in place avoided the risk of 

receiving negative feedback from peers: 

  

“One or two of the partners said: “I think it’s a problem thinking when to do it”. I 

said “Why? Why can’t you just leave it [anticipatory medications] gathering dust ... 

why can’t you do it early?”  

 

Dr Taylor 

 

Local systems actively promoted electronic anticipatory prescribing. When GPs recorded a 

patient as being at the end-of-life in their medical records, the electronic records prompted 

them to consider anticipatory prescribing. GPs were not familiar with the drugs required as 

they infrequently prescribed anticipatory medications, and they valued the electronic 

algorithm used for end-of-life prescribing, which suggested drugs and starting doses:  

 

“It is incredibly simple, you press a particular button saying ‘just in case bags’ and 

immediately a list comes up, you just press each one and it all then gets administered 

on the other side, wherever that may be… it’s extremely easy to do and a lot easier 
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than having to search for a bit of paper with it all written down and trying to 

remember which ones goes with which.” 

 

Dr Aplin 

 

5.3   Getting the timing right 
 

GPs recognised that the prescription of anticipatory medications was viewed as a harbinger of 

death by patients and their families, with conversations requiring sensitive and skilful 

handling. Participants described some patients and informal caregivers as pragmatic and 

willing to have the drugs in place, whereas others viewed their introduction as an unwelcome 

sign of approaching death: 

 

“I think some patients find it reassuring, other patients I think find it about as 

reassuring as seeing a coffin propped up in the corner of the room. It’s about being 

sensitive to the individual patients and their needs and their wants as well.”  

 

Dr French 

 

Despite being aware of the symbolic significance of the drugs and their presence in patients’ 

homes, almost all the GPs recalled cases in which they had decided to prescribe medications 

whilst patient conditions were stable and weeks before expected death.   

 

5.3.1   Approaching conversations  

 

GPs reported being receptive to nurses proactively requesting that they consider prescribing 

the medications. They also perceived that it had become increasingly uncommon for 

community nurses to request drugs because community nursing services were so 

overstretched. All but one of the participants said that they would see the patient in person to 

judge for themselves whether it was appropriate and acceptable to prescribe the drugs. One 

GP recalled there were occasions when they had prescribed drugs remotely at the request of 

nurses they knew and trusted to have prescribing discussions with patients and families. 
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Where patients were in nursing homes, the GPs relied on experienced nurses to prompt them 

to consider prescribing medicines:  

 

“It’s easier when I’m in the nursing home with experienced nurses who are with a 

patient all the time. We can have a discussion, and then we decide, “No, we’ll do it 

[prescribe anticipatory medications] after the weekend, she’ll be okay it doesn’t look 

like it’s imminent,” or, “Yes, let’s get everything ready before the weekend.”  

 

Dr Cox 

 

In other situations, GPs reported that they typically assumed responsibility for initiating 

anticipatory prescribing conversations with patients and families. They described the 

incorporation of their discussions with patients and families about anticipatory medications 

within conversations regarding end-of-life advance care planning. These conversations 

explored patient and informal caregiver understanding of the prognosis, their preferred place 

of care, and death, and do not attempt cardio-pulmonary resuscitation (DNACPR) decisions. 

Just how commonly GPs had these conversations was unclear, as three participants struggled 

to recall a recent case in which they had been involved in a patient’s end-of-life care. Most 

were keen to get what were seen as potentially difficult end-of-life conversations out of the 

way early, and all in one go, so that plans were in place. Then patients, informal caregivers, 

and participants did not have to worry about having distressing conversations in the future:  

 

“I like to have those conversations early. To get them out of the way sounds like I'm 

trying to avoid them, I think get them out of the way for their benefit so that they don't 

have to, they can, there's a lot to sort out, “let's get it all sorted out and then enjoy the 

last time you have.”  

 

Dr Matthews, GP and out-of-hours doctor 

 

GPs judged the level of acceptance among patients and families of the terminal prognosis 

before initiating end-of-life advance care planning conversations. They reported building up 

to the subject of anticipatory prescribing over several consultations when they perceived 

patients were resistant to the idea of having end-of-life conversations. To facilitate a patient’s 

acceptance of anticipatory prescriptions, GPs described sometimes working with nurse 
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colleagues to introduce the idea of the drugs gradually. No GPs recalled returning to 

anticipatory prescribing or even to wider conversations regarding end-of-life care planning 

once a plan had been agreed. They considered these conversations were concluded.  

 

5.3.2   Framing information  

 

GPs reported framing the idea of anticipatory medications in a way that matched their 

perceptions of the patient’s willingness to openly discuss death and dying. If patients and 

informal caregivers voiced worries about dying in pain or distress, GPs described going into 

detail about what symptoms could occur and what use of anticipatory drugs could achieve in 

those situations. Conversely, if patients and families were perceived as reluctant to consider 

what might happen during the dying process, GPs described providing minimal information 

about drugs and their role in care:  

 

“My experiences of talking to them, they vary as to what the patients seem to want to 

know… I just sort of try and explain that it [anticipatory medications] is there as a 

sort of mini pharmacy for people who are qualified to be able to access and sort of 

improve things without having to sort of go through the process of trying to get hold 

of the chemist.”  

 

Dr Taylor 

 

GPs recalled presenting anticipatory prescribing as a purely positive intervention that would 

provide reassurance. They all used the term ‘just in case medications’ when discussing with 

patients and informal caregivers to help maintain a sense of optimism. GPs reported 

consistently highlighting the potential benefits of the medications whilst underscoring that 

they might never be needed, to help families retain a sense of optimism. Several reported 

being franker in separate conversations with informal caregivers about the symptoms patients 

might develop than they were in conversation with the patient. GPs recalled that patients and 

families typically valued the presence of anticipatory medications:   

 

“They like the idea of being prepared, generally, the family like that, patients 

certainly find it reassuring, if they have enough headspace to tune into it. If they 
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don’t, then you just kind of do it for them and the family are generally reassured on 

their behalf.”  

 

Dr Smith 

 

It was evident through GPs’ recollections of how they carefully framed information that they 

expected patients and families to be ambivalent or reluctant to have anticipatory medications 

prescribed. This expectation influenced the information that GPs chose to share about the 

drugs. No GPs recalled giving information about the adverse side effects of the medicines 

prescribed, which might include cognitive impairment and drowsiness. [15] The GPs may 

have supplied this information to patients, but they did not mention this during the research 

interviews: they recalled other aspects of their conversations in great detail. 

 

5.3.3   The art of persuasion 

 

Ten GPs described presenting anticipatory medications as a clinical recommendation, whilst 

giving the patient, if they were able to consent, and their families the opportunity to opt out of 

having them. This enabled them to present an illusion of supporting patient choice when they 

were using varying tactics of persuasion:  

 

“I’ll say, “From my personal experience, it is in the patient’s interest, so they don’t 

have pain or agitation or vomiting or suchlike”. I’ve never once come across anybody 

who has refused that.”  

 

Dr Cox 

 

“I might say “If your preferred place of spending your last few days and weeks is 

going to be your own home, this is what I think we can do now [prescribe anticipatory 

medications] and if you deal with us, we won't be crisis managing.”  

 

Dr Cook, GP and out-of-hours doctor 

 

GPs gave illuminating and shifting accounts of persuading patients and informal caregivers to 

accept anticipatory medication prescriptions. Recollections of the same conversations altered 
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during interviews, depending on if participants were sharing public accounts of idealised 

practice or private accounts of their experiences of care. [289] In the more frequent public 

accounts, GPs identified that they would only prescribe drugs if the patient were happy to 

have them and gave their explicit consent. These public and selective accounts presented 

what GPs felt was socially acceptable behaviour and perceived ‘best’ professional practice:  

 

“I wouldn’t be comfortable prescribing them without family, without, certainly 

without the patient’s consent if they’re able to give it and without family’s awareness 

at the very least.”  

 

Dr Baker, GP and out-of-hours doctor 

 

In private accounts shared during the same interviews, three participants were more candid 

about the power imbalance in the doctor-patient relationship and how they used this to sway 

hesitant patients. These private accounts were also partial and selective recollections through 

which participants chose to share views and actions that might not be considered compatible 

with idealised versions of professional practice. [289] For example, Dr Baker recalled using 

their position of authority to convince patients and informal caregivers to have the drugs in 

the home when they judged this was in their best interests:  

 

“I’m sometimes a bit more paternalistic than I normally am. I would sometimes say 

“well actually these, this is the appropriate time and this needs to be something that 

we do”. So, I will sometimes slightly force that discussion and then take time to 

explain why but I would sometimes, kind of use the doctor card.”  

 

Dr Baker, GP and out-of-hours doctor 

 

 

5.4   Delegating care while retaining responsibility  
 

After prescribing medications, GPs relied on nurses to assess when the drugs should be 

administered and to keep the doctor updated about their use. 
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5.4.1   Finding the time 

 

GPs recalled delegating end-of-life care to nurses after they had prescribed anticipatory 

medications and had held conversations regarding end-of-life care planning with patients and 

informal caregivers. Participants prioritised the support of terminally ill patients but found it 

difficult to make time to visit them at home due to their busy routine clinics. They relied on 

nurses’ end-of-life care skills and looked to them to take the lead in delivery and coordination 

of the patient’s hands-on care, including administering anticipatory medications:  

 

“The nurses act as a significant buffer between me and them [the patients … They 

may just call me for a medical question, but the nurses do the bulk of the physical sort 

of visiting and changing of syringe drivers [pump] and that sort of thing.”  

 

Dr Taylor 

 

5.4.2   Managing the risks of prescribing 

 

GPs were aware that they remained responsible for anticipatory medications once prescribed 

but acknowledged that they had little knowledge or control over when they were used. 

Delegating to unknown nurses or doctors the responsibility for assessing when to administer 

drugs caused concern at times:  

 

“There are some issues about writing up potentially life-terminating drugs if used in 

an inappropriate way… to be used at the discretion of a third party, with no 

connection between the third party who initiates them and the prescriber”. 

 

Dr French 

 

GPs described an increased sense of ease regarding delegation of the responsibility for 

assessing when to administer drugs in cases where they knew and trusted members of the 

nursing team. Nevertheless, all the GPs routinely delegated drug administration and expected 

nurses to assess the need for drugs and to administer these safely and appropriately without 

contacting them: 
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“I’ve prescribed it in a way to be used and I’d expect them to use it … I don’t think 

every time it’s used I need to know.”  

 

Dr Baker, GP and out-of-hours doctor 

 

GPs were more concerned that drugs might not be used when they were needed. They 

expressed frustration when nurses did not recognise dying and failed to administer drugs to 

relieve symptoms:  

 

“That was not a good death … She became acutely unwell and breathless quite 

suddenly. The son was very distressed because he was with her and didn’t understand 

what was happening, wasn’t able to be reassured by the [nursing home nurses] that 

she was dying ... They didn’t give her anything, they just called an ambulance.”  

 

Dr Jones 

 

GPs were reluctant to leave opioids and other controlled drugs in the home if there was a 

history of drug misuse in the family. If anticipatory medications were left in the home for 

extended periods, GPs would often rely on nurses to monitor potential risks and provide 

feedback on whether the prescriptions remained appropriate:  

 

“We had a lady who was prescribed just in case [anticipatory medications] and one 

of her sons was a drug addict, so they were broken and used at home and that was 

very quickly identified by [a community nurse]. So, it's just not leaving boxes and 

ampoules of medications, but doing it at a time when the support network has been 

built in … and assessing safety as well.”  

 

Dr Lewis 

 

5.4.3   Syringe pumps are much more serious  

 

GPs were more cautious about prescribing anticipatory syringe pumps (drivers). This was 

when the same drugs, often in higher doses, were prescribed to be delivered by a small pump, 

typically kept tucked away under the patient’s pillow, over a 24-hour period rather than in 
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individual ‘as required’ doses. Different prescribing preferences and practices between GPs 

and community nurses highlighted the importance of their existing working relationships. 

GPs recalled cases in which nurses had requested that they prescribe an anticipatory syringe 

pump to be started at the nurse’s discretion. In contrast with a universal willingness to 

delegate the assessment of when to administer ‘as required’ anticipatory medications, four 

participants recalled declining nurse requests to prescribe medications for an anticipatory 

syringe pump in advance of need, seeing them as an escalation of terminal care that was 

deemed too high a risk. Most participants felt that syringe pumps should be prescribed in 

response to the development of symptoms and only after a doctor had made a face-to-face 

assessment to rule out reversible symptoms: 

 

“The district nurses, they're always quite keen that we write up a syringe driver 

[pump] in advance, and I always refuse … I think that should be a doctor-led 

decision, to start the syringe driver ... I had one recently where there was a patient 

with metastatic cancer … The district nurses said, "He needs to start on a syringe 

driver". I went to see him, he was actually severely constipated, and we gave him an 

enema. He was much better and walking around the house again. [He] went several 

more weeks before he needed a syringe driver.”  

 

Dr Matthews, GP and out-of-hours doctor  

 

Two experienced GPs were willing to prescribe syringe pumps ahead of need and considered 

them a routine part of anticipatory prescribing. They knew and trusted the skills of the nurses 

with whom they worked to make suitable decisions about when to start them. Both recalled 

prescribing anticipatory syringe pumps in situations where they might be needed:  

 

“You’re doing just in case drugs [anticipatory medications] and you’re doing, you 

know, a prescription sheet for a syringe driver [pump] that might need starting in a 

week or two’s time as well. So, you’re anticipating well ahead, so you can be doing 

two things at the same time.” 

 

Dr Taylor 
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Prescription of drugs for continuous subcutaneous infusion were considered to be more 

serious than the prescription of individual doses, as the use of continuous subcutaneous 

infusion effectively mechanised end-of-life care; it automated care to a machine rather than 

involving nurses. The technology was perceived to be counterproductive in some instances as 

it could reduce the amount of nursing visits patients and families receive during a 24-hour 

period: 

 

“The risk is of course that if someone has a syringe driver [pump] it needs only one 

visit a day by a nursing team … So, someone might set up the syringe driver and then 

not see that family for the next 24 hours. Whereas if someone's having subcutaneous 

injections then they might need two or three trips [visits] by a healthcare professional 

during that next 24-hour period, where actually it might be in the best interests of the 

patient to have that.”  

 

Dr Cook, GP and out-of-hours doctor 

 

5.4.4   Easy access to nurses 

 

Having easy access to nurses was perceived to be crucial in facilitating effective end-of-life 

care and in the appropriate use of anticipatory medications. The GPs all highlighted the 

importance of being able to hold telephone or face-to-face conversations with nurses to get to 

know their skills and abilities, and to keep updated on patients’ end-of-life care. Structural 

changes to the community nursing services meant that nurses were no longer based in the 

same building as GPs and communications went via a centralised contact centre. Telephone 

and electronic messages had replaced face-to-face and informal routes of communication, 

which had previously facilitated close working relationships. GPs were frustrated with this 

new arrangement and believed it had a negative impact on inter-professional relationships, 

communication and patient care:  

 

“Since the district nurses have been taken out of our building the whole process is 

absolutely infuriating. So, the last time I rang ‘within hours’ to try and get a syringe 

driver [pump] set up for a patient, it took six phone calls between clinicians and non-

clinicians … and the whole situation was just a mess.”  
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Dr Brown 

 

With less personal contact with community nurses, the GPs had become increasingly reliant 

on shared electronic patient records to review nursing care remotely. Participants reported 

being keen to maintain regular face-to-face interdisciplinary team meetings to discuss 

patients’ end-of-life care. GPs described increasing difficulty in ensuring that community 

nurses attended these meetings, commenting that patient care was suffering as a result. 

Despite these issues, the role of community nurses in leading last-days-of-life care was 

highly valued by the GPs, who recognised that they prioritised these patients and worked 

hard to meet their needs: 

 

“I know that there's a lot of criticism about the lack of district nursing support in 

general … But in terms of end-of-life I think they are really good because they are 

there whenever I have people [who need them].”  

 

Dr Lewis 

 

5.5   Discussion 
 

5.5.1.   Summary of findings 

 

This part of my doctoral research found that GPs typically preferred to prescribe anticipatory 

medications weeks ahead of likely need whenever possible. They recalled framing 

information about the drugs and their uses in ways that ensured patients and informal 

caregivers were willing to have them in the home. After prescribing anticipatory medicines, 

GPs relied on nurses to judge when to administer the drugs and to keep them updated on 

patients’ end-of-life care. 

 

5.5.2    GPs lead anticipatory prescribing decision-making 

 

GPs’ accounts of actively leading the decisions to prescribe anticipatory medications in my 

study challenge the current published perspective that it is nurses who routinely decide when 

drugs should be issued. [3,7,114,173] GPs have previously been presented as being cautious 
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to prescribe anticipatory medications unless these are likely to be needed within a few days. 

[21] In contrast, my study found that almost all the GPs reported they preferred to prescribe 

drugs weeks ahead of possible need. However, the frequency with which GPs prescribed 

medication was uncertain as three participants struggled to recall a recent end-of-life care 

case. It is unclear how frequently anticipatory medications are prescribed in the community 

from the available published research. [173,182,185,187,207,218] 

 

Participating GPs in my study considered it important and routine practice to have drugs 

available even if they were unlikely to be needed, reflecting national guidance, [8] the culture 

they worked in and the preferences of nurses. [3,20,21,173,304] Accounts of prescribing 

drugs weeks or months ahead of death also reflects the prognostic challenges in end-of-life 

care for the increasing numbers of patients with non-cancer conditions such as dementia, 

ischaemic heart disease and multimorbidity in old age, [21,91] for whom illness trajectories 

are commonly less predictable and the dying phase protracted. [67,80,305] As the focus of 

palliative care has shifted towards intervening and planning for end-of-life care earlier in 

terminal disease trajectories, anticipatory prescribing has become an intervention to put in 

place well in advance of possible need, where once it was intended to be introduced just 

before the last days of life. [21,135] 

 

5.5.3   The managed death  

 

There was a universal focus among the GPs in my study on the importance of a managed 

death. Control was not exercised over the timing of death but over the symptoms that may 

accompany it. Participants perceived that the availability of anticipatory medications in the 

home was pivotal in enabling a sense of control for all over symptoms in the last days of life. 

Several other studies have highlighted that clinicians perceive injectable drugs to be a central 

therapeutic intervention in managing dying. [20,41,304,306] 

 

Participants in my study perceived the prescription of anticipatory medications for distress or 

pain as being a relatively quick and effective intervention. Only one GP described looking 

beyond drugs to help with the management of terminal symptoms. Prescribing a drug to 

relieve terminal pain or distress is an engrained behaviour for GPs [20,113,218,307] and the 

act of prescribing removes the need to consider or negotiate alternative care decisions. 

[65,304] Patients sometimes need physical symptom relief quickly, for example for 
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uncontrolled pain, and anticipatory medications provide an appropriate and timely answer. A 

number of studies of community end-of-life practice have identified that GPs and nurses 

focus on the provision of physical interventions such as giving medication and find it 

challenging to provide psychological support and comfort due to a lack of time, knowledge 

and confidence. [113,304,308–310] Whether the presence of anticipatory medications in the 

community influences the use of non-pharmacological interventions to support dying patients 

was beyond the scope of my thesis. However, it is an important and intriguing question and 

warrants future research. 

 

5.5.4   Using tactics of persuasion 

 

Mirroring the findings of my previous study of community nurses’ experiences of 

anticipatory prescribing conversations, [3] participating GPs reported that patients and 

families could view the drugs as an unwelcome reminder of approaching death. Community 

nurses report that some patients were reluctant to have drugs prescribed as a result. [3] 

Patients and families may be more inclined to accept GPs’ recommendations because of the 

greater power imbalance in the doctor-patient relationship. [237,246,311,312] GPs in my 

current study recalled framing anticipatory medications as a clinical recommendation, using 

persuasive language or their authority to ensure the prescription was accepted. Similar 

techniques of persuasion have been reported in studies investigating how clinicians’ 

selectively present information about end-of-life care interventions if patients are hesitant to 

accept care or reluctant to have detailed end-of-life discussions. [45,313,314] The importance 

of enabling patients’ autonomy through shared informed decisions has become a central tenet 

of ‘best practice’ in end-of-life care and Western medical care more widely. [48,49,102,315] 

However, numerous studies have observed that clinicians are selective in the information 

they share with patients. [45,59,74,237,316] GP accounts in my study provide insights into 

how end-of-life care decisions are still heavily influenced by clinicians selectively sharing 

information and framing recommendations based on their perceptions of what is in the 

patient’s interests.  

 

GPs in my study reported that patients and families were generally reassured by the presence 

of the drugs, although these conversations needed handling with care. They universally 

expressed their opinion that it was in patients’ best interests to have anticipatory medications 

in place. However, the way information about anticipatory medications was framed in GPs’ 
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accounts of their prescribing conversations raises questions about how well-informed patients 

and informal caregivers are about the drugs, potential side-effects, and their role in last-days-

of-life care. Relying on clinicians’ assumptions that anticipatory medications provide 

reassurance risks misunderstanding of patients’ and informal caregivers’ concerns and 

wishes. [3,34,71,175,188,308] Only one published study to date has sought to understand 

patients’ views and experiences of anticipatory medications: it found the prescription of 

anticipatory medication was a significant event and clearly signalled the imminence of death 

to patients and families; [52] although conversations about prescribing with families were 

often inadequate. The researchers highlighted the need to better understand patients and 

informal caregivers’ views and experiences, especially regarding the administration of 

medication, and their preference for involvement in decision-making. The findings from this 

part of my doctoral research also emphasised the pressing need to do this: I investigate 

patient views and experiences in Chapter seven.  

 

5.5.5   One-off end-of-life planning conversations 

 

No GPs in my study recalled returning to anticipatory prescribing or wider end-of-life care 

planning conversations once a plan had been agreed. Several expressed a view that they did 

not want to cause patients and informal caregivers potential distress by raising difficult topics 

again. This may be because subsequent end-of-life care was delegated to nurses. However, 

GPs accounts of discussions are not consistent with the concept of end-of-life planning 

conversations being ongoing interactions where patients’ and their families’ wishes, and 

preferences are regularly reviewed with options and care adjusted. [6,8,40,50] The intrinsic 

value of end-of-life planning conversations is in creating an ongoing dialogue to understand 

what is important for patients as events unfold rather than putting in place set processes to 

facilitate dying care. [43,317] I investigate how anticipatory prescribing conversations are 

recorded and care is perceived by patients and informal caregivers in Chapter six and seven. 

 

5.5.6 Delegation of care to nurses 

 

Once GPs in my study had prescribed anticipatory medications, they left nurses to take the 

lead in managing the patients’ end-of-life care, including decisions if and when to administer 

the drugs. This matches with the other studies’ findings that GPs typically assume the role of 

‘medical consultant’, delegating day-to-day care to community nurses, and relying on them to 
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access GP input only when needed. [318–320] This model of team-working in primary care 

and delegating care to other clinicians is increasingly promoted in national primary-care 

policy initiatives due to the ongoing shortage of GPs. [100]  

 

Previous research has found that an established relationship of trust between GPs and nurses, 

respect for each other’s expertise, and ease of access to each other, is important in ensuring 

that anticipatory medications are prescribed and used appropriately. [3,174] My study found 

that even when GPs had infrequent contact with community nurses and limited knowledge of 

their skills, they still delegated care based on historical relationships of trust. However, 

relationships of trust are becoming increasingly difficult to establish and maintain as 

organisational changes have resulted in more distant and fragmented communication. 

[3,115,174,319,321–323] Declines in numbers of community nurses had reduced the scope 

for staff to attend interdisciplinary meetings and for direct communication between 

clinicians. This changing relationship, which has been exacerbated during the Covid-19 

pandemic, could have negative impacts on established practices of anticipatory prescribing, 

and on GPs’ confidence designating day-to-day end-of-life care to community nurses. 

[3,174,318,319,321,324] 

 

GPs reported that they were happy to delegate the assessment of the need to administer 

anticipatory medications ‘as required’ and they assumed that nurses were equally willing to 

take on this responsibility. This shifting of significant medical responsibility to nurses leaves 

nurses to make detailed assessments of end-of-life symptom management and titrate 

medications according to patient need. Wilson et al. (2015) and Staats et al. (2018) found that 

nurses often lacked the confidence to make decisions alone regarding drug administration; 

they preferred to confer with nurse colleagues and typically administered a low dose of 

medication when a range was prescribed. [13,20] GPs interviewed for my study expressed 

frustration when they recalled situations in which nurses had chosen not to administer drugs. 

Informal caregivers voiced similar frustrations with nurses’ reluctance to administer 

anticipatory medications when I investigated their views and experiences in Chapter seven.  

 

5.5.7   The limits of delegated care  

 

The difference of opinions on whether GPs would consider prescribing anticipatory syringe 

pumps emphasised the limits of the care that the study participants were willing to delegate to 
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nurses. Only two GPs who took part in my study were willing to prescribe anticipatory 

syringe pumps and this was based on knowledge and trust of the nurses with whom they 

worked. Anticipatory prescriptions can avoid delays in obtaining a signed syringe pump 

medication prescription and administration authorisation chart, and enough drugs, especially 

if they are issued in response to uncontrolled symptoms during out-of-hours periods. 

However, the transfer of responsibility to a nurse to decide to start a syringe pump also marks 

a more significant delegation of medical assessments to rule out reversible conditions and 

diagnose the dying phase. [70,325] Once started, discontinuation of use of a syringe pump is 

rare, and families often associate the initiation of a syringe pump with final-days-of-life care. 

[57,106]   

 

National guidance [8,10,66] lacks clarity regarding the use of anticipatory syringe pumps. My 

study was the first to record and report on the practice of prescribing anticipatory syringe 

pumps, [70] although their use has been observed more recently in another region of the UK. 

[198] How frequently anticipatory syringe pumps are prescribed and whether they are 

subsequently used remains unknown. I identify that they are commonly prescribed and used 

in some GP practices in Chapter six.   

 

5.5.8   Patient safety 

 

GPs described working in a culture where it was preferable to leave anticipatory medications 

in the home for extended periods of time, rather than risking not having drugs available if 

needed. This raises safety concerns: patient safety may be compromised if drugs are 

administered without a prior skilled assessment to rule out any reversible causes, diagnose 

dying, and check that the prescription drugs and doses remain appropriate. [9,20,66] Two 

studies investigating national patient safety incident reports found a recurring lack of 

knowledge or skills in using anticipatory medications, especially amongst out-of-hours 

clinical staff, resulted in a range of serious harms to patients. [68,326] 

 

My study was the first to identify that anticipatory medications were used as a sign to alert 

other visiting clinicians to the terminal nature of the patient’s condition. Having the drugs in 

place enabled doctors unfamiliar with the patient to make care decisions without visiting. 

NICE (2015) recommends that robust integrated systems are needed across primary and 

community care services to ensure that drugs and doses are regularly reviewed and that 



 162 

medications are administered only when clinically appropriate. [8] Regular reviews by skilled 

clinicians who know the patient and their situation are a central component in high-quality 

end-of-life care. [113,324,327] However, GPs in my study reported that community nursing 

services were under-resourced, and that this had affected inter-professional communication 

and patient care. In a climate of increased demand on over-stretched GP and community 

nursing services, [322,113,328,323] there is a danger that anticipatory medications may be 

used to substitute regular clinical reviews by familiar GPs and community nurses. These risks 

have been exacerbated during the Covid-19 pandemic when end-of-life care medical reviews 

by telephone or video have become much more the norm. [26,115,117,329] Community 

nurses have reported feeling professionally isolated and vulnerable in areas where GPs have 

stopped making home visits. [115] 

 

5.6   Conclusion 
 

GPs viewed anticipatory medications as a key component in community last-days-of-life 

symptom management and enabling a managed death. It had become culturally acceptable 

and desirable for GPs in my study to prescribe drugs weeks or even months before death was 

expected, in part to address the uncertainties of when the dying phase will start. There is a 

risk that such advanced anticipatory prescribing might hinder the recognition and treatment 

of reversible causes of symptoms, especially when decisions about care are made remotely, 

and in the absence of periodic skilled clinical face-to-face GP reviews of the patient. 

Accounts of using the presence of anticipatory medications to guide care decisions in lieu of 

adequate sharing of patient electronic records between services also raises patient safety 

concerns. Patient safety was a reoccurring theme in each of my three doctoral studies: I 

synthesise these findings in the discussion chapter (Chapter eight).   

 

Nurses were expected to take the lead in delivering the majority of end-of-life care and to 

administer the prescribed drugs appropriately without seeking GP guidance. There were 

limits to the anticipatory medication care GPs were willing to delegate to nurses. The 

variability in GPs views on the appropriateness of prescribing anticipatory syringe pumps 

emphasises the importance of trust in nurse and GP relationships in how much medical 

responsibility participants were willing to delegate. GPs were concerned that drugs were not 

always administered when they were needed, and they reported having limited opportunities 
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and contact with nurses to keep updated on patient care. Chapter seven reports on informal 

caregivers feeling equally concerned that drugs are not always given by nurses when they 

perceive they are required.  

 

All the GPs who took part in my research considered that it was in patients’ interests to have 

drugs prescribed. Several recalled using tactics of persuasion to ensure that prescriptions 

were accepted. The accounts from GPs emphasised the ways in which practice was 

predominantly shaped by the opinions and assumptions of clinicians. The unheard voices 

regarding anticipatory medication care are those of patients and informal caregivers. In 

Chapter seven, I investigate patients’ and informal caregivers’, and their clinicians’ views 

and experiences of decisions to prescribe and use anticipatory medications.   

 

Accounts from this part of my doctoral research reflect GPs recollections and voiced 

interpretations of practice rather than detailing actual care. GPs’ accounts in my study 

indicated that anticipatory prescribing has become routine end-of-life practice, but the 

findings provide no measurable indication of how frequently drugs were prescribed, under 

what circumstances, and if drugs were subsequently administered. The findings of this part of 

my research led to my subsequent mixed methods investigation of community anticipatory 

prescribing and administration practice, which I will now discuss in Chapter six.  
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Chapter six 

13 days before death, GP visits to review patient: ‘Appetite decreasing … 

Discussed best not to go away on holiday and agrees to anticipatory meds 

being in the house.’  

Patient 30, GP Practice ID No. One 
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Research findings from this chapter has been published as: 

 

Bowers B, Pollock K, Barclay S. Unwelcome memento mori or best clinical practice? 

Community end of life anticipatory medication prescribing practice: a mixed methods 
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The research presented in this chapter is the result of collaborate work between the 

publication authors: myself (BB), my supervisors Professors Stephen Barclay (SB) and 
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Chapter 6 

Recorded practices regarding the prescription and 

administration of anticipatory medication 
 

6.1   Introduction 
 

In this chapter I investigate recorded practices in the prescription and administration of 

community anticipatory medication, as documented in medical and nursing patient records. 

Although anticipatory prescribing is recommended practice, there is inadequate evidence of 

its clinical effectiveness and limited research into the incidence, timing and circumstances of 

prescriptions and drug administration (Chapter three). [8,9] GP and community nurse clinical 

records provide valuable observational data for understanding practice and provide detailed 

and stylised clinician accounts of patients end-of-life care. The findings presented within this 

chapter complement and contextualise GPs’ voiced perceptions and accounts of practice in 

the previous chapter. The findings also informed my patient, informal caregiver and clinician 

interviews about their views and experiences of care, reported in Chapter seven.  

 

I identify the high frequency and standardised prescribing of anticipatory medications and 

their frequent administration. I consider the patterns and ranges of recorded prescription and 

administration practices and their timing before death across a range of GP practices and 

associated community nursing teams. Prescriptions were often done as part of one main end-

of-life care planning conversation, which also included the recording of patient preferred 

place of death and cardiopulmonary resuscitation wishes for the first time. This recorded 

approach to care highlights that end-of-life care planning is often actualised as a one-off 

event.  
 

I argue that the standardised prescription practices identified were commonplace for several 

valid reasons, although individualised prescriptions are advocated in national clinical 

guidance. Anticipatory medications were frequently administered to relieve end-of-life 

symptoms, to help families to cope with the situation, or on occasions to relieve non-end-of-

life reversible symptoms. Clinicians had different interpretations about the role of these 

medications in the patient’s clinical care, which influenced when they were administered.  
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I conclude by considering the agency of records in reconstructing narratives and events. 

Clinicians were recorded as being central in the decisions to prescribe and administer 

medications, with limited documented patient and family involvement in decision-making. 

Contextual information and patient preferences about anticipatory medications were typically 

sparse; information on the effectiveness of administered drugs was often absent. This chapter 

provides further insights into the nature of anticipatory medication decision-making and 

practice, highlighting the pressing need to understand patient and informal caregiver 

perspectives of care.  

 

6.1.1   Analysis 

 

Data analysis combined quantitative and qualitative analyses in a mixed methods approach. 

Categorical data values are reported as frequencies and percentages. Continuous data are 

presented as medians with interquartile range (IQR). Chi-square and Fisher’s exact tests were 

used for analysing differences in patient characteristics. Multivariable logistic regression 

models were built to identify key factors associated with prescribing or administration of 

anticipatory medications. P<0.05 was considered statistically significant. Summaries of 

records free text entries are presented to illustrate thematic patterns and variances in recorded 

accounts of care. Further details on the analysis methods are in Chapter four (section 4.15, 

p127-129). 

 

6.1.2   Study population and setting 

 

Patients were registered with eleven GP practices and two associated community trusts 

providing community nursing services in Flinton and Westshire. There were five city, and six 

rural town and village practices. GP practice list size varied from of 6000 patients (GP 

Practice ID No. Two) to over 43000 patients (GP Practice ID No. One and Three). Practice 

population socioeconomic status ranged from the third more deprived decile (GP Practice ID 

No. Four) through to the least deprived decile (GP Practice ID No. One and Seven).  

 

Data was collected on the thirty most recently deceased eligible patients in the eleven GP 

practices. One patient was subsequently found to have met the exclusion criteria leaving a 

study population of 329 patients.  
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6.2   Participants 
 

Most deceased patients were either aged between 75 and 84 years (92/329, 28%) and older 

(124/329, 37.7%). The majority of patients’ ethnicity were recorded as white (294/329, 

89.4%). Most deaths were from non-cancer conditions (193/329, 58.7%): the most frequently 

occurring cause of death was solid tumours. See Table 6.1. 

 

Table 6.1. Demographics and clinical characteristics of deceased patients 

 
Variable     

Number of patients  329  
Age range, n (%)   
18-64 50 (15.2%) 
65-74 63 (19.1%) 
75-84 92 (28%) 
85+  124 (37.7%) 
Gender, male, n (%) 169 (51.4%) 
Usual place of care, n (%)   
     Home 299 (90.9%) 
     Care Home 30 (9.1%) 
Ethnicity, n (%)   
     White 294 (89.4%) 
     Other  11 (3.3%) 
     Not recorded 24 (7.3%) 
Cause of death, n (%)   
     Cancer - solid tumour 130 (39.5%) 
     Cancer - haematological malignancy 6 (1.8%) 
     Chronic heart disease 41 (12.5%) 
     Dementia 15 (4.6%) 
     Pneumonia 48 (14.6%) 
     Chronic obstructive pulmonary disease 26 (7.9%) 
     Stroke 13 (4%) 
     Liver disease 2 (0.6%) 
     Acute heart disease 3 (0.9%) 
     Frailty of old age  22 (6.7%) 
     Other  23 (7%) 
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6.3   Patients prescribed medications  
 

In total, 167/329 (50.8%) of patients were prescribed anticipatory medications. See Table 6.2.  

There was a wide range of prescribing rates across the eleven GP practices, with a median of 

14/30 patients (46.7%) (IQR 11 – 17) and range 7/30 (23.3%) to 28/30 (93.3%).  

There was a highly statistically significant association between the GP practice patients were 

registered with and whether they were prescribed anticipatory medications (p < 0.001). 

Patients who died from cancer were more likely to be prescribed anticipatory medications 

(67.6%) than those who died from non-cancer conditions (38.9%) (p < 0.001). Patients on 

one or none of the practice chronic disease registers were less likely to be prescribed 

anticipatory medications than those on 2 or more registers (p 0.012). There was a highly 

statistically significant association between prescribing and having a recorded preferred place 

of death (p < 0.001), having received specialist palliative care (p < 0.001), being on the GP 

practice palliative care register (p < 0.001), and having a do not attempt cardio-pulmonary 

resuscitation (DNACPR) form (p < 0.001). 
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Table 6.2. Univariate analysis of relationships of patient characteristics and 

anticipatory medication prescribing   

 

Patient characteristics 
Prescribed anticipatory 

medications (167)  
/ Total (329)  

Test P-value 

Gender  X2 (DF = 1) = 0.503 p = 0.478 

     Male                89/169 (52.7%)   

     Female                78/160 (48.8%)   

Age Range  X2 (DF = 3) = 1.345 p = 0.718 

     18-64                24/50 (48%)   

     65-74                33/63 (52.4%)   

     75-84                43/92 (46.7%)   

     85+                67/124 (54%)   

Ethnicity  X2 (DF = 2) = 0.304 p = 0.859 

     White                150/294 (51%)   

     Other                6/11 (54.5%)   

     Not Recorded                11/24 (45.8%)   

GP Practice ID No.    X2 (DF = 10) = 36.059 p < 0.001 

     One 13/30 (43.3%)   

     Two 14/30 (46.7%)   

     Three 14/30 (46.7%)   

     Four 28/30 (93.3%)   

     Five  19/29 (65.5%)   

     Six 16/30 (53.3%)   

     Seven 16/30 (53.3%)   

     Eight 14/30 (46.7%)   

     Nine  13/30 (43.3%)   

     Ten  7/30 (23.3%)   

     Eleven 13/30 (43.3%)   

Number of practice 
chronic disease registers 
patient was on    X2 (DF = 4) = 12.789 p = 0.012 

     0-1 12/43 (27.9%)   

     2-3 64/128 (50%)   

     4-5 48/88 (54.5%)   
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     6-7 27/43 (62.8%)   

     8-13 16/27 (59.3%)   

Usual Place of Residence  X2 (DF = 1) = 0.728 p = 0.393 

Care Home 13/30 (43.3%)   

Home 154/299 (51.5%)   

Cause of Death  X2 (DF = 1) = 26.452 p < 0.001 

Cancer 92/136 (67.6%)   

Non-Cancer 75/193 (38.9%)   

DNACPR form completed Fisher's Exact Test p < 0.001 

Yes 163/227 (71.8%)   

No 4/102 (3.9%)   

On GP Practice Palliative 
Care Register  X2 (DF = 1) = 120.321 p < 0.001 

Yes 135/168 (80.4%)   

No 32/161 (19.9%)   

Received Specialist 
Palliative Care   X2 (DF = 1) = 86.166 p < 0.001 

Yes 117/148 (79.1%)   

No 50/181 (27.6%)   

Preferred Place of Death   X2 (DF = 1) = 186.118 p < 0.001 

Recorded 152/178 (85.4%)   

Not Recorded 15/151 (9.9%)     

    

 

Key patient characteristics and the statistically significant variables in the univariate analysis 

in Table 6.2. were entered into a multivariate regression analysis, which revealed that after 

adjustment for gender, age range, GP practice, number of chronic disease registers patient 

was on, usual residence and cause of death, the likelihood of being prescribed medications 

was significantly higher for patients with a recorded preferred place of death (OR 34; 95% CI 

15-77; p < 0.001) and for patients who had received specialist palliative care (OR 7; 95% CI 

3-19; p < 0.001). See Table 6.3.   

 

Preferred place of death was included in the regression analysis as it was deemed the most 

theoretically sound marker of end-of-life planning; completed do not attempt cardio-
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pulmonary resuscitation form and inclusion on the GP practice palliative care register were 

strongly correlated with preferred place of death and as in practice these are not always 

associated with a record of explicit end-of-life care planning, they were not entered into the 

regression analysis.  

 

Table 6.3. Prescribing of anticipatory medication: Multivariable logistic regression 
 

 

 

           95% CI for Exp (B) 

Step 3a. B SE   Wald 
           

df 
           

Sig. 
     Exp 

(B) 
       

Lower 
       

Upper 
 
Gender (female vs. male) 0.091 0.382 0.057 1 0.811 0.913 0.431 1.931 
 
Age Range (vs. 85+), years   2.426 3 0.489    
     18-64 1.005 0.657 2.342 1 0.126 0.366 0.101 1.326 
     65-74 0.505 0.625 0.652 1 0.419 0.603 0.177 2.056 
     75-84 0.213 0.511 0.174 1 0.677 0.808 0.297 2.199 
 
GP Practice ID No.                  
(Reference = No. Eleven)   12.366 10 0.261    
     One 0.19 0.903 0.044 1 0.833 1.209 0.206 7.102 
     Two 0.554 0.973 0.324 1 0.569 1.74 0.259 11.714 
     Three 0.193 0.917 0.044 1 0.833 1.213 0.201 7.32 
     Four 2.632 1.099 5.738 1 0.017 13.9 1.614 119.75 
     Five  0.812 0.919 0.78 1 0.377 2.252 0.372 13.634 
     Six 0.288 0.891 0.104 1 0.747 0.75 0.131 4.302 
     Seven 0.659 0.898 0.539 1 0.463 1.934 0.332 11.249 
     Eight 1.093 0.965 1.283 1 0.257 2.982 0.45 19.764 
     Nine  1.03 0.99 1.083 1 0.298 2.802 0.402 19.515 
     Ten  0.345 0.996 0.12 1 0.729 0.708 0.101 4.986 
Number of practice chronic 
disease registers patient was on 
(vs. 8-13)   1.745 4 0.783    
     0-1 0.394 0.886 0.197 1 0.657 0.674 0.119 3.833 
     2-3 0.225 0.715 0.099 1 0.753 0.799 0.197 3.244 
     4-5 0.339 0.726 0.218 1 0.64 0.712 0.172 2.954 
     6-7 0.474 0.843 0.317 1 0.574 1.607 0.308 8.378 
Usual Place of Residence                         
(care home vs. home) 0.023 0.699 0.001 1 0.974 0.977 0.248 3.842 
 
Cause of Death  
(cancer vs. non-cancer) 0.27 0.517 0.273 1 0.601 1.31 0.475 3.61 
 
Preferred Place of Death  
(recorded vs. not recorded) 3.533 0.416 72.266 1 .000 34.238 15.16 77.322 
Received Specialist Palliative 
Care   (yes vs. no) 1.96 0.492 15.902 1 .000 7.101 2.71 18.611 
 
Constant 3.028 1.107 7.49 1 0.006 0.048     
3a. Variables entered: Gender, Age Range, GP Practice ID No, Number Chronic Disease Register Groups, 
Usual Residence, Cause of Death, Preferred Place of Death, Received Specialist Palliative Care. 
Multivariable logistic regression steps 1-3 are detailed in Appendix 16.       
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6.3.1   Recorded prescribing decision-making 

 

A detailed review of free text entries in records established that anticipatory medications 

were frequently prescribed as part of a single end-of-life planning consultation. For 111/167 

(66.5%) of patients prescribed anticipatory medications, the prescription (or discussion 

concerning prescription) occurred during the same consultation when preferred place of death 

and / or cardiopulmonary resuscitation discussions were first recorded.  

 

There were three typologies of prescribing contexts. For 78/167 (46.7%) of patients, 

anticipatory medications were prescribed in the context of rapid deterioration; end of life 

was recorded as being imminent, with rapid deterioration of physical function over a few 

days, escalating symptoms, and reduced ability to eat or drink. Some of these patients 

subsequently improved and stabilised. The second prescribing context was clinical 

uncertainty; 17/167 (10.2%) of patients were prescribed anticipatory medications in case 

their condition did not improve, alongside the prescription of oral antibiotics for potentially 

reversible infections:  

 

6 days before death, GP visits the patient and records:  

“Deterioration, taken to bed, refusing drinks for the last 1-2 days. Comfortable, 

responding to carers ... Unclear if has a urine tract infection (UTI) or this is a pre-

terminal event … Tried phoning family but no answer. Plan: Completed DNACPR 

form with agreement of carers. Issued anticipatory medications and oral antibiotics. 

Treat for UTI and encourage fluids.’ Computer codes: preferred place of care and 

death is home, patient is 'aware of prognosis”.  

 

Patient 91, GP Practice ID No. Four 

 

The third prescribing context, for 72/167 (43.1%) of patients was the prescribing of 

anticipatory medications as part of longer-term forward planning. Patients had a relatively 

stable physical function, but the focus of care had shifted to end-of-life support: 

 

292 days before death, GP visits the patient and records:  

“Recently seen in hospital by oncology and has been told has extensive metastatic 

disease. For palliative care. Increasing weight loss. Mood stable despite of diagnosis 
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and poor prognosis. Plan: anticipatory medications and chart done. Add to end-of-

life care register.’ Computer codes ‘'months prognosis' and ‘aware of prognosis”. 

 

Patient 287, GP Practice ID No. Nine 

 

Recorded patients and family participation in decisions to prescribe anticipatory medications 

were variable. No prescribing conversations were recorded for 69/167 (41.3%) of patients: 

the consultation typically documented patient preferences for having end-of-life care at 

home. There was incomplete information about patient or family involvement in anticipatory 

medications prescribing decision-making for 27/167 (16.2%) of patients. For a few patients 

(6/167, 3.6%), it was recorded that they did not want to discuss their prognosis or to consider 

that they were dying at the time of prescribing anticipatory medications; clinicians still 

documented a preferred place of care and death in records. These patients lived alone, and 

prescribing decisions were framed as being in their best interests:   

 

27 days before death, GP visits patient and records:  

“Three recent hospital admissions in the last month for congestive cardiac failure 

symptom management. “Can barely get out of bed and needing carer visits four times 

a day … Does not want to discuss their prognosis… States wants active treatment and 

not wanting to engage in end-of-life care planning … Lives alone … May need to go 

into palliative care mode swiftly. Plan: best set [prescribe] anticipatory medications 

now.’ Computer codes: preferred place of care and death is home. Anticipatory 

medications and anticipatory syringe prescribed”.  

 

Patient 24, GP Practice ID No. One 

 

Patient and family involvement in decision-making was recorded for 71/167 (42.5%) of 

patients, the records focussing on whether they agreed with clinician decisions to prescribe 

anticipatory medications; for 10/167 (6%) of these patients, drugs were issued prior to a visit 

or phone call to discuss prescribing. Most recorded prescribing conversations were very brief, 

largely limited to reporting that families had been asked to collect the medications or patient / 

family agreement with prescribing decisions:  

 

13 days before death, GP visits to review the patient:  
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“Ongoing issues with nausea and vomiting, oral anti-emetic is helping. Appetite 

decreasing ... Discussed best not to go away on holiday and agrees to anticipatory 

meds being in the house”. 

 

Patient 30, GP Practice ID No. One 

 

Detailed anticipatory prescription decision-making conversations were recorded when 

patients or families were concerned about possible symptoms (29/167, 17.4%). Prescribing 

conversations were recorded as taking place only with family members for 20/167 (12%) of 

patients, often because patients had documented communication or memory problems. In a 

few cases (5/71, 3%), patient or families were recorded as not agreeing with a decision to 

prescribe anticipatory medications; three patients and one family were resistant to the idea of 

prescribing. Another patient was “aggrieved” [Patient 107, GP Practice ID No. Four]  

on discovering they had been prescribed drugs without being asked and complained to their 

GP. In these cases, clinicians recorded advising that it was in the patient’s best interests to 

have medications available and documented persuading them to accept prescriptions:    

 

3 days before death, GP visits patient at home to review:  

“Discussed DNACPR and patient does not want resuscitation. States would like to 

pass away peacefully. Discussed anticipatory medications. [Patient states] does not 

want or need any medications. Explained these medications were only for if in 

distress … [Patient] remained adamant that they did not need them … Discussed each 

group of medication and intended benefit in detail ... I advised that they might not 

need them, and we will of course adhere to their wishes, but we do not want them to 

suffer and the medications are there to prevent this … Agreed to [having] them”. 

 

Patient 115, GP Practice ID No. Four  

 

6.3.2   Timing of prescribing  

 

Anticipatory medications were prescribed between 0 and 1212 days before death. Patients 

who died from cancer were prescribed drugs a median of 21.5 days before death (IQR 7 to 42 

days, range 0 to 375 days). For those who died from non-cancer illnesses, medications were 

prescribed a median of 12 days before death (IQR 4 to 47 days, range 1to- 1212 days). Seven 
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patients were prescribed anticipatory medications a year or more before death, of which six 

had a non-cancer diagnosis. The timing of prescribing prior to death varied greatly between 

GP practices indicating a range of clinician prescribing preferences and the difficulties in 

predicting dying trajectories. See Table 6.4. The median prescribing timing was 17 days 

before death across the eleven GP practices, with range of medians of 6 to 33 days.  

 

Table 6.4. Timing of anticipatory medications in days before death 

 

GP Practice ID No. n Minimum  Maximum  Median IQR 

One 13/30 0 375 17 9 - 78 

Two 14/30 2 47 6.5 4.5 - 28.25 

Three 14/30 2 374 17 8.5 - 36.75 

Four 28/30 0 615 12.5 3 - 95 

Five 19/29 1 695 33 6 - 60 

Six 16/30 2 287 30 10 - 83.5 

Seven  16/30 1 158 22.5 6.5 - 50.5 

Eight   14/30 1 50 14 4.75 - 20.75 

Nine 13/30 1 292 13 3.5 - 67 

Ten 7/30 2 104 6 2 - 19 

Eleven 13/30 3 1212 25 7.5 - 48.5 

      

 

6.4   Clinicians requesting and prescribing drugs 
 

For 71/167 (42.5%) of patients issued anticipatory medications, requests for prescriptions 

came from clinicians different to the prescriber. These requests came from: specialist 

palliative care team members (42/167, 25.1%); community nurses (20/167, 12%); GP 

practice-based paramedics (3/167, 1.8%); out-of-hours doctors (4/167, 2.4%); care home staff 

(2/167, 1.2%). GPs in all eleven GP practices (37/167 patients, 22.2%) prescribed 

anticipatory medications, following requests from palliative care or community nurse 

colleagues, without recording any contact with the patient or family; it was not always 

evident that any prescribing conversations had taken place before these drugs were requested. 
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Most anticipatory medications (127/167, 76%) were prescribed by GPs: other prescribers 

included hospital doctors (25/167, 15%), nurse prescribers (7/167, 4.2%), out-of-hours 

doctors (6/167, 3.6%) and specialist palliative care doctors (2/167, 1.2%).  

 

Very few nurses prescribed anticipatory medications: 6/167 (3.6%) patients were prescribed 

drugs by one nurse practitioner based in a GP practice; 1/167 (0.6%) patient was issued a 

prescription by a specialist palliative care nurse. More generally, nurse prescribers involved a 

patient’s care requested that GPs prescribed the drugs, providing detailed prescription 

requests. No nurse prescribers bar the above-mentioned nurse practitioner recorded 

prescribing repeat prescriptions. 

 

6.5   Symptom control prescriptions 
 

Most patients (154/167, 92.2%) were prescribed anticipatory medications for all five 

common end-of-life symptoms: pain, breathlessness, nausea and vomiting, agitation and 

noisy respiratory tract secretions. See Table 6.5. Midazolam (for agitation) was prescribed to 

all but one patient (166/167, 99.4%) and opioids (pain / breathlessness) for all but two 

patients 165/167 (98.8%). 

 

Very similar drugs and dose ranges were prescribed for all five symptoms, following end-of-

life electronic record template recommendations, for 105/167 (62.9%) of patients: an opiate 

2.5mg to 5mg or 5mg to 10mg (depending on the GP practice’s template recommendations); 

midazolam 2.5mg to 5mg; glycopyrronium bromide 200mcg to 400mcg; an anti-emetic of 

choice. When drugs for all five symptoms were not initially prescribed, visiting community 

nurses or specialist palliative care teams would request missing drugs were prescribed and 

dose ranges added to the administration authorisation chart; these prescription requests were 

usually fulfilled by GPs.    
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Table 6.5. Anticipatory medications prescribed  
 

Drug group and name  n  Percentage 

Opioid 165 98.8% 

Morphine Sulfate 2 114 68.3% 

Oxycodone 2 26 15.6% 

Diamorphine 2  25 15.0% 

Anxiolytic 166 99.4% 

Midazolam 1 166 99.4% 

Anti-emetic 159 95.2% 

Haloperidol 3 97 58.0% 

Cyclizine 3 54 32.3% 

Levomepromazine 3 5 3.0% 

Metoclopramide 3 2 1.2% 

Ondansetron 3 1 0.6% 

Antisecretory  163 97.6% 

Glycopyrronium 4 152 91.0% 

Hyoscine Butylbromide 4 9 5.4% 

Hyoscine hydrobromide 4 2 1.2% 

The sample size was 167 for all drug groups. Recorded reason for prescription:  
1 restlessness or agitation 
2 pain relief and shortness of breath 
3 nausea and vomiting 
4 respiratory tract secretions. 
 

 

6.6   Anticipatory syringe pumps prescriptions  
 

Anticipatory syringe pump (driver) prescriptions were completed for 49/167 (29.3%) of 

patients issued anticipatory medications. These were usually for the same medications as 

anticipatory medication injections, with larger dose ranges and were prescribed to start when 

needed by continuous subcutaneous infusion (via a syringe pump) over a 24-hour period. The 

frequency and timing of anticipatory syringe pump prescriptions varied widely between GP 

practices, indicating diverse prescribing cultures and patient characteristics.  Prescriptions 

ranged from 1/16 patients (6.3%) to 10/14 patients (71.4%), with prescribing timing a median 
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of 5.5 days before death across the eleven GP practices (range 2 - 27 days). Prescription 

timing varied from 0 to 536 days before death. See Table 6.6. 

 

Anticipatory syringe pump prescriptions were issued alongside the first prescription of 

anticipatory medications for 20/167 (12%) patients and prescribed at a later date for 29/167 

(17.4%) patients. For 17/167 (10.2%) of patients, GPs prescribed anticipatory syringe pumps 

remotely following requests from nurses, without any clinician recording having a 

prescribing conversation with the patient or family. GPs in GP Practice ID No. Two and 

Eleven frequently prescribed anticipatory syringe pumps and did so almost exclusively at the 

recorded request of community nurses and specialist palliative care teams.   

 

Table 6.6. Timing of anticipatory syringe pump (driver) prescribing in days before 

death 

  

GP Practice ID No. n Minimum Maximum Median IQR 

One 3/13 6 94 27 - 

Two 10/14 2 46 5.5 2.75 - 24.5 

Three 7/14 1 18 2 2 - 9  

Four 4/28 1 164 19.5 1.5 - 132 

Five 4/19 1 36 2.5 1.25 - 27.75  

Six 3/16 0 17 4 - 

Seven  1/16 2 2 2 - 

Eight 4/14 1 18 10.5 2 - 17.5 

Nine 3/13 1 49 16 - 

Ten 2/7 4 5 4.5 - 

Eleven 8/13 2 536 15 3.5 - 102 

       

 

6.7   Patients administered anticipatory medications 
 

Drugs were administered to 100/167 (59.9%) of patients prescribed anticipatory medications. 

Administration rates across GP practices ranged from 7/16 (43.8%) to 12/14 (85.7%) of 

patients, with a median of 4/7 (57.1%). See Table 6.7. Patients who died from cancer (55/92, 

59.8%) and non-cancer conditions (45/75, 60%) had similar drug administration rates. 
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Administration was not statistically associated with individual patient characteristics. 

Consequently, a multivariate regression analysis was not completed.  

 

Table 6.7. Univariate analysis of relationships of patient characteristics and 

anticipatory medication administration  

Patient characteristics 
Administered anticipatory 

medication                          N 
= 102/167 (61.1%)  

Test P-value 

Gender  X2 (1) = 1.846 p 0.174 
     Male 49/89 (55.1%)   
     Female 51/78 (65.4%)   
Age Range  X2 (3) = 1.145 p 0.766 
     18-64 13/24 (54.2%)   
     65-74 20/33 (60.6%)   
     75-84 24/43 (55.8%)   
     85+ 43/67 (64.2%)   
Ethnicity  X2 (1) = 0.140 p 0.709 

Recorded  94/156 (61.5%)   
Not recorded 6/11 (54.5%)   

GP Practice ID No.  X2 (10) = 9.366 p 0.498 
     One 8/13 (61.5%)   
     Two 7/14 (50%)   
     Three 12/14 (85.7%)   
     Four 15/28 (53.6%)   
     Five  13/19 (68.4%)   
     Six 8/16 (50%)   
     Seven 7/16 (43.8%)   
     Eight 10/14 (71.4%)   
     Nine  9/13 (69.2%)   
     Ten  4/7 (57.1%)   
     Eleven 7/13 (53.8%)   
Number of practice chronic disease 
registers patient was on    X2 (4) = 3.579 p 0.466 
     0-1 5/12 (41.7%)   
     2-3 39/64 (60.9%)   
     4-5 27/48 (56.3%)   
     6-7 17/27 (63%)   
     8-13 12/16 (75%)   
Usual Place of Residence  X2 (1) = 2.692 p 0.101 

Care Home 5/13 (38.5%)   
Home 95/154 (61.7%)   

Cause of Death  X2 (1) = 0.001 p 0.977 
Cancer 55/92 (59.8%)   
Non-Cancer 45/75 (60.0%)   

Received Specialist Palliative Care 
 

X2 (1) = 0.447 p 0.504 
Yes 72/117 (61.5%)   
No 28/50 (56%)   

Community nursing service provider  X2 (1) = 1.845 p 0.174 
Trust A 74/117 (63.2%)   
Trust B 26/50 (52%)     
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6.7.1   Timing of administration 

 

Drugs were first administered between 0 and 586 days before death. Patients who died from 

cancer were first administered medications a median of 3 days before death (IQR 1 to 9 days, 

range 0 to 102 days); for those who died from non-cancer illnesses, medications were first 

given a median of 4 days before death (IQR 1 to 7.5 days, range 0 to 586 days). The median 

first drug administration timing was 3 days before death across all eleven GP practices, with 

a median of 1 to 6 days between the practices. See Table 6.8. Despite similar median first 

administration timings, the interquartile range and maximum days before death drugs were 

first administered varied greatly between GP practices and their associated nursing teams, but 

not between community nursing services in Flinton and Westshire.  

 
Table 6.8. Timing of first drug administration in days before death 

 

GP Practice n Minimum  Maximum  Median  IQR  

One 8 0 59 2 1.25 - 4.5  

Two 7 0 4 1 0 - 3  

Three 12 0 358 2.5 1.25 - 21.25 

Four 15 0 123 5 1 - 14 

Five 13 1 586 4 1.5 - 21 

Six 8 0 229 2.5 1 - 45  

Seven  7 0 151 2 1 - 7 

Eight 10 2 33 3.5 2 - 6 

Nine 9 0 80 3 0 – 5.5 

Ten 4 3 102 5 3.25 - 78 

Eleven 7 1 350 5 4 - 133 

      
 

6.7.2   Recorded first administration decision-making  

 

Drugs were all first administered as part of clinician home visits. These visits were typically 

unplanned and requested by informal caregivers, family or paid carers. Decisions to give 

drugs were universally presented in records as being clinical judgements based on briefly 

described symptoms observed at the time of the visit.  
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Patient or family involvement in first administration decision-making were recorded for 

42/100 (42%) of patients. Most records of these interactions were very brief, detailing that 

patients “consented” (7/100, 7%) or “agreed” (11/100, 11%) with clinical decisions to 

administer medication. Only 5/100 (5%) of patient records contained detailed accounts of 

patient participation in decisions to start drugs; four of these patients were recorded as being 

reluctant to commence prescribed drugs but agreed to trial injections to relieve symptoms:  

 

3 days before death, out-of-hours community nurse visits to start a syringe pump: 

“Discussed [patient’s] earlier discussions with the palliative nurse about setting up 

the syringe pump to aid symptoms but [patient] was reluctant to have this and wanted 

to start with injections first … [patient] was a little anxious about having a syringe 

pump just yet but will consider this if the injections don’t help. Oramorph helping 

with pain, sleeps well so nausea the main issue currently. Left syringe driver [pump] 

and paperwork in home. Family to contact nurses once have Levomepromazine in 

home tomorrow so can start these as injections for nausea.” 

 

Patient 274, GP Practice ID No. Ten 

 

Families were recorded as agreeing with clinical decisions to start drugs when patients had 

memory impairments, were confused or unconscious (16/100, 16%). In six of these cases, 

initial clinical assessments resulted in anticipatory medications not being started; families 

then phoned the nursing service within a few hours and re-requested that nurses give the 

drugs. Anticipatory medications were subsequently recorded as being started to help families 

to cope alongside relieving patient symptoms:  

 

6 days before death, informal caregiver phones out-of-hours community nurse: 

“Family report struggling to cope as patient not sleeping. Family would like to know 

who decides when anticipatory medications in the home are given. Explained the 

purpose of these and we are not able to administer these at present as the patient is 

settled.” 

 

3 hours later, family request a visit as patient is very agitated. A different out-of-

hours community nurse visits the home to assess the situation:  
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“[Patient] has severe agitation and has been having lorazepam under the tongue but 

poor absorption as their mouth is so dry. Subcutaneous midazolam given. Family are 

so tired and need sleep.”  

 

Patient 133, GP Practice ID No. Five 

 

6.8   Clinicians administering medications 
 

Most anticipatory medications were first administered by community nurses (77/100, 77%). 

Drugs were also first administered by hospice at home nurses (11/100, 11%), ambulance 

service paramedics (2/100, 2%), out-of-hours doctors and GPs (2/100, 2%). Just over half of 

anticipatory medications were first administered during normal GP practice working hours 

(55/100, 55%). 

 

Of all the anticipatory medications administered to the 100 patients, 538/1310 (41.1%) of 

drugs were given as injections and 772/1310 (58.9%) via syringe pumps. Almost all the 

medications were administered by community nurses (1197/1310, 91.4%) or hospice at home 

nurses (104/1310, 7.9%). It was rare for drugs to be administered by out-of-hours doctors 

(6/1310, 0.5%), ambulance service paramedics (2/1310, 0.2%), or GPs (1/1310, 0.1%).   

 

6.9   Symptoms and drugs administered  
 

Drugs were first administered to relieve one or more symptoms; patients received drugs for 

distress or restlessness (47/100, 47%), pain (45/100, 45%), noisy respiratory secretions 

(21/100, 21%) and nausea and vomiting (11/100, 11%). When drugs were started, 80/100 

(80%) of patients were given individual ‘as required’ anticipatory medication injections. 

Patients received a median of 3.5 separate injections before death (IQR 2.0 to 7.00 injections, 

range 0 to 21).  
 

Anticipatory syringe pumps were commenced without anticipatory medication injections first 

being administered for 20/100 (20%) of patients. These syringe pumps were recorded as 

starting to help manage symptoms when nineteen patients could not manage oral medication; 

there was no documented rationale for one patient. A further 37/100 (37%) of patients who 

were first administered anticipatory medication injections went on to have drugs delivered 
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via a syringe pump. Patients received a median of 7 drug doses via a syringe pump before 

death (IQR 3 to 12, range 1 to 127). Once a syringe pump was started, it was usual for this to 

continue until death with ‘as required’ injections given to provide additional symptom relief. 

Only two patients who received drugs via a syringe pump had these machines discontinued 

prior to death or admission to hospital / hospice for end-of-life care. 
 

Most drugs were administered to relieve potentially distressing end-of-life symptoms. See 

Table 6.9. However, 11/100 (11%) of patients had anticipatory medications started by 

community nurses between 586 and 59 days before death for recorded reversible non-end-of-

life conditions; documented reasons for giving medication whilst patients could manage oral 

medications included treatment of non-terminal delirium (sudden confusion) (4/10, 4%), 

relief of audible secretions caused by chest infections being actively treated (3/10, 3%), or 

pain management when oral medications were not available in the home (3/10, 3%). These 

anticipatory medications were all discontinued after families or community nursing teams 

contacted GPs or specialist palliative care teams for further prescriptions or clinical advice. 
 

In total, 78/100 (78%) of patients received midazolam for restlessness or agitation before 

they died. Opioids were given to 84/100 (84%) of patients: morphine sulfate was the drug 

most frequently administered for pain relief and / or breathlessness (53/100, 53%).  In total, 

81/100 (81%) of patients received two or more different types of drugs before death.  

 

Table 6.9. Drugs administered 

Drug name  n  Median  IQR  Minimum  Maximum  
Total number 

of drugs 
given  

Midazolam (1) 78/100 3 1 – 6.25 1 27 395 
Morphine Sulfate (2) 52/100 3 1 - 4.75 1 49 226 
Oxycodone (2) 19/100 4 3 - 15 1 32 188 
Diamorphine (2) 13/100 4 1 - 7 1 17 66 
Haloperidol (3) 22/100 3 1 - 5.25 1 32 118 
Cyclizine (3) 14/100 2 1 - 4 1 15 46 
Metoclopramide (3) 3/100 23 - 1 49 73 
Levomepromazine (3) 4/100 3 2 - 9.25 2 11 19 
Glycopyrronium (4) 47/100 2 1 - 4 1 23 172 
Hyoscine Butylbromide (4) 2/100 2.5 - 1 4 5 
hyoscine hydrobromide (4) 1/100 2 - - - 2 

       
Recorded reason for administration: (1) restlessness or agitation; (2) pain relief and / or breathlessness;  
(3) nausea and vomiting; (4) noisy respiratory secretions. 
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6.9.1   Clinical effectiveness of administered drugs  

 

There was limited and brief information on the clinical effectiveness of administered 

medication in records. After drugs were first administered, no information was recorded 

about the effectiveness of this dose of medication for 64/100 (64%) of patients; there was a 

record made after administration, or at the next visit, that drugs had relieved symptoms for 

24/100 (34%) of patients, lessened symptoms for 1/100 (1%) or not helped 1/100 (1%) of 

patients. 

 

There was also limited recorded information on the effectiveness of drugs administered for 

the 53/100 (53%) of patients who received drugs on their day of death in the community: no 

information was recorded on the effectiveness of administered medications for 36 patients; 

drugs were recorded as helping fifteen patients. Perceived patient comfort at death was 

recorded for just twelve of the patients who received drugs on their day of death. These 

patients were reported as being “peaceful” or “settled” at death. In contrast, information on 

perceived comfort at death was absent in records when families requested drugs were 

administered but nurses did not arrive in time to give them, or several injections were given 

in the hours prior to death:   

 

Day of death, second out-of-hours community nurse visits at family’s request:  

“SOS call from family as [patient] very unsettled again and in pain. Gave midazolam 

5mg and oxycodone 2.5mg.” 

 

Community nurse visits 1 hours after death:  

“Paramedic just leaving. Family aware to pick up death certificate and then will 

contact undertakers. Advised to return medication to pharmacy when able.”  

 

Patient 75, GP Practice ID No. Three 

 

 

6.10   Discussion 
 

6.10.1   Summary of findings  
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This study identified a high frequency of prescriptions and subsequent administration of 

anticipatory medication in the community. The timing of prescriptions varied greatly 

depending on the GP practice and accompanying community nursing teams. Anticipatory 

medications were frequently prescribed as standardised drugs and doses, and often as part of 

a single end-of-life care planning intervention. It was also common practice in some areas to 

prescribe anticipatory syringe pumps. Patients who were prescribed anticipatory medications 

often went on to have them administered in the last days of life. However, a minority of 

patients also had drugs given weeks or months before death for recorded reversible non-end-

of-life care conditions. Decisions to prescribe and administer drugs were framed as being 

primarily clinician-led, with limited recorded patient involvement in decision-making. There 

was inadequate recorded information on the effectiveness of administered drugs and patient 

comfort.  
 

6.10.2   Frequency and timing of prescriptions  

 

This study is the first to evidence that anticipatory prescriptions were part of routine end-of-

life care, although prescription rates and timing varied between GP practices, indicating a 

range of clinician preferences and prescribing cultures. Regardless of the GP practice patients 

were registered with, anticipatory prescriptions were significantly more prevalent than the 

14% to 16% community prescribing rates that multisite studies have previously reported. 

[185,207]  

 

The range of timing of prescriptions also contrasts with the published evidence reporting that 

prescribing is limited to a few days to several weeks before death. [21,182,187,195] My 

study findings correspond with GPs’ and nurses’ accounts of preferring to put anticipatory 

medications in place as early as is practical and feasible to help manage potential distressing 

symptoms in the last days of life (Chapter five). [3,7,163] 

 

6.10.3   Managing clinical uncertainty  

 

Prognostication is a very inexact science. It is difficult to predict the timing of death 

[67,121,330] particularly for those with the more unpredictable chronic frailty dying 

trajectory. [21,80] Although anticipatory medications are typically prescribed closer to death 
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for patients with non-cancer conditions, six of the seven patients in my study who were 

issued a prescription a year or more before death had non-cancer diagnoses. Some patients 

were prescribed anticipatory medications alongside antibiotics when there was clinical 

uncertainty about whether they were dying or had reversible infections. This mirrors the 

findings of other mixed methods studies investigating community end-of-life care practices. 

[82,121] These studies also identified that dual planning took place when clinicians, families 

and paid carers were unsure if further active treatments would help recovery or if patients 

were dying.  

 

The presence of the prescriptions in the home is also used by some visiting clinicians who are 

unfamiliar with the patient as a signal that care should focus on last-days-of-life care 

(Chapter five, p142), even when this may not yet be the case. This has potential adverse and 

unanticipated effects on care decisions and patient safety. In the current study, there was a 

subset of patients who received injections weeks to months before death for reversible 

symptoms documented as being unrelated to dying. There are prognostic challenges in 

diagnosing dying and judging when to start drugs, which requires considerable skill at times. 

[13,20,196] However, this study suggests nurses also have varying understanding and 

definitions of the role of anticipatory medications in patient care, influencing their decisions 

to first administer drugs. These may result in patient safety issues if drugs are administered 

for situations they are not prescribed for. [68,326] I discuss implications for patient safety 

further in Chapter eight.  

 

6.10.4   Clinicians prescribing dynamics 

 

This records review study supported the findings of my GP interview study that GPs are the 

majority prescribers of anticipatory medications. [163] Community nurses and specialist 

palliative care teams frequently initiated anticipatory prescriptions by requesting that GPs 

issued them. This mirrors the findings of previously studies that investigated anticipatory 

prescribing practices. [3,20,114,173,174,189,210] My study found specialist palliative care 

nurses and doctors typically refrained from issuing prescriptions themselves: they routinely 

recommended that GPs do the prescription. These specialist palliative care teams took on a 

role of supporting and supplementing care rather than replacing GPs in care decisions. [331] 

However, some specialist palliative care doctors did prescribe drugs when GPs requested 

their input.  
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Nurse prescribers rarely prescribed anticipatory medications in this study. This raises 

questions about the added value of nurse prescribers in palliative care if they prefer to pass on 

prescribing responsibility to GPs. Despite a sustained increase in the number of nurse 

prescribers nationally, the increases in non-medical prescriber prescriptions for end-of-life 

care medicines has been restricted to opioids prescriptions rather other injectable drugs. [332] 

Having more nurse prescribers may improve the quality of nurse initiated prescribing 

conversations and their recommendations, [3,173,332] but have a limited impact on which 

professional groups prescribe anticipatory medications. There are cultural and self-imposed 

professional limits to the autonomy of nurse prescribing regarding anticipatory medications, 

with some nurses reluctant to take on the responsibility for issuing prescriptions. [3,246,331] 

However, there have been repeated appeals to increase the numbers of community nurse 

prescribers in the UK to facilitate more end-of-life medication prescriptions, including 

anticipatory medications. [173,332–334] The value of nurse prescribers in anticipatory 

prescribing processes needs further research; this is beyond the scope of my thesis but an 

important area to investigate as training nurse prescribers is resource intensive.  

 

Following nurse-patient end-of-life conversations or requests for anticipatory prescriptions, 

remote prescribing without recorded contact with patients or families occurred across all 

eleven GP practices. This suggests community nurses are more comfortable with leading end-

of-life planning conversations than several have studies found. [335–337] In the Covid-19 

pandemic climate, community nurses leading end-of-life care conversations and GP remote 

anticipatory medication prescribing practices are reported to have become more 

commonplace. [26,115,329] Remote proxy prescribing introduces considerable risks unless 

the prescriber can be confident that a detailed skilled assessment and personalised 

conversation about the drugs and their role in dying care have taken place. [3,66,174] It was 

not always evident from records that the community nurses requesting prescriptions had 

instigated a conversation about prescribing with the patient or family.  

 

6.10.5   Specialist palliative care input 

 

Specialist palliative care teams often initiate end-of-life care planning interventions including 

anticipatory medication prescription requests. [3,182,338] Patients who had received 

specialist palliative care input in this study were seven times more likely to be prescribed 
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anticipatory medications. Once the specialist palliative care teams were involved in care, a 

documented end-of-life care conversation quickly occurred, and a plan was put in place. A 

referral to specialist palliative care, or the involvement of such a team, may again be 

perceived to be a signal to everyone involved that the patient is approaching end-of-life, 

which at times may not be the case.   

 

6.10.6   One main end-of-life planning intervention 

 

My study showed that anticipatory medications were thirty-four times more likely to have 

been prescribed if patients had a recorded preferred place of death. End-of-life care planning 

is presented in current policy and clinical discourse as an evolving and individualised process 

that is started with patients whilst their condition is stable, with regular reviews as their 

situation and preferences change. [8,40,50,327,339] These incremental interactions were 

recorded for some patients, but it was not the predominant form of documented end-of-life 

planning. In keeping with previous research, my study found advance care planning decisions 

were frequently recorded as one component of a single main end-of-life care consultation or 

crisis intervention that comprises identifying preferred place of death, putting in place 

anticipatory medications and completing a do not attempt cardio-pulmonary resuscitation 

form. [34,314] This matched with the findings in Chapter five that GPs often preferred to 

discuss and put end-of-life care plans in place in one consultation to prevent causing distress 

by returning to conversations repeatedly. 

 

Similar community care electronic end-of-life record templates, completed in patient records, 

were used across services in Flinton and Westshire to document and communicate planned 

care between clinicians. [121,265,340] See Figure 6.1. This technology also shaped practice 

and may have inadvertently encouraged the bureaucratisation of end-of-life care planning 

interventions by promoting a ‘one-size-fits-all’ process. Previous research has highlighted 

that nurses and GPs may at times reduce end-of-life care planning to a bureaucratic exercise 

by focusing on predetermined advance care planning processes. [34,335,341] Although these 

end-of-life record templates are often labelled as individualised care planning, [341] the focus 

on discussing and documenting set planning activities in one event may make care 

standardised. [241] 
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There is an inherent tension in approaches when clinicians are keen to instigate key advance 

care planning interventions whilst end-of-life care is conceptualised as being person-centred. 

[40,46,50,302] The preferences of clinicians and expectations of policymakers for ensuring 

that plans are in place, need to be balanced with patient and family readiness to have sensitive 

discussions and to plan for dying. [8,34,50] However, corresponding with previous research, 

there were occasions in my study where professional led community end-of-life planning, 

including the prescription of anticipatory medications, took place without consultation with 

patients unwilling or unable to consider future care. [34,314] 

 

 

 
 

 

 

 

 

 

Figure 6.1. Example community electronic end-of-life care planning template used in 

Flinton  
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6.10.7   Standardised prescriptions 

 

Standardised prescriptions were a common occurrence in my study, for several reasons. 

Consistent prescriptions of locally recommended drugs and dose ranges for five end-of-life 

symptoms was prompted by GP practices electronic prescribing templates in patient records. 

As reported by GPs in Chapter five, electronic algorithms suggesting drugs and starting dose 

ranges for common symptoms are helpful for GPs who rarely prescribe these end-of-life 

injectable medications. Prescribing algorithms also reduce the risk of prescriptions and 

administration authorisation charts being incorrectly written, [183] issues that nurses have 

reported spending considerable time resolving prior to giving drugs. [173,174] Standardised 

prescriptions of drugs with set dose ranges to relieve symptoms of pain, agitation, 

breathlessness, nausea and vomiting, and noisy respiratory secretions may be appropriate 

providing doses are subsequently titrated based on their effectiveness. [135,164,178] Indeed, 

81% of the patients administered drugs in my study went on to receive two or more different 

types of medication. However, NICE (2015) has raised concern that the blanket prescribing 

of the same drugs and doses for all patients can lead to drugs being inappropriately 

commenced or over-sedation, and recommends individualised prescribing based on patient 

preferences, likely need and underlining condition. [8] This requires skilled clinicians who 

are familiar with the drugs involved, which is not the case for most GPs and community 

nurses. [3,13,21,307] 

 

6.10.8   Anticipatory syringe pumps prescription practices 

 

Anticipatory syringe pump prescriptions were common practice in several of the study GP 

practices. The different frequencies and timing of anticipatory syringe pump prescriptions 

between GP practices and associated community nursing teams corresponds with divergent 

GP accounts of the appropriateness of the practice in Chapter five. Benson et al. (2021) also 

recently identified conflicting clinician opinions regarding the benefits and risks of 

prescribing anticipatory syringe pumps. [198] Most anticipatory syringe pumps were 

prescribed within two weeks of death in my study; however, on four occasions they were 

prescribed more than three months before death. Some GPs prescribed these remotely 

following requests from nurses, without any clinician recording having a prescribing 

conversation with patients or families. There is no previously published research detailing the 

practice of prescribing anticipatory syringe pumps. I examine the nature of patient, informal 
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caregiver and clinician conversations about anticipatory syringe pump prescriptions in 

Chapter seven; I discuss the implications of anticipatory syringe pump prescribing practices 

in Chapter eight.  

 

6.10.9   Administration practices  

 

A high proportion of patients prescribed drugs subsequently had them administered. These 

administration rates were consistent with several published audits and service evaluations of 

practices in using anticipatory medication in the community. [22,187,189,192,218] Drug 

administration rates in my study were notably higher than two studies reporting on the use of 

anticipatory medications in care homes. [7,186] However, in contrast with policy concerns 

that there are inequalities in end-of-life care symptom control practices, [35,40,342] there 

were no statistically significant associations between drugs administered and terminal 

diagnosis, usual place of residence or type of community services involved.  

 

Over half of anticipatory medications were first administered during normal GP practice 

working hours despite clinician accounts in previous studies of prescribing anticipatory 

medication to prevent delays in accessing drugs during out-of-hours periods. [3,7,20–22,163] 

This suggests that anticipatory medication prescriptions were also used to prevent delays in 

accessing medical reviews during GP practice working hours. This corresponds with the 

approach to symptom control care reported by GPs in Chapter five and several studies of 

community end-of-life care, [57,58,113] where GPs delegated care to nurses and assumed the 

role of medical consultant, typically only becoming further involved when called upon. [318–

320]  

 

Community nurses independently assessed when to administer drugs in the vast majority of 

patient cases. This complements the findings of previous studies and GP interview accounts 

in Chapter five. [3,7,13,20,21,163,173] Wilson et al. (2015) observed that nurses would only 

administer drugs if the following criteria had been met: symptoms were irreversible and due 

to the dying phase; inability to take oral medications; patient consent where possible; and 

decisions were made independent of the influence of families. [20] My retrospective records 

review identified more diverse practices existed. There were recorded situations where drugs 

were given to help families to cope alongside relieving symptoms or whilst patients were still 

managing oral medications.  
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A range of symptom control needs and drug administration practices existed. Although the 

median time of administration was three days before death, the range of administration 

timing prior to death varied widely between GP practices and their associated community 

nursing teams. Most drugs were administered within days of death for documented end-of-

life symptoms; however, the earliest drugs were given was 586 days before death. The 

finding that midazolam and opioids were the most frequently administered medications 

match those of other studies detailing the use of community end-of-life injectable drugs. 

[173,186,187,196,218,189,53] The finding that over half the patients receiving drugs 

commenced syringe pumps until death matches with accounts of this mode of administration 

being increasingly used in community end-of-life care. [175,343–346] 

 

6.10.10   Reporting of drug effectiveness and patient comfort  

 

Perhaps one of the most surprising findings from my study was the infrequent recording of 

medication effectiveness and perceived patient comfort. Information on comfort at death was 

also rarely recorded, and when it was, only ‘peaceful’ deaths were documented. There were 

occasions when families requested home visits because of patient discomfort but nurses did 

not arrive in time to administer drugs before death; in these cases, nothing was recorded 

about comfort at death. Using medical records to judge perceived comfort is problematic as 

this appeared to be information that clinicians generally deemed unnecessary to record. 

Nurses often have to leave the home to see other patients before drugs reach therapeutic 

levels, impeding detailed assessments of drug effectiveness; [13] however, my study found 

there was a culture across nursing teams of under-recording drug effectiveness and perceived 

comfort, even with telephone follow-up after visits. This is a concern as records inform 

subsequent clinical assessments and facilitate continuity of care before and after death. 

[241,347]  

 

6.10.11   The agency of records 

 

Records reconstruct patient narratives and events from clinicians’ perspectives. 

[240,241,348] In records, anticipatory prescribing was consistently framed as being the 

clinician’s decision, often following shared decision-making conversations with patients and 

families about their preferences for receiving last-days-of-life care at home or 
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cardiopulmonary resuscitation. Clinical records were largely silent about prescribing 

conversations. There were a few notable cases where clinicians recorded persuading hesitant 

patients to accept anticipatory medication prescriptions. These findings complement and 

contextualise individual GPs accounts in interviews (Chapter five, p148) of using tactics of 

persuasion to convince patients and families to accept prescriptions if they felt it was 

important to have drugs available in the home. [163] 

 

Similarly, clinicians were presented as being central in deciding when to administer 

anticipatory medications based on symptoms observed at the time. Patient and family 

preferences were often absent in records or they were only briefly documented as agreeing 

with clinical decisions; contextual information and perceptions of the effectiveness of 

administered drugs were also typically sparse. This is problematic as the information within 

records is considered authoritative and likely to influence subsequent care decisions. 

[240,241]  

 

Caution is needed in interpreting what records can tell us about patient and family 

perspectives and participation in anticipatory medication decision-making. Records only 

contain a small part of any clinical encounter, the emphasis frequently being on clinical 

decisions, agreed plans and prescribing matters. [241,349] Documentation is also an 

unwelcome distraction from patient care and there is a tendency to record just brief care 

outcomes and work-activities.  Corresponding with other research into how clinical care is 

recorded, I found parts of patient narratives went unexpressed, and care was often reduced to 

a list of clinical and administrative activities. [240,241,348,350] My study methods provide 

limited insights into patients’ and families’ perspectives but highlight that these are important 

aspects to further explore.  

 

6.11   Conclusion 
 

My mixed methods retrospective records review study provided valuable insights into 

practices in the prescription and administration of anticipatory medication. It was common 

practice to prescribe anticipatory medications for patients dying from expected causes. 

Anticipatory medications were frequently recorded as being prescribed as part of a single 

end-of-life care planning intervention, alongside preferred place of death discussions and the 
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completion of a do not attempt cardio-pulmonary resuscitation form. Standardised end-of-life 

care planning and anticipatory medication prescription patterns suggest undue reliance on 

electronic end-of-life care templates and a lack of individualised prescribing as advocated in 

policy.  

 

Marked variability in the timing of prescriptions, at times many months before death, 

underscores the challenge of prognostication and highlights the risks involved in putting 

medication in place too far in advance of possible need. There were multiple occasions where 

anticipatory medications were given for recorded reversible non-end-of-life conditions, 

indicating visiting nurses had a variety of interpretations about when it was appropriate to 

start drugs. Most medicines were administered in the last days of life; although, information 

on the effectiveness of drugs in relieving symptoms was often absent from records.  

 

Decisions to prescribe and administer anticipatory medications were consistently framed in 

records as being the clinician’s decision. Records were largely silent about prescribing 

conversations and patient and informal caregiver preferences regarding anticipatory 

medication. Where preferences were recorded, it tended to be a brief statement indicating 

patient or family agreement with clinicians’ decisions. There were a few cases where 

clinicians documented persuading reluctant patients and families to accept prescriptions; 

there were also occasions where drugs were administered to help families to cope alongside 

relieving patient symptoms.  

 

It is acknowledged that clinical records only provide partial information about events and 

perspectives. However, my study findings highlight that patient and family preferences for 

involvement in anticipatory medication decision-making and their views and experiences of 

care warrant urgent investigation. 

 

In the next chapter, I address these issues. I investigate patient and informal caregiver, and 

their clinicians’, views and experiences of decisions to prescribe and use anticipatory 

medications. I also further explore the nature of the conversations they have about 

anticipatory medications and the role of drugs in care at the end of life.  
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Chapter seven 

‘It was just, “How about we have them in the house in case we need them” 

… I don’t think they were actually explained to me, but I think there was an 

assumption that they didn’t need to be.’    

Emily, informal caregiver, interview 1, Case 5  
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Chapter 7 

Patients’, informal caregivers’ and their clinicians’ views 

and experiences of anticipatory medication care 
 

7.1   Introduction 
 

Despite the common use of anticipatory medication in end-of-life care, the views and 

experiences of this practice among patients and informal caregivers have been little 

researched to date. Practice is based on the perceptions of clinicians and consensus among 

experts that the presence of drugs in the home reassures everyone involved, prevents hospital 

admissions and aids with timely symptom relief. [8,9,20,192] To date, patients’ views of 

having anticipatory medications prescribed for them have only been researched once; their 

views and experiences of using prescribed drugs have not been previously investigated. 

Pollock et al. (2021) reported the on experiences of six patient and family experiences when 

drugs had been prescribed: they perceived the prescribing of anticipatory medications to be a 

significant event, signifying the imminence of death. [52] Perceptions among informal 

caregivers of the role of drugs in care have typically been investigated several months into 

bereavement, [52,53,175,177,188] when interpretations of experiences are influenced by 

cognitive adjustments to life without the person. [351] I address these significant gaps in the 

evidence base in this chapter by reporting on my study investigating the views and 

experiences of patients, their informal caregivers and clinicians of decisions to prescribe and 

use these medications, over time.  

 

I undertook a qualitative, multi-perspective, longitudinal interview study that was based 

around eleven patient cases; interviews took place after drugs had been prescribed, after 

medications were first administered, and two to four months after the first interview, 

regardless of whether medications had been used (Chapter four, p116). Participant positions 

and perspectives shifted throughout interviews. I was able to build a strong researcher-

participant rapport with patients and informal caregivers over the course of multiple 

interviews. This helped to elicit participants’ candid, privately held views of care as I 

followed up on earlier accounts and experiences. [225] These shifts were analytically 

important; in this chapter, I examine the differences between participants’ public accounts, 
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which present views perceived to be socially acceptable to share, and their more private, and 

at times conflicting and potentially socially contentious views, in order to understand shifting 

or concurrently held perspectives. [263,289] Chapter four (p127) contains a more detailed 

explanation of the differences between public and private accounts.  

 

In this chapter I report on my study investigating patients’, informal caregivers’ and their 

clinicians’ perceptions of decisions to prescribe and use anticipatory medications and their 

associated experiences of care as the patient is dying. I discuss the three interconnected 

themes that have been interpreted from the data:  

1) Living in the present whilst making plans: anticipatory medications were used as a 

practical tool in the planning for future unknowns, whilst bracketing thoughts about dying;  

2) Future images of dying: patients and informal caregivers were concerned that dying could 

be painful and distressing without drugs. It was rare for patients or informal caregivers to 

discuss explicitly the process of dying or possible symptoms in detail with clinicians;  

3) Accessing appropriate care: arranging for anticipatory medications to be administered 

posed a significant challenge for informal caregivers, despite receiving assurances that drugs 

would be given when needed. These themes and their subthemes are presented in Table 7.1. 

 

I consider the variable and often vague nature of recalled conversations between patients, 

informal caregivers and clinicians about the process of dying and the role of anticipatory 

medications. I discuss how the presence of anticipatory medications in the home was 

simultaneously reassuring and a source of unease. I conclude by examining how the promise 

of accessibility to timely, nurse-managed anticipatory medication proved at times empty, and 

by considering the limited leverage informal caregivers had when trying to persuade nurses to 

administer drugs.  
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Table 7.1. Multi-perspective longitudinal interview study analysis themes and 

subthemes 

 
Theme Subtheme 

1. Living in the present whilst making 

plans 

Living with uncertainty  

Making end-of-life care plans 

Clinician-led prescribing  

Reassuring up to a point 

Nurses administer the medications  

2. Future images of dying  Process of dying 

Dying is likely to be distressing  

Medications that hasten death   

3. Accessing appropriate care   Negotiating care 

Symptom control 

Making sense of clinical systems  

Hidden work 

 

7.1.1   Participants 

 

There were 21 participants in this study: six patients, nine informal caregivers, three GPs and 

three nurses. Interviews were based around eleven patient cases that were focused on the care 

of six male and five female patients (age range 65 to 94 years). Five patients had terminal 

cancer conditions, five had multiple terminal conditions and one had a terminal respiratory 

disease. Eight patients lived with their informal caregivers, two in residential care homes, and 

one lived alone with an informal caregiver friend visiting to support them. Nine patients were 

initially prescribed drugs with the same standard dose ranges for all the following five 

symptoms: pain, breathlessness, nausea and vomiting, agitation and noisy respiratory tract 

secretions. 
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In each patient case, the patient and / or their informal caregiver took part in one or more 

interviews; this was supplemented by interviews with clinicians in six of the patient cases. 

Only six patients were able or willing to take part in interviews. Three patients, eight 

informal caregivers and six clinicians took part in individual interviews; three patients and 

three informal caregivers undertook one interview together. In total, there were 28 interviews. 

Patient characteristics and the number of interviews that were undertaken in each case are 

summarised in Table 4.3 in Chapter four. Pseudonyms have been used. 

 

Anticipatory medications had been administered in seven of the 11 patient cases: six patients 

died during the study follow-up period. Anticipatory medication was prescribed between 5 

and 123 days before death (median 54 days) in the six cases in which the patient then died; 

medication had been prescribed between 79 and 294 days (median 184 days) before the 

follow-up interviews in the five cases in which patients were still alive. 

 

7.2   Living in the present whilst making plans 
 

Anticipatory medications were perceived to be a practical tool for everyone involved in 

planning for future unknowns, whilst they tried to concentrate on living in the present. Patient 

and informal caregiver participants said they were all aware that death was approaching, even 

if clinicians had not spoken openly to them about how soon the clinicians expected death to 

occur. Most of the patients’ and caregivers’ emotional and physical attention went into 

coping with the present, maintaining a sense of optimism, and adjusting to ever-changing 

situations. Patients and informal caregivers reported that they appreciated having anticipatory 

medications in place. However, some considered that too much contemplation of dying was 

counterproductive: 

 

“I suppose that sort of helped, knowing that I’d got things here [anticipatory 

medications] like when I needed it. That sort of really puts your mind at rest … Most 

people sort of carry on as long as they can really. Because if not, you’re just giving 

up, aren’t you? You just think ‘oh I’m going to die’”.  

 

Louise, patient, interview 1, Case 6 
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7.2.1   Living with uncertainty 

 

The likely imminence of the person’s death had been discussed briefly by clinicians with 

patients and informal caregivers in just six of the 11 patient cases. One patient died within 

days, as had been predicted, whilst five patients had outlived the timeframe predicted and 

given by clinicians by several months. When the prognosis had been outlived, patients and 

informal caregivers became more focused on working to maintain the present and bracketing 

thoughts about dying. They had become accustomed to living with uncertainty, recovering 

after being very unwell and defying medical expectations: 

 

“I think twice now I’ve been told that this is not good. The first time was three months 

ago, when they didn’t think he [Liam] was coming back. And three weeks ago, two 

weeks ago he was definitely not coming back. But he’s sitting here…” [Amelia] 

“Sitting here.” [Liam] 

“So, he’s obviously a fighter.” [Amelia] 

“Yeah.” [Liam] 

 

Liam, patient, and Amelia, informal caregiver, interview 1, Case 7 

 

Clinician participants found it hard to predict the likely timing of death, especially for 

patients who were dying with multiple chronic conditions. They tended to avoid 

conversations about impending death with patients, focusing instead on what could be 

achieved in the time left, to encourage a sense of purpose and positivity: 

 

“We didn’t talk about how long he’d got. We talked about what he would like to 

achieve.”  

 

Lana, palliative care nurse, Case 11 

 

7.2.2   Making end-of-life care plans 

 

Prescription of anticipatory medication usually accompanied or followed clinician-led 

discussions of advance care planning. These discussions explored patient and family wishes 

regarding the avoidance of future hospital admissions, where they would prefer to have last-
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days-of-life care and putting in place a do not attempt cardio-pulmonary resuscitation 

(DNACPR) form. These were typically reported to be one-off conversations that clinicians 

framed in hopeful terms of making plans to help patients remain at home and to be 

comfortable; anticipatory medications were discussed briefly during such conversations or 

were subsequently prescribed. Conversations were initiated when drawing up a plan for last-

days-of-life care was a priority for clinicians or families. In two cases, conversations were 

held during several consultations whilst the patient’s condition remained relatively stable. 

Discussions and prescribing were paced to match families’ perceived willingness to plan and 

the patient’s prognosis:  

 

“David was not really coming out of bed much, he remained really frail and not 

doing very much … So, we started those conversations which led into the end-of-life 

care register and then into just in case medicines [anticipatory medications], after we 

discussed DNACPR and, you know, priorities of care, where he wanted to be, did he 

understand what was happening … Then I think in February or March we decided, 

let’s get some just in case medicine sorted out. He was more drowsy, he wasn’t doing 

well.”  

 

Victor, GP, Case 3 

 

The occurrence of the Covid-19 pandemic heightened patients’ and informal caregivers’ 

desires to avoid hospital admission unless their symptoms and problems were too challenging 

to be managed at home: they were concerned that patients might catch and die from Covid-19 

if they were admitted. There were also perceptions that family visits would not be possible in 

hospitals. Clinicians reported that they had not changed their prescribing behaviours; 

however, they were especially keen to ensure that anticipatory medications were available in 

the home so that patient and family wishes to avoid admissions during the pandemic could be 

respected: 

 

“I think [Dylan] was very fearful of going back into hospital. Also, we’re in the 

middle of Covid. So, again, a huge amount of our patients [are] very fearful of going 

in because you can’t have your relatives with you, etc., etc., etc. So, everything we 

could possibly do to keep him at home, he wanted us to try and do.”  
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Lana, palliative care nurse, Case 11 

 

Anticipatory medications were also put in place while some patients expected to receive 

further active treatment. Two patients, Joe and Liam, reported at their first interviews that 

they were aware that they were terminally ill, but they hoped to have further life-prolonging 

chemotherapy treatment and were awaiting oncologist appointments to discuss further 

treatment options. They had both outlived the prognoses of months that they had previously 

been given. Consequently, Joe and Kim, his informal caregiver and partner, said they thought 

that anticipatory medications were in the home for ongoing pain control and to avoid 

unnecessary hospital admissions rather than for care during the last days of life. Liam 

reported having no idea what his prescribed anticipatory medications were for: Amelia, his 

informal caregiver and partner, said that they had been told very little about the drugs. 

Amelia later explained she understood that they were for last-days-of-life care, but played 

down their role in front of Liam to help maintain a collective sense of optimism:  

 

“What has been explained about the Just in Case drugs?” [Interviewer] 

 

“Nothing at all.” [Liam] 

“The only, the only time I spoke about them was when I said to Dr Potter [GP], 

“Well, I’ve got a bag here and it says just in case”, and he said, “Yes, put them in the 

cupboard for later in case Liam can’t swallow”. And then, so he sort of like skirted 

over but told me what they’re for. And I suppose we haven’t really gone into it in 

detail because obviously Liam’s still able to swallow and have his normal medication, 

so the time, I suppose, hasn’t arisen.” [Amelia] 

 

Liam, patient, and Amelia, informal caregiver, interview 1, Case 7  

 

More detailed conversations about planning for death took place separately between informal 

caregivers and clinicians. As patients became more unwell and physically weaker, informal 

caregivers assumed greater responsibility for organising and providing care. Clinician 

participants reported that their advance care planning conversations then concentrated on 

helping families to understand the importance of having plans in place for the last days of 

life, including anticipatory medications:  
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“I think from the point of just in case [anticipatory medications] at that terminal 

stage, it’s usually, “this is what we think’s happening now. Your relative’s 

approaching end-of-life care; I want you to start thinking about these things now.”  

 

Leo, GP, Case 4 

 

7.2.3   Clinician-led prescribing  

 

The choice of when and what anticipatory medications would be prescribed was perceived by 

all interviewees to be a clinician-led decision. Clinician participants all recalled discussing 

and presenting prescribing as a recommendation for the control of possible end-of-life 

symptoms, particularly during out-of-hours periods. Only one patient and two informal 

caregiver participants remembered detailed conversations about anticipatory medications 

being prescribed to control possible last-days-of-life symptoms. In other cases, in which 

participants remembered any prescription discussions with clinicians, they recalled brief 

clinician-led conversations phrased in hopeful and vague terms that it would be helpful to 

have access to drugs “just in case” they were needed:  

 

“They talked to me about just in case medicines and the fact that if we needed extra 

medicines at the weekend … it was just, “How about we have them in the house in 

case we need them” … I don’t think they were actually explained to me, but I think 

there was an assumption that they didn’t need to be.” 

 

Emily, informal caregiver, interview 1, Case 5  

 

Some anticipatory medications were prescribed without discussion. Two patient and five 

informal caregiver participants could not recall having conversations prior to receiving the 

bag of medicines. No one received an information leaflet about anticipatory medications or 

the dying process. Three patients were also prescribed drugs, with wide dose ranges, to be 

administered if needed by an anticipatory syringe pump: the patients and their informal 

caregivers were unaware of these prescriptions.  

 

Patients and informal caregivers reported that they thought the clinicians’ decisions to 

prescribe anticipatory prescriptions were logical, even when they had not been involved in 
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discussions or decisions. If participants had seen others die, they presumed that the injectable 

drugs were for pain or distress during the dying process. Most patients and families had 

limited knowledge of what to expect in the last days of life and relied on clinicians to guide 

them on the best way to manage future situations:  

 

“They were suggested to me [anticipatory medications] and they said it is a good 

idea. I’d never really thought of anything like that before. I didn’t really know they 

were available, and thinking about it, I thought, “well, it is a good idea” … At any 

point Nan could say no.” 

 

Mark, informal caregiver, interview 1, Case 8  

 

Patients and informal caregivers appreciated input from their regular GPs or nurses in 

prescription decisions, especially during the Covid-19 pandemic. Their contact with 

prescribers was predominantly by phone, video, or through their nurse making 

recommendations to a GP who prescribed medications without making direct contact. 

Although this system had hindered prescription discussions and performance of detailed 

medical assessments, patient, informal caregiver and clinician participants viewed it as a 

pragmatic compromise to reduce infection risks. Patients were surprised and grateful when 

GPs made home visits subsequently to explain about the medications: 

 

“I was lucky because, as I say, my own GP came to the house and visited me and 

explained about the drugs.” 

 

Abby, patient, interview 1, Case 10 

 

Once prescriptions had been issued, eleven of the fifteen patients and informal caregiver 

participants actively sought information about what the drugs were for and when they might 

be used. Two patients and four informal caregivers recalled requesting and receiving helpful 

explanations from clinicians they trusted about what the drugs were for. They reported taking 

comfort from having more information on the role of drugs in their care: 

 

“Those drugs are ‘what if drugs’, I know it will make the final stages of my life more 

comfortable, and so I have no negative thoughts about it … it’s no big deal.” 
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Abby, patient, interview 1, Case 10 

 

Participants drew on a range of tactics to make sense of prescriptions when they recalled 

receiving insufficient explanations. Five used our research interviews to ask what individual 

drugs were for. Two informal caregivers had collected the pack of anticipatory medications 

from the pharmacy and had been disconcerted about receiving injectable drugs. They had 

phoned the community nurses who, to their relief, then visited within a few hours and 

explained that the drugs were for end-of-life symptoms and when the family should phone for 

the nurses’ help. Other patients and informal caregivers resorted to reading the accompanying 

‘permission to administer chart’, or searched for the names of the drugs on the internet to find 

out what they were for: 

 

“I actually Googled what they were, but it would have been nice for somebody, I 

think, to have just spent a short time explaining what they were.” 

 

Amelia, informal caregiver, interview 2, Case 7 

 

7.2.4   Reassuring up to a point 

 

Participants often held concurrent and contradictory views regarding the amount of 

reassurance that anticipatory medications offered. Most reported that everyone was 

comforted by having access to anticipatory medications should they be needed. Initial public 

accounts [289] from the patients and informal caregivers regarding the reassurance that 

medications provided matched the optimistic way in which clinicians had presented 

medications as being useful to have in place “just in case”:  

 

“I don’t know if they fully understand what every single medication is for. Although I 

tend to say what the medications are and what they may be needed for… But I also do 

say, “they are ‘just in case medications’, you may not need them.”  

 

Gail, palliative care nurse, Case 9 
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“They’re a safety net at nights or weekends for, well, I suppose, any time, really, if I 

call on the health professional because I’ve got a problem.” [Joe] 

“There’s an anti-sickness injection, I think she said, as well.” [Kim] 

 

Joe, patient, and Kim, informal caregiver, only interview, Case 9 

 

More candid private accounts patients and informal caregivers shared, often later in 

interviews, indicated underlying concerns about the drugs and what they represented. These 

accounts were different from earlier public accounts in which patients and caregivers 

described medications as exclusively reassuring. Liam, a patient, was irritated that he had 

received no information from clinicians about what the drugs were for, whilst Amelia, his 

informal caregiver and partner, played down their significance in front of him to avoid 

causing anxiety. Katie and Zoe, informal caregivers, reported that their relative, who did not 

participate in the study, had forgotten his discussions about end-of-life care with his GP and 

they actively avoided bringing up the subject again. They appreciated having anticipatory 

medications available, but they did not want their relative to know about them as he would 

worry:  

 

“Dad is a worrier … We never lie to him about anything about him, but we do skirt 

around to give him the answer in the nicest way that we can without worrying him … 

If I’m honest, I don’t think he actually knows anything about this treatment package 

[anticipatory medications]. I’m sure he doesn’t, I’m absolutely positive … and we 

wouldn’t ever tell him.”  

 

Zoe, informal caregiver 2, interview 1, Case 3 

 

Anticipatory medications were perceived to be a physical and significant sign that death was 

approaching. For patients and informal caregivers who understood that these medications 

were for last-days-of-life care, their presence was “hard and fast evidence in the house” 

[Victor, GP, Case 3]. For some, the presence of these medications was simultaneously 

comforting and an unwelcome reminder of impending death:  
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“It’s a bit of a comfort to know that that’s there … It’s up [in] the corner and it’s out 

of the way, and I don’t look at it if I can help it. I know it’s not going to do me any 

harm but it’s just something, you know, it’s there just in case. Yeah.” 

 

Katie, informal caregiver 1, interview 1, Case 3 

 

These physical reminders of impending death may have been in the home for weeks or 

months. Informal caregivers became more ambivalent about the drugs as time went by, as 

discussed later in this chapter. Patient participants reported becoming more comfortable with 

having anticipatory medications in the home as their conditions deteriorated and death was no 

longer a distant prospect. Abby, a patient, recalled her apprehension when anticipatory 

medications had been first mentioned and prescribed 294 days before our follow-up 

interview:  

 

“When they first mentioned it, [I thought] that’s too soon, I’m not on my way out yet! 

Of course, I realise now how important it is to have these things in place, but it’s only 

in retrospect.” 

 

Abby, patient, interview 1, Case 10 

 

7.2.5   Nurses administer the medications 

 

Patients and informal caregivers appreciated the idea that nurses would take over symptom 

management if anticipatory medications were needed, because this would relieve them of 

unwanted responsibilities. Although informal caregiver participants reported regularly 

making complex decisions about adjustments to oral medications, including morphine, to 

manage symptoms, injectable drugs were perceived to be more serious and required clinical 

input. The idea that families might give injections was not something patients or informal 

caregivers approved of given the perceived danger and potency of the drugs involved:  

 

“When the time is right, I think the whole thing’s taken out of my hands … That’s not 

a responsibility of mine, or my family, because it’s a very, very big responsibility. 

They are very serious drugs, and so the responsibility of when you take them or when 
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they’re given is a very big one, and to be honest I think that should be in the hands of 

a medical person.”  

 

Abby, patient, interview 1, Case 10 

 

The existence of a plan that the nurses would manage injectable medications enabled patients 

and informal caregivers to concentrate on living in the present and bracket the prospect of 

dying care until it happened. Clinicians recognised that informal caregivers worried about 

what they should do with the medications. Anticipatory medications were presented as, and 

perceived to be, something to put to one side physically and emotionally until the nurses 

needed them:  

 

“I think they [the family] were more worried about where they should put the bag and 

what they do with it in case of it being needed. And the reassurance that the district 

nurses, or us, or the out-of-hours team would handle that were well-received.”  

 

Victor, GP, Case 3 

 

“I just put them safe and waited for one of the district nurses to come on a visit and I 

then said to her, “look, I’ve got these, they’re here,” “oh brilliant, thank you very 

much, keep them safe,” and that was it.”  

 

Mark, informal caregiver, interview 1, Case 8 

 

7.3   Future images of dying 
 

Participants reported that they rarely discussed explicitly the process of dying or possible 

symptoms in any detail, beyond the availability of medication to keep the person 

comfortable. Patients and informal caregivers were concerned that dying would be distressing 

without the drugs.  

 

7.3.1   Process of dying 
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There was an expectation among clinicians that patients and informal caregivers would not 

want to consider the dying process ahead of time. Discussions were recalled as being 

optimistic and couched in euphemistic language; ten patient and informal caregiver 

participants reported being given vague information on what might happen during the process 

of dying and being told that anticipatory medications were there as a nebulous insurance plan 

or for pain relief. Consequently, they sought information from alternative sources, including 

the internet. However, some were reluctant to find out too much information about possible 

symptoms: 

 

“I Googled, is it pancreatic, is it painful dying by that? And then I thought “no … I’m 

not going to look things like that up”. Because you’re putting something in your mind 

already, aren’t you?” 

 

Louise, patient, interview 1, Case 6 

 

Clinicians varied regarding the amount of discussion they were willing to enter into with 

patients and informal caregivers about the process of dying. One patient told his GP that he 

recognised he was dying and feared it was going to be distressing. Sam, his GP, took this as 

permission to provide explicit details about possible symptoms and the role of individual 

anticipatory medications in the management of pain and distress. In contrast, Sue, another 

patient, wanted detailed information about the dying process, and the symptoms she might 

have, but struggled to find a clinician willing to discuss this. She did not appreciate 

clinicians’ euphemistic language and the lack of frank conversations. Sue reported that 

various GPs had avoided detailed discussions about might happen when she had asked. She 

considered this knowledge was important in being able to make proactive decisions about 

where to have her last-days-of-life care. Her oncologist had previously indicated that death 

would be quick, and Sue hoped they could have a further candid conversation together:  

 

“I just don’t know, you know, what’s going to happen. I’d rather everyone tell me the 

truth … She [the oncologist] did say death would be pretty quick, it’s not going to be 

a long lingering thing anymore. But it’s just [getting] any ideas of what else is going 

to happen to me, I’d like to know if she can tell me.” 

 

Sue, patient, interview 1, Case 1 
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7.3.2   Dying is likely to be distressing 

 

Patients and informal caregivers considered that dying was likely to be distressing without 

medication. Whether the act of being prescribed anticipatory medications had served to put 

this idea into participants’ minds was unclear. Some expected that medications would be 

needed to help with symptoms of pain, vomiting or distress, while others were unsure of what 

might happen in the last days of life. Having drugs available was considered a practical 

answer to help deal with future unknowns: 

 

“I would like him just to close his eyes and go to sleep and not to be in any pain of 

any sort, but I don’t know what life’s got in store for him. So, if they [anticipatory 

medications] have to be used I would be quite happy to go ahead with it.” 

 

Katie, informal caregiver 1, interview 1, Case 3  

 

Patients and informal caregivers shared their ideal image of death, which was of the person 

dying comfortably in their sleep or having well-controlled symptoms; most added the caveat 

that they realised this was unlikely. Informal caregiver participants became more confident 

that the patient would not need drugs in the future if the patient had not required any 

injectable medications between our interviews and had remained relatively comfortable. 

When drugs had been in the home for several months, informal caregivers felt that their 

presence was helpful but probably unnecessary:  

 

“It’s good to know that the medicines are there but then there’s this little bit of me 

that thinks, “well, they’ll probably expire” … My feeling is he may just die, and we 

never get to use them.” 

 

Emily, informal caregiver, interview 2, Case 5  

 

Patients with poorly controlled symptoms doubted that anticipatory medications would help. 

Dylan, a patient, had considerable pain and nausea in the weeks preceding the prescription of 

anticipatory medications. The idea of having anticipatory medications in the house had been 

slowly introduced by the nurses and accepted as a treatment escalation plan when needed. 
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Dylan had received two injectable medications for pain and nausea in the days preceding our 

interview. However, Dylan and Freya, his informal caregiver and partner, had little 

confidence that his ongoing physical pain would improve, even with injectable medications: 

 

“I don’t hold out much hope actually.” [Dylan] 

“It’s gone much the same ...” [Freya] 

“As the pain gets worse, they just up the dosage … The painkiller doesn’t work 

effectively.” [Dylan] 

 

Dylan, patient, and Freya, informal caregiver, interview 1, Case 11 

 

Informal caregivers all expressed worries about pain and suffering. They were concerned not 

only regarding the physical distress for the patient if they experienced pain, but the impact on 

those around the patient of witnessing their deterioration and suffering. Participants perceived 

anticipatory medications as something that could help to relieve or lessen the patient’s 

physical or emotional pain during the dying process. This could help their families to 

remember their death as being the best possible:  

 

“I don’t want her to go but what I’d like to happen is that she didn’t suffer too long … 

I’d perhaps like her, when, you know, if nearer the end that she just goes to sleep 

comfortable and goes like that. I don’t want to see her; when you see someone 

deteriorate every day in front of you it gets to you after a while.”  

 

Mark, informal caregiver, interview 1, Case 8 

 

A corresponding concern for patient participants was lessening the negative impacts of the 

process of dying on those close to them. Patient participants wanted to do everything they 

could to minimise memories of them dying in pain and distress and wanted to preserve a 

positive legacy of their life. Anticipatory medications were perceived as useful interventions 

to aid with symptoms, but they were not considered central in the relief of the pressures on 

families when they were dying. Patients said that their preferences for where they received 

care were always provisional and open to revision to help their families cope and to be able to 

retain positive memories of their lives at home:  
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“I would actually prefer to go to the hospice, however, if my family wanted me to stay 

here, I would do that too … I don’t want my little house to have memories of me dying 

in it, and I don’t want my family to have memories of me dying in my little house. But 

if that’s what they want then I’m personally flexible in doing whatever is easiest for 

them.” 

 

Abby, patient, interview 1, Case 10 

 

7.3.3   Medications that hasten death 

 

Hastening death was preferable for six patient and informal caregiver participants; unclear 

conversations about the role of anticipatory medication, or conflicting public and private 

views on the effects of the medicine, left some questioning whether drugs would speed up the 

dying process. Abby, a patient, reported having been told by clinicians that anticipatory 

medications would not hasten death and she understood this; however, her accounts indicated 

that she remained unsure. In her first interview, Abby shared a public account that drugs 

would not be used to hasten dying. During her second interview, and after her physical 

abilities had deteriorated, Abby shared a contrasting private view and her hopes that the drugs 

might help her to die if it all got too much:   

 

“It’s [anticipatory medications] not a form of euthanasia, it’s not to cause my 

passing, but it’s to help the symptoms of dying, and make that easier for everyone all 

around.” 

 

Abby, patient, interview 1, Case 10 

 

“I’m perfectly happy to be assisted on my way, and if they help me [anticipatory 

medications] then they help me. I mean, if I were a Labrador and my Labrador was 

suffering, to be honest then I'd put him down. You can’t do that with people, but I 

think sometimes that’s the kindest way. It doesn’t bother me. I don’t want to suffer … 

I can see that in the end it just all gets too much, and you get tired of it.” 

 

Abby, patient, interview 2, Case 10 
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One informal caregiver became wary that injectable drugs could be used easily by families 

and clinicians to sedate patients and hasten death. Liam, a patient, had received an injection 

to calm him whilst Amelia, his informal caregiver and partner, had been out shopping. This 

injection had made Liam very sleepy until the next day. Amelia had subsequently become 

extremely cautious about Liam being over-sedated and no longer himself. Amelia decided 

they would only call the nurses to give the drugs as a last resort and wished to ensure that 

Liam died “naturally”, without receiving further injectable medications:  

 

“When I had the episode, as I said, a couple of months ago, I thought how easy it is 

for someone just to come and, in my terms, bump somebody off. So, yeah, no, they 

stayed in the cupboard, for purely an emergency only…”  

 

“Was that the point you became a bit more cautious about them?” [Interviewer] 

 

“Yes, yeah. I think, oh my God! How easy, people can just sort of say, “Well, I’ve had 

enough. Can you come and sedate my partner”, or whatever! … He went the way that 

I wanted him to go, and he wanted to go, which was natural … With drugs he would 

have just, just let him lay there and vegetate. And I couldn’t mentally cope with that.” 

 

Amelia, informal caregiver, interview 2, Case 7 

 

Informal caregivers were vigilant regarding the possibility that clinicians could start the use 

of anticipatory medications, especially injectable opioids, inappropriately. The idea of having 

the prescriptions available made sense to participants if patients appeared to be within days of 

death. However, if the patient’s condition improved and death became a more distant 

possibility, as happened in three cases, informal caregivers requested reassurances from the 

nurses that the drugs would only be administered when needed and with the family’s 

agreement: 

 

“When my dad started to become better, we did query it. We did say to ourselves, “oh 

well, we hope the nurses aren’t just going to come round and administer this because 

he’s different now” … When the nurse came round, she explained very clearly … She 

said, “we would only do what we felt was right with the patient and we would 

certainly discuss it with people that were there like the family.” 
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Zoe, informal caregiver 2, interview 1, Case 3 

 

7.4   Accessing appropriate care 
 

Getting anticipatory medications administered was far from simple, despite previous clinician 

assurances that the drugs would be given when needed. A lack of detail on what dying might 

involve and when drugs would be used made it hard for informal caregivers or patients to 

know when to telephone the nurses to request an injection.  

 

7.4.1   Negotiating care  

 

Informal caregiver participants recollected acting on behalf of patients, negotiating with the 

nurses to get them to start administration of anticipatory medications and monitoring their 

use. Informal caregivers reported that, at the point that injections had been requested, patients 

often had limited abilities to hold conversations. Five informal caregivers said they had to 

convince nurses to start injectable medications; nurses tended to share more detailed 

information with informal caregivers on what drugs were for at this point. The nurses would 

ultimately decide whether a visit and administration of anticipatory medications were needed. 

Medications were eventually given in seven of the eight patient cases in which their 

administration had been requested by patients or families. When nurses were unable to visit, 

one informal caregiver resorted to calling out a paramedic to start giving the medications: 

 

“I’d spoke to Joe’s wife and she had initially called the district nurses and they 

hadn’t been able to come out, they had given some advice about continuing to take 

oral medication and it was at night-time. I think Joe then had more uncontrolled pain 

… and the paramedics were called. They actually were the first people that 

administered the medication.” 

 

Gail, palliative care nurse, Case 9 

 

Sarah, an informal caregiver, reported that she considered it had been particularly difficult to 

persuade nurses to start giving anticipatory medication for her friend’s pain and distress as 
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her friend lived alone. She could not be present to argue for their use when the nurses visited 

as they came at unpredictable times. Sarah had asked the GP to intervene and to tell the 

nurses to give the drugs, but the GP (a participant in this research) considered that the nurses 

had more end-of-life care expertise and it was their decision to make. Sarah was very 

frustrated that drugs had not been started:  

 

“We’ve asked that if anybody goes to see him that they ring … to tell us what they’re 

doing and why has the pump not been done. And it is just very frustrating to see him 

like that and stuff’s there to make him more comfortable and nothing’s happening.” 

 

Sarah, informal caregiver, interview 1, Case 2 

 

Six informal caregivers recalled occasions when their opinions were not acknowledged or 

accepted by visiting community nurses. These accounts matched the views of clinician 

participants involved in their cases, who were also frustrated when the informal caregiver’s 

expertise had not been taken into consideration by visiting nurses. Five informal caregivers 

reported that they had to persuade nurses to give drugs after patients appeared to be in pain or 

distress. This was because nurses only visited for short periods of time and often did not 

arrive until the patient appeared calmer or was resting. Alice, an informal caregiver, was with 

her relative in a care home when the relative was particularly distressed. She recalled having 

to advocate strongly for drugs to be given when an inexperienced nurse, who did not know 

her relative, assessed that they were not needed: 

 

“She was experiencing distress, so the only communication was saying “please, kill 

me” … So, the district nurse came, she actually was fairly new at being a district 

nurse and she did look at mum and she said “well, she looks quite relaxed to me”, 

and I said, “she might be at this moment, but when she's awake she is distressed, and 

I really do think it’s important that she has some medication help just so that she 

cannot be distressed”. She wasn’t keen on giving it, but she then consulted with 

another district nurse … The second one came in and she listened to me … She said 

“yes, I agree. I think it would be really important, it would be really good for her to 

have the sedative.”  

 

Alice, informal caregiver, only interview, Case 4 
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Sometimes, informal caregivers found that arranging for drugs to be administered was a 

smooth process: they particularly valued the care of nurses who took their views into 

consideration. Experienced nurses and those who had got to know patients and families well 

over time were perceived to be more likely to agree to requests to give medication. Getting 

drugs administered during the night was largely uncomplicated, with nurses usually visiting 

within an hour of being telephoned. Participants reported that it was much easier to persuade 

nurses to administer further doses once anticipatory medications had been started; the first 

dose set a precedent. Informal caregivers also found it far easier to know when to telephone 

the nurses to ask for the drugs to be given once an unambiguous symptom control plan had 

been agreed by all: 

 

“Ruth was quite distressed about the pain - she said: “It’s not touching [helping]”. I 

couldn’t give her anymore Oramorph because it had only been an hour or so since 

she’d had it ... Therefore, I phoned the district nurse, and they were there within half 

an hour … They told me that they were giving her a part dose of a morphine, and if it 

wasn’t enough in an hour’s time or so just to ring back and they could give her the 

other half. That’s basically all we needed to know really.” 

 

Mark, informal caregiver, interview 1, Case 8 

 

In contrast with informal caregivers’ experiences, patients who were able to clearly articulate 

their preferences did not experience difficulties with nurses starting injections: their requests 

for drugs were met swiftly. One patient even persuaded the nurses to administer anticipatory 

medication for symptoms that were unrelated to dying. Louise, a patient, had unexpectedly 

been offered major cancer surgery after she had been prescribed anticipatory medication for 

last-days-of-life care. While she waited for this surgery she had severe, intermittent pain. 

Louise asked the nurses to administer injections, as her low-strength oral pain relief 

medication did not help. Anticipatory medication ceased to be about dying care and became 

the way in which Louise managed her pain until she had surgery: 

 

“I see them [anticipatory medications] as pain control … I found the dose that they 

gave me was just the right amount … I’d say that muscle relaxant really helped [too] 



 218 

… I found the two together, I was like head’s fine, felt fine but it’s just taken that 

horrible pain away.” 

 

Louise, patient, interview 2, Case 6 

 

Patients and informal caregivers recognised that nurses assumed significant responsibility 

when they gave medications. They acknowledged that the nurses had to make difficult 

decisions regarding using potent drugs:  

 

“They [community nurses] do a brilliant job, and I think it's really hard for them too 

because they're making, I don’t know, just big decisions for the wellbeing of their 

patients.” 

 

Alice, informal caregiver, only interview, Case 4 

 

“I don’t think they want to start injecting you with morphine too much, but that 

definitely got rid of the pain when they injected that Just in Case [medication].” 

 

Louise, patient, interview 2, Case 6 

 

7.4.2   Symptom control 

 

Most patients and informal caregivers reported that symptoms were partially or fully relieved 

with periodic injections of anticipatory medications, or after the commencement of 

continuous medications via a syringe pump. Families were distressed at seeing patients suffer 

and this symptom control helped them to cope. Access to timely anticipatory medications, 

once started, and regular community nurse support was commonly reported to make 

important differences in care experiences:  

 

“The district nurses were very good at keeping her comfortable … I think it's 

absolutely fantastic that there is medication that can be given to make things better.” 

 

Alice, informal caregiver, only interview, Case 4 
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The perceived value of anticipatory medications was reduced if they did not help to relieve 

symptoms. Sue, a patient, was admitted to hospital with dehydration after she had received 

several ineffective injections to manage her nausea and vomiting. On returning home, she had 

little confidence that anticipatory medications would help in the future. Sue wanted to spend 

her last days of life in a hospice so that her family would not feel powerless again:  

 

“The thing that worries my husband the most was seeing me in such, not pain as such, 

distress. He said, “It was just awful. I just didn’t know what to do, I felt useless”… 

We get on with it and go in the hospice at the end, that’s what I want [now] anyway.” 

 

Sue, patient, interview 2, Case 1 

 

There was some doubt among informal caregiver participants regarding whether medications 

fully relieved symptoms or instead caused over-sedation and impeded communication. Two 

informal caregivers were unsure whether the patient was comfortable or just heavily sedated 

in their last hours of life after the patient had received medications: 

 

“From 1 o’clock on the day he died he didn’t seem as if he was in a lot of pain. But 

on the other hand, you couldn’t understand what he was trying to say … You couldn’t 

be sure whether it was all a lot better or just that he was too drugged up to express 

it.” 

 

Freya, informal caregiver, interview 2, Case 11 

 

Anticipatory medications were perceived to be of no value if nurses would not administer 

them. One informal caregiver reported that, despite repeated attempts, they were never able 

to convince the nurses to give medication for the patient’s significant pain and distress in the 

days before his death:  

 

“It upset me … They should be communicating with us, asking us, and work as a 

team, but it just didn’t feel like that ... [Anticipatory medications] were useless 

because nobody would give him anything.” 

 

Sarah, informal caregiver, interview 2, Case 2 
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7.4.3   Making sense of clinical systems  

 

Patients and informal caregiver participants in the interviews found it hard to understand 

bureaucratic clinical systems that were designed to ensure the continued, appropriate 

administration of anticipatory medications. If the prescription and administration 

authorisation chart had been written incorrectly or contained inadequate space to document 

care, participants reported unnecessary delays in patients receiving further injections. 

Consequently, informal caregivers spent a lot of time working with nurses to ensure that 

charts were correctly written.  

 

Nurses interpreted the validity or appropriateness of prescriptions in different ways, and 

informal caregiver and clinician participants perceived that this impacted on timely symptom 

control. Differences in skills, levels of experience and the judgements of visiting nurses 

posed problems for families. Informal caregivers struggled to understand why individual 

nurses would not give medication or interpreted prescriptions differently: 

 

“On the morning before he died, he was in a huge amount of pain and very, very 

uncomfortable and distressed, and the nurse came in … She looked at the thing [the 

medication chart] and she said, “oh well, this is no good, I can’t do this. I’ll give him 

his normal one and I’m going to have to go off to the surgery with this and I’ll be 

back” … And she took this bloomin’ piece of paper that we had all this fuss and 

bother for days for it to be right … And the nurse stormed off with it and says, “I’ll be 

back!” 

 

Freya, informal caregiver, interview 2, Case 11 

 

The care input from trusted nurses who knew families well was central in helping patients 

and informal caregivers to navigate through bureaucratic systems and fragmented care. 

Clinician participants said they went to great lengths to coordinate care, and to ensure that 

prescriptions were adjusted to meet changing needs and appropriate medication was available 

in the home; informal caregivers greatly valued this input. Several participants highlighted 

that individual nurses and teams were pivotal in helping families to navigate disjointed care:  
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“What’s the words Freya said? The team here at [Hospice at Home Service] was “an 

oasis of calm in a pantomime of chaos”… My God, that’s such a powerful statement! 

But that’s really sad, that actually we were the only team they perceived that actually 

knew what we were doing.”  

 

Lana, palliative care nurse, Case 11 

 

7.4.4   Hidden work  

 

Informal caregivers carried out hidden work to ensure that anticipatory medication supplies 

were replenished and that new charts were available. Even when informal caregivers had 

been told that nursing teams had assumed responsibility for these activities, there were 

frequently last-minute stock issues and a reliance on families to anticipate and solve 

problems. This additional responsibility for joining up medication care was time-consuming 

and frustrating for families:  

 

“The district nurse would say to you, “Well, look, we’ve only got one more space for 

another day if you call us out”, so you’d have to phone the GP, order another drug 

chart, you’d go down to the doctors, pick it up … We found ourselves doing a lot of 

backing and forthing to the pharmacies and the doctors to get the stuff we needed, 

and that was quite frustrating.” 

 

Mark, informal caregiver, interview 2, Case 8 

 

This hidden work continued after death. Bereaved families were grateful when nurses 

collected unused drugs and equipment from the home. Two bereaved informal caregivers 

reported that they had experienced issues when returning unused anticipatory medications to 

pharmacies. Participants were concerned that opioids could be stolen and were open to 

misuse if they got into the wrong hands; they wanted to ensure these were disposed of safely. 

However, medication returns were made harder when pharmacies refused to take returned 

drugs during the Covid-19 pandemic:  
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“You didn’t want to leave the house empty with drugs in. But you go to a chemist, 

honest to god, and nobody would have it. And I said, “There’s morphine here, there’s 

this here” - “No, we can’t take it at the minute.” 

 

Sarah, informal caregiver, interview 2, Case 2 

 

7.5   Discussion 
 

7.5.1   Summary of findings 

 

This study offers new and detailed insights into the views and experiences of patients, 

informal caregivers and their clinicians regarding anticipatory medications over time during 

the dying process. Patients and caregivers viewed anticipatory medication as a practical tool 

that could be used to plan for future unknowns while they concentrated on living in the 

present. Participants said they rarely discussed in explicit terms what would happen in the last 

days of life beyond medications being available “just in case” or to keep the dying person 

comfortable. Access to drugs was both a reassurance and a source of concern. Persuading 

clinicians to begin administration of anticipatory medications was often far from simple, 

despite previous clinician assurances that drugs would be given when necessary. 

Administered medication helped to control distressing symptoms in most circumstances.  

 

7.5.2   Prescribing decisions 

 

The choice of what anticipatory medication should be prescribed and when was considered 

by all participants to be a clinician-led decision. This matched with findings from my earlier 

research described in Chapters five and six. In this study, nurses usually initiated brief, vague 

conversations about anticipatory prescribing, before requesting that GPs prescribe the 

medication. The GP would then prescribe drugs remotely, sometimes without any contact 

with the patient or family. This approach may reflect the shift during the Covid-19 pandemic 

towards nurses leading face-to-face discussions that culminate in medical decisions, with GPs 

providing remote support and consultations. [26] However, pre-pandemic research, including 

my retrospective records review study (Chapter six), suggests that community nurses often 
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take the lead in prescribing decisions and end-of-life care when they are already involved in 

care. [3,113,114,173,174] 

 

The involvement of patients and informal caregivers in prescribing decisions varied. Seven 

participants in my study recalled being prescribed and issued medications with no prior 

discussion. No one reported any concerns about this, although several participants recalled 

that they had been anxious about what they should do with injectable medications when they 

arrived. Corresponding with other studies into patient and family perceptions of end-of-life 

medications, participants regarded GPs as the expert in deciding when drugs should be 

prescribed. [52,352,353] However, in line with previous research, participants in the present 

study typically considered GPs minimally involved in their end-of-life care. [57,58,354] 

Patients and informal caregivers said they looked to the clinicians whom they trusted and 

who were most involved in their care, or they searched the internet, to gain more information 

once drugs had been prescribed. I discuss the implications of accounts of prescribing 

decisions in Chapter eight.  

 

7.5.3   Conversations about dying and medication 

 

The most striking finding was the variable and often vague nature of recalled conversations 

with clinicians about the process of dying and the role of anticipatory medication in planned 

care. Clinicians generally offered only nebulous details of what dying might entail, the 

possible symptoms, and when drugs would be used. Corresponding with the findings 

presented in Chapter five on GPs’ views, and previous research into nurses’ perceptions of 

anticipatory prescribing conversations, [3,52] clinicians judged the willingness of patients 

and informal caregivers to hold detailed end-of-life discussions and tailored information 

accordingly. However, clinicians expected that patients and families would not want much 

information about the dying process and encouraged the bracketing of thoughts of dying once 

initial plans had been made; they frequently focused conversations on making the most of the 

time left rather than what would happen at the end of that time. 

 

These clinician tactics of promoting positivity had mixed results. When patients and informal 

caregivers in my study were focusing their limited energy on living in the present, and when 

vague planning conversations about the patient’s impending death matched participant 

preferences regarding the amount of information they wanted, this helped them to bracket 
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thoughts of care in the last days of life. Maintenance of positivity, continuity of daily life and 

trying not to dwell on death form a frequently observed coping mechanism that people use to 

deal with terminal diagnoses and protracted dying. [284,285,293,294,296,300,355,356] 

However, participants who wanted practical, detailed discussions about the dying process 

ahead of time, including its uncertainties, had to work hard to find clinicians willing to have 

these conversations. Previous studies in which dying patients or their informal caregivers 

were interviewed regarding their experiences of end-of-life medication care also found that 

the participants infrequently received sufficient information about drugs and the physical 

changes associated with dying. [4,52,188,352] This situation leaves families with unresolved 

concerns regarding the possibility of pain, suffering and unusual behaviour in the last days of 

life. [4,56,106] 

 

The term ‘just in case’ was often used to describe and discuss the purpose of anticipatory 

medication in care of the dying, both in this study and in my GP interview study (Chapter 

five). This term risks creating uncertainty rather than communicating a shared idea of the role 

of drugs and a sense of control, especially in end-of-life situations that are already distressing 

and changing rapidly. [2,4,57] The term ‘just in case medications’, when used in isolation, is 

a reference to an unspecified back-up plan that is obscure to non-clinicians, especially those 

with little or no expertise of the dying process. [357] Pollock et al. (2021) also found that 

informal caregivers reported anticipatory medications were prescribed without accompanying 

explanations or discussion; alternatively, the term ‘just in case’ was used by clinicians to 

avoid going into too much detail. [52] The present study showed that inadequate 

conversations on prescribing led to patients and informal caregivers accessing alternative 

sources of information and using cultural reference points to make sense of the purpose and 

possible effects of anticipatory medication. Injectable morphine and other opioids are 

commonly perceived to be dangerous drugs with undesirable side effects, including the 

potential to hasten death. [105,106,110,175,184] Clarity of language and shared 

understanding is important in exploring adequately patients’ and informal caregivers’ 

preferences and concerns and agreeing on when anticipatory medications will be used.  

 

7.5.4   Providing informal caregivers with more information 

 

Most informal caregiver participants received more detailed information from nurses on 

symptom control as death approached or when they called the nurses to administer drugs 
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rather than earlier in the process. Informal caregivers manage day-to-day care as patients 

weaken, and at this point clinicians often decide with families about patient care. 

[2,4,52,57,105] This switch in the focus of care decisions from clinicians to families is both 

practical and a general tactic that clinicians use to help everyone cope with feelings of 

helplessness as they provide care to dying and increasingly unresponsive patients. [59] 

However, waiting until dying symptoms develop before providing more detailed information 

about end-of-life medication adds to the stress and burdens experienced by informal 

caregivers and to the anxieties that accompany dying for patients. 

 

7.5.5   Ambivalence about anticipatory medications  

 

The presence of anticipatory medications in the home was simultaneously reassuring, a 

source of unease and, for some, a reminder of approaching death. These findings mirrored 

clinician accounts and the results from my research into GPs’ views and experiences (Chapter 

five) and patient and family reservations that were occasionally recorded in patient records 

(Chapter six). Pollock et al. (2021) also found patients and families viewed the prescribing of 

anticipatory medications as a symbolic intervention, one which clearly indicated the 

imminence of death. [52] Although public accounts from patients and informal caregivers in 

my current study matched clinicians’ accounts that drugs were a welcome insurance plan, 

private accounts and actions showed a range of simultaneously held views that included 

caution and ambivalence regarding the use of anticipatory medication. Several informal 

caregivers expressed concern that administration of injectable drugs, especially opioids, 

could impede patients’ abilities to communicate or could cause over-sedation. These findings 

matched those of studies that investigated family caregivers’ experiences of administering 

end-of-life care drugs themselves. [105,106,175] The current study showed that these 

concerns often grew as death approached and the side effects of administered drugs were 

witnessed. 

 

Several participants in the present study harboured beliefs that the medications might hasten 

death. Previous studies have identified that patients and families can perceive death to be a 

desirable way out of poorly controlled pain and prolonged suffering. [2,175,355] In a recent 

trial of the feasibility of informal caregivers administering injectable anticipatory medication, 

two informal caregivers raised concerns that the patient might ask for a large dose to end 

their life. [175] Similarly, one patient in the present study expressed the hope that 
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administration of anticipatory medication might hasten their death if things got too much. 

Another informal caregiver was very concerned that visiting nurses would be too liberal in 

using drugs if they did not remain vigilant on the patient’s behalf. Participants held 

conflicting views regarding whether drugs hastened death, caused over-sedation or provided 

proportionate symptom relief; these mixed views were amplified when the purpose of the 

drugs had not been discussed in detail or when conversations were not returned to as patients 

declined to discuss these issues.  

 

7.5.6   The promise of accessibility 

 

The promise of accessibility to timely, nurse-administered anticipatory medication proved not 

to be the case, at least initially when informal caregivers requested that the drugs be given. 

The nurses valued their own assessments of symptoms, or those reported by patients, much 

more than the informal caregivers’ views of the patients’ discomfort. This finding 

corresponds with those of Wilson et al. (2015), [20] who reported that nurses would 

administer anticipatory medication if they judged that symptoms were irreversible and due to 

dying, whilst they took care to make these decisions without the influence of relatives. As my 

study found, this approach restrains the voice and influence of informal caregivers, who 

provide the bulk of care and know the patient best. Vermorgen et al. (2021) similarly found 

that informal caregivers, who provided extensive end-of-life support for loved ones, were 

rarely treated as experts by experience and equal members of the end-of-life care team. [109] 

However, as patients become weaker in the dying phase, informal caregivers may witness 

intermittent distress that may not be evident when clinicians make short home visits. [57,105] 

 

7.5.7   Negotiations with nurses  

 

Provision of care to the dying at home can be a frustrating and isolating experience for 

informal caregivers. [2,55,58,102] Payne et al. (2015) found that family members appreciated 

nurses relieving them of complex symptom control responsibilities by starting the 

administration of injectable medication. [106] However, the present study showed that 

informal caregivers assumed a role of heightened vigilance in their dealings with healthcare 

services and felt they needed to advocate on the patient’s behalf when the patient was unable 

to communicate their own wishes and preferences. Negotiation with nurses regarding when 

such care would and should be given was made more difficult for informal caregivers 
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because they had to learn professional rationales and varying criteria for the administration of 

anticipatory medications, without the benefit of explicit information and training to recognise 

and respond to symptoms of pain and distress. This was an unexpected added responsibility.  

 

The witnessing of pain and suffering, and having limited influence in symptom relief 

decisions, can leave informal caregivers with lasting negative memories and guilt. 

[2,57,105,188] Patients in this study were very aware of this possibility and were keen to 

prevent it, with mixed success. The confidence and assertiveness of informal caregivers to 

navigate healthcare systems were major factors in accessing timely anticipatory medication 

care of the dying at home. I discuss this further in Chapter eight. 

 

7.5.8   Burden of treatment 

 

This study showed that community healthcare services relied heavily on families to ensure 

that anticipatory medication and associated equipment were restocked and that professionally 

valid drug administration charts were available. Informal caregivers and wider family 

members, who expended their limited energy and time to join up branches of professional 

care, felt this burden most acutely. May et al. (2014) propose that ‘burdens of treatment’ must 

be considered from the perspectives of both the patient and their support networks to ensure 

that the work of care is appropriate and sustainable. [75,358] As patients near death, they and 

their increasingly fragile support networks can become overwhelmed by the burdens of 

monitoring symptoms and the effectiveness of anticipatory medication, collecting 

prescriptions and coordinating care with community healthcare services. This collective work 

and burden of ensuring that suitable care is given is widely unrecognised and under-

acknowledged; clinicians and community healthcare services routinely expect and rely on 

informal caregivers to have the capacity, will and skills to undertake increasingly complex, 

quasi-professional medication management activities alongside their other caring roles. 

[52,110,111,353] 

 

7.5.9   Medication improved comfort 

 

Crucially, most participants in the present study reported that when medication was 

administered, it generally helped with comfort and pain control. This finding corresponds 

with research into clinicians’ and informal caregivers’ views of the importance and benefits 
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of having anticipatory medications ready for use when they are needed. 

[20,163,21,177,53,121] Anticipatory prescribing is often presented as being of universal 

benefit by clinicians and in policy documents. [8,173,174,206,207] However, clinicians 

underestimate the hidden work that informal caregivers undertake in negotiating with nurses 

to have medications administered, chasing prescription documentation, sourcing and 

collecting replacement stock.  

 

7.5.10   Removing controlled drugs from the home after death  

 

The hidden work that families undertake to find ways to return unused anticipatory 

medications to community pharmacies is also under-recognised in clinical practice and 

policy. This aspect of care is rarely mentioned in the literature, but it was a considerable issue 

for bereaved informal caregivers in my study and another investigating families’ 

responsibilities for managing medication at the end of life. [52] Clinicians rely on families to 

return drugs because they are the property of the patient. Clinicians also avoid becoming 

involved in the transport of controlled drugs without justifiable reason in case concerns are 

raised later regarding possible drug diversion. [359] Consequently, families are expected to 

remove controlled drugs from the home and return them to community pharmacies at a 

particularly stressful and difficult time. There is a need to explore alternative ways to remove 

and destroy unused drugs and thereby to relieve families of this additional responsibility.  

 

7.6   Conclusion  
 

This last part of my doctoral research offers new and detailed insights into the varying and 

often brief nature of conversations about anticipatory prescribing and discussions about the 

process of dying between patients, informal caregivers and clinicians. Several participants in 

my study recalled that they had been issued medication with no prior discussion. Clinicians 

generally presented anticipatory medications in terms of a useful insurance plan to have in 

place, without going into detail about the likely timing and nature of dying. This encouraged 

the avoidance of the realities of care during the last days of life until these days came. This 

approach suited most patients and informal caregivers but frustrated those who wanted more 

detailed information about drugs and dying. Clinicians decided what information would be 

shared and when. Clinician’s use of the term ‘just in case’ to communicate the purpose of 
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certain drugs added to ambiguity about their role in care and what might happen during the 

dying process. The management and administration of anticipatory medication was presented 

as being something that community nursing teams would take ownership and responsibility 

for: in many instances this did not prove to be the case. 

 

The presence of anticipatory medication was simultaneously reassuring and a source of 

unease. Patients and informal caregivers were worried that dying would be painful or 

distressing; they reported having limited opportunities to discuss dying care, their concerns, 

the specific roles of drugs and their potential effects until events unfolded. Patients reported 

becoming more comfortable with the idea of having anticipatory medications in the home as 

their conditions deteriorated and death approached. Conversely, informal caregivers became 

more uncertain regarding whether the medication might be given inappropriately, have 

adverse side effects or hasten death. The limited nature of discussions that were held ahead of 

the dying process about the drugs exacerbated these worries.  

 

Informal caregivers often had to be assertive and negotiate with nurses to persuade them to 

administer the first dose of anticipatory medication when patients were perceived to be in 

pain or distress. Differences in skill levels, experience and judgements of visiting nurses 

posed significant problems for informal caregivers when they tried to ensure drugs were 

given for symptoms they had witnessed. Informal caregivers had a limited say and influence 

in administration decisions; in contrast, patients who were able to articulate their own 

preferences had no difficulty in ensuring that nurses administered drugs. The limited leverage 

that informal caregivers experienced and the hidden work they undertook to ensure drugs 

were available and given added to their stresses and concerns during the last days of life.  

 

Crucially, when they were administered, anticipatory medications generally improved 

comfort and pain control. However, the perceived value of anticipatory medications in care 

was reduced if they did not help relieve symptoms or if patients became heavily sedated. 

 

In the next chapter, I synthesise the findings from the three empirical chapters and consider 

the key insights that my research offers into anticipatory medication decisions and care 

within the context of sociological and psychological theories.  
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Chapter eight 

‘Generally, we try and fill up the house [with anticipatory medications] so 

we don’t have any last-minute dramas.’  

Dr Smith, GP, GP interview study 
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Chapter 8 

Discussion  
 

8.1   Introduction 
 

The previous chapters highlight that anticipatory prescribing practices reflect clinician 

preferences to have drugs available weeks to months ahead of potential need. The availability 

and appropriate administration of anticipatory medications, alongside regular community 

nurse support, was commonly reported to have made real differences in patients’ care 

experiences. However, access to anticipatory medications was found not to be as reassuring 

and unproblematic as end-of-life care literature and policy presents it to be. [1,8,9,360] 

Anticipatory prescriptions were not a clinical panacea in the relief of crisis symptoms, nor in 

helping patients and informal caregivers to cope at home. Anticipatory medication 

prescribing and administration practices introduced and perpetuated a range of issues, which I 

discuss in this chapter. 

 

I synthesise in this chapter the findings from the three empirical studies and further consider 

the key insights into anticipatory medication care, and experiences of it, that my research 

provides. [226,227] I draw on classical and contemporary sociological and psychological 

literature on heuristic thinking, [301] rationalisation of medical work, [302,361] awareness of 

dying contexts, [59] shared decision-making and the logic of care [48,74] to understand the 

social dynamics in prescribing and administration practices and preferences. I also 

contextualise care within the concepts of stocks of knowledge [362] and boundary objects. 

[303] This literature, along with the end-of-life care literature, provided rich insights and 

informed my thematic synthesis within an overarching social constructionist approach. 

Interpreting the key findings of my three studies within the context of existing theory enabled 

me to further understand the social and healthcare culture dynamics involved and provided 

novel, detailed analytical insights into the nature of anticipatory medication care; insights 

which have resonance beyond the participants in my research. 

 

I first consider the predominant clinical culture of prescribing as part of formulaic 

professional end-of-life care planning, including the standardisation of prescriptions, 
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reflecting electronic record templates prompts and wider expectations of healthcare. I draw 

on key theories to understand the dynamics and knowledge exchanges in anticipatory 

prescribing and administration decision-making. I then consider how anticipatory prescribing 

practices impact on patient safety, often in unanticipated ways. I highlight throughout the 

ways in which the actions of clinicians, patients and informal caregivers are facilitated and 

constrained by the social structures and culture in which they operate. [59,65,73] 

 

8.2   A culture of prescribing  
 

There was an overriding view among clinicians who took part in my research that it was 

helpful and prudent to prescribe anticipatory medication as early as possible. This was 

perceived as an essential intervention for end-of-life care planning that helped in the 

management of the uncertainty of dying trajectories (Chapters five, p142, and seven, p201). 

Clinicians find it particularly challenging to care for people with advanced conditions when 

the time frame to death is long or the decline unpredictable, as is often the case when patients 

die in old age with multiple life-limiting conditions. [67,82,305,360] Anticipatory prescribing 

was used routinely as a form of clinical safety net [363] to minimise the risk that patients 

might experience unrelieved pain or distress in their last days of life. This approach was 

encouraged by the prevailing and consistent culture of prescribing across the participating 

community healthcare services, with nurses requesting and ensuring that all common drugs 

were in place.   

 

Clinicians reported predominantly focusing on physical symptom relief in their medical 

responses to suffering and death. McNamara (2004) similarly highlights that, despite their 

acknowledgement of spiritual and emotional suffering, palliative care clinicians prioritise the 

control of physical symptoms as these are the most measurable and manageable components 

of dying; [42] these are the aspects of care they feel best equipped to address. Physical 

symptoms such as pain, agitation or nausea and vomiting can be more readily addressed with 

medications; it is hard to provide additional physical or emotional support beyond time-

limited clinician home visits in an increasingly healthcare-resource-constrained environment. 

[115,322,328] Intervening with injectable medications is something clinicians can do to 

lessen physical suffering in the last days of life and to help concerned families. [7,59,364] 

Such an approach implies that physical and emotional pain and suffering can be dramatically 
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reduced or eliminated with medication; it often cannot. [56] Informal caregivers who were 

involved in my research thought that anticipatory medication helped their dying loved ones, 

but it did not necessarily resolve patients’ or families’ suffering. Indeed, some were left with 

nagging doubts about whether patients had been sedated to the point where they could not 

communicate their distress.  

 

The dominant focus in healthcare cultures on medications to manage symptoms enlists the 

aid of modern medical science to bring the act of dying under human control. [41,298] 

Fifteen years after the introduction of injectable diamorphine (an opioid) for the control of 

pain in advanced cancer, O’Neill (1994) observed that it had become increasingly difficult in 

the UK to die without receiving drugs via a syringe pump. [343] Most patients dying from 

expected causes in Flinton and Westshire can expect to be prescribed anticipatory 

medications, and the majority of these patients will receive injectable drugs and have a 

syringe pump. The study of patient records showed that at least one injection had been given 

to 100/167 (59.9%) of patients who had been prescribed drugs; the same had occurred for 

7/11 (63.6%) of patients in the multi-perspective longitudinal interview study. Clinicians 

indicated that anticipatory prescribing had become increasingly important during the Covid-

19 pandemic to ensure that medications were available for dying patients to prevent crisis 

hospital admissions (Chapter seven, p202). At this point in time it is unknown whether the 

pandemic has changed prescribing patterns and behaviours longer term.  

 

Medical advances have led to increased medication options available to control end-of-life 

symptoms, but there are major limits to clinicians’ use of science to plan for and control the 

future circumstances of death and dying. The identification of when someone is likely to die 

and of their future symptom control needs are difficult, inexact and in large part subjective. 

[67,330,365] Current clinical guidance and practices regarding the prescription of 

anticipatory medications for the last days of life are largely based on the symptoms 

experienced by patients dying with advanced cancer. [8,135,366] There remains limited 

understanding regarding the symptoms experienced by patients dying from non-cancer 

conditions; the presence of symptoms can vary widely between individuals as much as by 

underlining conditions. [215,216,367,368] There is limited evidence of the clinical 

effectiveness of putting anticipatory medications in place. Scientific solutions for the 

management of dying, such as anticipatory medication, have the potential to introduce 

unexpected and undesired effects 2 and may not entirely solve the problems they seek to 
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address. [34,74,369] The complexities and unpredictability of dying cannot be entirely 

addressed by a rationalist scientific approach.  

 

8.3   Formulaic and simplified end-of-life planning  
 

End-of-life care policy and community healthcare culture emphasises the importance of 

planning for dying. Participating clinicians sought to do their utmost to organise care and to 

anticipate patients’ needs in advance. Anticipatory prescribing was viewed and used by 

clinicians as part of a core package of this planning. The essential elements of what at times 

appeared a formulaic and simplified recipe for advance care planning involved the 

establishment of the patients’ and their families’ preferred places of care and death, 

discussion and completion of a do not attempt cardiopulmonary resuscitation form, and the 

prescription of anticipatory medication. End-of-life planning was undertaken as part of a 

single consultation for 111/167 (66.5%) of patients in the records review study and in most of 

the accounts of care in the longitudinal interview study. There were also occasions when 

clinicians drew up end-of-life plans, including the prescribing of anticipatory medication, 

without consultation with patients, particularly for patients who were perceived to be 

unwilling or unable to consider future care (Chapters six, p174, and seven, p204). This 

approach, in which clinicians act in a patient’s perceived best interests, corresponds with 

findings from previous end-of-life research. [34,314] 

 

Policy and clinical discourses conceptualise advance care planning as an evolving process 

that is revisited as needs and situations change. [8,40,46,327,339,370] In contrast, my 

clinician participants typically considered that it was better for everyone if plans were made 

during a single consultation as this helped everyone involved to get difficult discussions out 

of the way (Chapters five, p148, and seven, p202). In general, the discourse of policy and 

palliative care literature was not reflected in their clinical practice. There were exceptions: a 

minority of clinicians preferred to stagger planning conversations, especially when they had 

regular contact with patients or considered that conversations should build up to and end-of-

life plans subsequently revisited.  

 

This formulaic approach to end-of-life care planning that was widely adopted in practice 

enabled quick decision-making and integration of these complex and emotionally demanding 
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conversations into clinicians’ wider workloads. Kahneman (2012) proposes that people learn 

to take short cuts habitually to simplify and solve complicated problems quickly. This 

heuristic thinking involves the substitution of complex and tricky questions with simpler, 

alternative questions that are readily answered with existing, and often imperfect, solutions. 

[301] Contextualising participants’ accounts within the theory of heuristic thinking provides 

further insights into how it was relatively easy for clinicians to use formulaic end-of-life 

planning interventions. 

 

Clinicians often recognise that situations require more complex and tailored solutions, but 

heuristic thinking, competing work demands and limited resources lead them to resort to 

familiar, overly simplified planning interventions. [371] For example, the multifaceted and 

challenging question of ‘what is important to this person at the end of their life?’ can easily 

become ‘where would they like end-of-life care?’, ‘would they like resuscitation?’ and ‘is it 

time to prescribe anticipatory medications?’ (Chapters five, p148, and six, p173). These 

revised questions are more medically focused and use pattern recognition strategies to 

identify solutions. The last two questions are immediately solvable with clinical 

interventions; they also meet cultural expectations that the patient’s preferences regarding 

place of care are broached and key professional interventions, including anticipatory 

medication, are in place. [114,173,3,339,8,27,341] Some additional end-of-life care services 

cannot be accessed until advance care planning interventions are agreed: two hospice at home 

nursing services in Flinton and Westshire do not provide home visits if patients are referred 

without the presence of a do not attempt cardio-pulmonary resuscitation form and 

anticipatory medications in their homes 3. 

  

Community end-of-life electronic record templates also stimulate and shape this simplified 

approach to end-of-life care planning. End-of-life care record templates, as shown in Figure 

6.1. (Chapter six, p190), are increasingly used in the UK to coordinate care across different 

services, and to aid communication and continuity of care. [121,265,340] This technology 

also shapes practice by prompting the recording of set plans when patients are recorded as 

having an end-of-life condition: preferred place of care and death, along with the completion 

of a do not attempt cardio-pulmonary resuscitation form and the prescription of anticipatory 

medication. Although such templates are designed to be aid-memoires and are intended to 

stimulate discussions, in practice they may confines their scope, encouraging the 

bureaucratisation of end-of-life care planning by promoting a ‘one-size-fits-all’ planning 
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intervention. Through the use of these tools, end-of-life care planning risks being reshaped 

into a logical and sequential checklist [34,241,302,335,361] rather than a dynamic process 

that requires ongoing conversations and interactions.  

 

The extent to which recorded care in the clinical records review study reflected the actual 

nature of discussions is uncertain. Patients, informal caregivers and clinicians who took part 

in the longitudinal interview study confirmed these findings: they infrequently recalled 

having ongoing end-of-life advance care planning discussions. Mirroring other research 

findings, patient participants considered end-of-life plans as provisional and open to revision 

to help them and their families cope as their situations and needs changed (Chapter seven, 

p212). [33,54,55,300,372] In contrast, most clinician participants felt that they did not need to 

return to plans once these had been agreed (Chapters five, p149, and seven, p201). Greater 

thought needs to be given to the limitations of professional techniques used for end-of-life 

care planning and to the content and use of template prompts in electronic patient records. 

 

8.4   Standardised versus individualised prescribing  
 

Anticipatory medications were frequently prescribed as standardised drugs and doses. The 

retrospective records review study found that 154/167 (92.2%) of patients were prescribed 

anticipatory medication for all five of the common symptoms: pain, breathlessness, nausea 

and vomiting, agitation and noisy respiratory secretions. Similar drugs and dose ranges were 

prescribed for all these symptoms for 105/167 (62.9%) of patients following local electronic 

record templates recommendations. Prescribing practices were similar in the longitudinal 

interview study: 9/11 (81.8%) patients were initially prescribed drugs in these standard dose 

ranges for all five symptoms.  

 

GPs routinely used electronic end-of-life templates in patient records to guide their decisions 

in the prescribing of anticipatory medications: these suggest usual medications and starting 

doses. GPs described finding this guidance valuable, given that they infrequently prescribed 

these drugs; previous studies have highlighted a lack of prescriber confidence as a barrier to 

the prescribing of anticipatory medications. [3,20,114,173,202] GPs work in a healthcare 

culture in which colleagues, especially community and palliative care nurses, expect 

standardised drugs and dose ranges to be prescribed. [183,210] My research identified that 
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visiting nurses would request that GPs complete further prescriptions when drugs for all five 

common symptoms and a choice of dose ranges were not in place. (Chapters five, p146, and 

six, p177) 

 

While the recommendations offered by an electronic prescribing template help to ensure that 

valid prescriptions of common drugs at standard dose ranges are in patients’ homes, they do 

not promote individualised prescribing. National guidance that was issued after the 

discontinuation of the Liverpool Care Pathway recommended an individualised approach to 

prescribing based on patient preferences and probable needs. [8,66] The blanket prescribing 

of the same medication for all patients is discouraged to avoid the risks of over-medication 

and inappropriate administration of drugs by inexperienced staff. Yet electronic template 

recommendations shape actions as much as clinicians’ judgements of whether the tool 

provides appropriate guidance for the patient. [302,361] The underlining premise of 

electronic template recommendations is that there are limitations and unjustified variations in 

clinicians’ judgements and standardised instructions compensate for these. [302] GP 

participants did not often prescribe anticipatory medications and acknowledged the 

limitations in their skills and experience; for them, standardised prescribing became the norm 

(Chapter six, p177). 

 

Standardised prescriptions have their place. Prescribing drugs for future unknowns, often 

weeks in advance, is an inherently uncertain process, especially if patients have not 

previously experienced symptoms that have required strong opioids or sedatives. Prescribing 

standardised, small starting doses and ranges enables the trialling of anticipatory medications, 

with subsequent prescriptions adjusted to individual need. However, the initial prescribing 

recommendations that are provided by the electronic template for four drugs and starting dose 

ranges are geared towards a generic patient’s likely needs rather than an individual’s existing 

issues and probable symptom profile. [138,216,302,366]  

 

Local healthcare culture has shaped the content of electronic prescribing template 

recommendations and standardised care as much as existing evidence-based practice. The 

retrospective review study of health records showed that injectable antimuscarinic medication 

for noisy respiratory secretions were almost universally prescribed to patients who were 

issued with anticipatory drugs; 50/100 (50%) of those patients who had anticipatory 

medications administered received injections of antimuscarinic medication (Chapter six, 
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p184). Cultural practice norms made them part of routine management of noisy respiratory 

secretions, often referred to by professionals as ‘death rattle’, which families and clinicians 

may be distressed to hear. [304,364,373] This is despite a lack of proven therapeutic effects 

of antimuscarinic medications to relieve what can be a non-troubling symptom for dying 

patients. [8,153,373–375] The perceived benefits of being able to offer a drug intervention 

appear to have outweighed the evidence that suggests it is ineffective.  

 

Standardised prescribing practices do not match the concept that is promoted in national 

guidance of ensuring that care is person-centred, and hence takes into consideration patient 

and family preferences and concerns. [8,66] Patients and informal caregiver participants 

stated that, in most cases, they felt they had a say in whether or not they accepted anticipatory 

prescriptions. However, the choice of injectable drugs that were prescribed was down to 

clinicians. No participants recalled that information was given regarding the potential risks or 

side effects of these drugs; the likely side effects of strong opioids and midazolam include 

drowsiness, cognitive impairment and fatigue (Chapter one, Table 1.1.). [15] Conversations 

regarding prescriptions, when they took place, focused only on the benefits of having 

anticipatory medications available (Chapters five, p149, and seven, p204). The limited 

information that was offered on individual drugs and their possible side effects prevented 

patients and informal caregivers from having a more active and informed role in treatment 

choices. 

 

8.5   Selective information-sharing  
 

The information that clinicians shared about anticipatory medication shaped how it was 

perceived. What information was shared, with whom, and when, was the choice of clinicians 

as the brokers of knowledge in relationships. [48,316,376] Accounts in all three of my 

research studies detailed the sharing of selective, and often brief, information on drugs and 

their role in dying care. Patients, informal caregivers and clinicians reported conversations 

that highlighted the role of drugs as useful insurance to have ‘just in case’ they were needed 

to control symptoms. It was rare for patient and family concerns and expectations regarding 

dying and medications to be explored or discussed when drugs were prescribed. This finding 

reflects those of other research into end-of-life medication practice. [52,106,188,352] 

Consequently, patients and informal caregiver participants stated a range of diverse ideas and 
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concerns about what the drugs were for, when they might be used, their likely side effects 

and whether they might hasten death.  

 

There remains a deeply embedded social norm that clinicians, especially doctors, ‘know 

best’. [246,377] Patients who are approaching the end of their lives, and their informal 

caregivers, are often reluctant to assert themselves regarding treatment options in the 

presence of clinicians. [376,377] They  perceive that there are limits to how far they can 

question clinician recommendations or decisions, since they are heavily reliant on those 

clinicians as the gatekeepers of healthcare resources. [4,109,352] Clinicians also hold 

considerable leverage as the official ‘experts’ and holders of medical knowledge in patient-

clinician relationships. Ten GP who I interviewed in my research recalled using their powers 

of persuasion to ensure that patients and informal caregivers accepted prescriptions (Chapter 

five, p150).  

 

The power asymmetry in clinician-patient and clinician-family relationships can result in 

hesitancy among patients and informal caregivers to vocalise their thoughts regarding 

anticipatory medications, particularly strong opioids, and to ask whether they might hasten 

death. Patients tend to keep their ideas to themselves; when clinicians do not actively ask 

about and explore patients’ views, each party can take very different ideas away from their 

consultation. [237] Even when families stated that clinicians had explored and discussed the 

opinions of drugs, often after they had been prescribed, patients and informal caregivers 

reported that they were simultaneously reassured by the presence of anticipatory medications 

and concerned that they could have undesirable effects. However, most participants 

understood that these drugs were to aid in the process of dying. 

 

This lack of detailed explanations from clinicians was not perceived as a problem by some 

participants. Patients and families who took part in my research had varying preferences 

regarding how much they wanted to know about end-of-life care; some wanted detailed 

information while others looked to clinicians to act in their best interests. A collective form 

of positivity, focused on making the most of the time that patients had left and the continuity 

of daily life, helped some to put to the back of their minds the reality of final days of life until 

they came (Chapter seven, p200). Prescription of anticipatory medications with the 

explanation that they were available ‘just in case’ helped clinicians to put professional end-

of-life care plans in place while avoiding detailed, and potentially distressing, conversations 
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about the dying process (Chapter five, p149). Rather than a subject to facilitate open 

conversations about dying, anticipatory prescribing was widely used to keep conversations 

vague and closed. 

 

Patients and informal caregivers who wanted more detailed information about anticipatory 

medications and what dying would involve had to navigate clinicians’ preferences for sharing 

vague details. Some were resourceful in asking questions to find out more, especially from 

clinicians with whom they had built close relationships. They also used different information 

sources and their own expertise to make sense of situations. However, finding clinicians who 

were willing to offer more details took time and effort (Chapter seven, p210). Patients and 

informal caregivers had to interpret what clinicians said and, crucially, did not say about the 

process of dying. [59,237] They gave accounts of piecing together information or searching 

for more knowledge if they were not satisfied with the explanations given.  

 

Clinicians tended to provide more detailed information about anticipatory medication and 

practical guidance regarding symptom management to informal caregivers once patients were 

weakening and death approached. This enabled them to help families to prepare for and cope 

with the dying process. Previous research into end-of-life care has identified that clinicians 

routinely provide informal caregivers with more information than patients; the avoidance of 

giving patients potentially unpleasant information about dying is intended to promote 

optimism and spare emotional upset. [59,352] The problem for informal caregiver 

participants who took part in my research was that detailed information about anticipatory 

medication often came too late; they found out more about when the drugs would be used 

when they tried to persuade nurses to administer them (Chapter seven, p216).  None of the 

patients or caregivers who were interviewed for this study had received an information leaflet 

on the drugs or the dying process; clear and concise written information about medications 

would have helped to back up conversations in what were very stressful circumstances. 

 

8.6   Awareness of dying contexts  
 

Seminal research by Glaser and Strauss (1965), [59] which explored awareness of dying 

contexts, provides a useful theory to understand how anticipatory medication discussions, and 

associated conversations about dying, are navigated in practice 4. My engagement with their 
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applied theory helped in interpreting how clinician participants’ assumptions, preferences and 

actions shaped knowledge exchanges and what information was shared about the process of 

dying ahead of time. Glaser and Strauss’s extensive research into end-of-life care in hospitals 

identified the ways in which clinicians control and share information with patients and their 

families directly influence the four awareness contexts in which patients receive care:  

1) Closed awareness: clinicians, often working with families, facilitate a context in which 

patients are kept unaware that they are dying;  

2) Suspicious awareness: patients suspect they are dying but are unable to find out the truth 

from clinicians or their family;  

3) Mutual pretence: all parties are aware that the patient is dying, but all pretend otherwise in 

their interactions;  

4) Open awareness: all parties acknowledge and discuss that the patient is dying, and openly 

make plans for the end of the patient’s life.  

 

Contemporary end-of-life policy and palliative care values promote an ideological 

commitment to open awareness of dying. Clinicians are encouraged to facilitate frank 

conversations about death and dying, enabling patients to bring closure to their lives and plan 

for their death based on their personal thoughts. [8,35,40,46,102,378,379] However, an open 

awareness context introduces complexities and has potential disadvantages for some patients, 

who must now face impending death both privately and in public. This brings a responsibility 

to act in a socially acceptable style whilst dying; this includes making plans that clinicians 

consider appropriate and being grateful for the care that is offered. [56,59,63] Some patients 

and families do not want to have in-depth conversations about death and dying, or at least not 

until death is imminent. [34,313] Several clinician participant accounts in my research 

contained this assumption. Open discussion of death and dying is emotionally demanding and 

can dominate or restrict social interactions. Consequently, patients, families and clinicians 

often collectively instigate a form of mutual pretence, focusing conversations on safe talk 

about day-to-day events and symptoms. [34,59,337,379] 

  

Even when patients are receptive to a shared open awareness context, clinicians must decide 

how much they should be told or want to know about dying. Mirroring my research findings, 

several studies have found that clinicians remain selective in the details they provide about 

the process of dying and the imminence of death, instigating or continuing a mutual pretence 

context concerning these topics. [4,59,314,378] Clinicians are concerned about the risks of 
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taking hope away from patients and families by providing potentially unpalatable details 

about dying. The prospect of a drawn-out period of decline, suffering and dependency on 

others can be very distressing for patients. [56] Field and Copp (1999) have identified that a 

pragmatic ‘conditional openness’ context exists in practice somewhere between the mutual 

pretence and open awareness contexts proposed by Glaser and Strauss. [378] In the 

conditional openness context, clinicians are committed to openness but generally avoid 

providing blunt disclosures; they offer information about the nature of dying gradually over 

time as patients, and their families, adjust to their terminal prognoses. [380] 

 

The ways in which clinicians shared information in my research tended to reflect a 

conditional openness context. All the participants I interviewed reported that there was open 

awareness of the terminal nature of the patient’s condition. Even in the open awareness 

context, participants in interviews reported that information about the imminence of death, 

possible symptoms and the role of anticipatory medication in care of the dying was usually 

kept vague until events unfolded. In one case, after the patient had discussed their end-of-life 

care preferences with their GP, their family reported reverting to a mutual pretence context to 

avoid causing the patient anxiety (Chapter seven, p207). The patient’s family knew what the 

anticipatory medications were for but were convinced that the patient did not know he had 

been prescribed them. There were also cases recorded in the retrospective records review 

study in which patients had declined to discuss dying or had cognitive impairments, and 

clinicians made end-of-life planning decisions on their behalf, often with families (Chapter 

six, p174). 

 

These findings raise the question of how much should be said in advance about anticipatory 

medication and the realities of dying. Some patients do not ask about or openly contemplate 

dying care as part of a legitimate coping strategy. [34,59,313,314] The patient and informal 

caregiver participants who took part in my research showed various preferences for 

information; GPs and community nurses recognised these differences in the ways in which 

they tailored information about drugs and dying based on their perceptions of what people 

wanted to know or discuss. Clinicians also disclosed information based on their own 

preferences and personal comfort in having end-of-life discussions (Chapter five, p148). 

However, as my research and other studies have found, patients and informal caregivers often 

want more information about the process of dying and when to use end-of-life care 

medications than clinicians routinely provide. [4,52,352] My research indicated that 
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clinicians did not always take the time to explore information preferences adequately and this 

inhibited the formation of a shared understanding of what would help in the dying process. 

The subject of anticipatory prescribing provides an opportunity to hold open and honest 

conversations about families’ concerns and the realities of dying, if patients and informal 

caregivers indicate that this is their preference, rather than being used as a clinical tool to 

keep discussions vague. Clinicians require skills, training and experience to open up such 

difficult conversations with sensitivity and appropriate confidence.  

 

8.7   Prescription decision-making  
 

8.7.1   Shared decision-making  

 

Participants’ accounts of how clinicians decide to prescribe anticipatory medication are not 

consistent with the prevailing view and ambition that end-of-life care should be based on 

informed shared decision-making. [40,102,381] A central component in shared decision-

making is a two-way exchange of information and ideas, after which both parties agree a 

course of action based on mutual understanding and goals. [49,382] In policy terms, this can 

be translated as ‘no decision about me without me’. [49,383] An emphasis on informed 

choice in Western healthcare is intended to ensure that decision-making reflects patients’ 

wishes and values whilst acknowledging that clinical expertise is important in the exchange. 

[48,311,384] However, despite this rhetoric, shared decision-making is far from an equal 

relationship; clinicians retain considerable power through their scientific expertise, position 

of authority within society and how they frame options and introduce decisions. 

[143,311,382] 

 

The triangulated findings of my three studies emphasise that clinicians routinely lead 

decision-making in the case of anticipatory medication: prescriptions are issued when the 

clinicians perceive this action to be appropriate. Decision-making about prescribing was in 

some cases paternalistic, with GPs explaining how they had persuaded patients and families 

that it was in their best interests to have the drugs available or framed information in a way 

that ensured the prescriptions were accepted (Chapter five, p151). This persuasive approach 

when anticipating possible resistance was observed in a minority of patient records when 

patients had voiced an initial reluctance to accept prescriptions (Chapter six, p175). There 
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remains a cultural expectation that patients should not challenge clinical decisions unless it 

goes directly against their wishes. [311,377,382] 

 

GP participants said they always took responsibility for instigating conversations about 

prescriptions with patients and families. In previous studies, community nurses have reported 

initiating anticipatory prescribing conversations. [3,52] However, in direct contrast with 

clinician accounts, several patients and informal caregiver participants in the longitudinal 

interview study recalled the arrival of medication at the patient’s home without prior 

discussion, perhaps reflecting the reduction in the numbers of GP home visits during the 

Covid-19 pandemic during which consultations and prescribing have increasingly taken place 

remotely. [26,115] However my retrospective records study that was completed immediately 

prior to the pandemic identified 37/167 (22.2%) of patients were prescribed anticipatory 

medications remotely by GPs after requests were made by nurses, without any recorded GP 

contact with the patient or family; it was not always evident from the records that a 

prescribing conversation had occurred with any clinician in these cases. Wyatt et al. (2021) 

also observed that some GPs appeared to be a step removed in prescribing decisions, simply 

signing off prescriptions based on nurse recommendations. [385] 

 

My research showed up the occurrence of the ‘bystander effect’, [34] when no professional 

group took responsibility for holding prescribing conversations or involving patients and 

informal caregivers in decision-making. Brogan et al. (2018) investigated a range of 

community-based clinicians’ perspectives and experiences of shared decision-making at the 

end of patients’ lives. [386] They found that nurses feared causing emotional harm, so they 

only tentatively discussed end-of-life issues with families and then passed the responsibility 

to conduct more detailed conversations to the GP. Similarly, nurses who participated in my 

research documented or reported having limited and brief prescribing conversations with 

families before they requested drugs. GPs then held more detailed prescribing conversations 

with the patient or family (Chapter five, p149), or simply issued drugs remotely based on the 

assumption that detailed conversations had taken place. As a result, on occasions drugs 

arrived with no detailed discussions or warning: this led one patient to complain to their GP 

after discovering that they had been prescribed anticipatory medication without their 

knowledge (Chapter six, p175).  
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In marked contrast, some patients and informal caregivers were actively involved in shared 

prescribing decisions. Visiting clinicians recommended anticipatory medications as a helpful 

intervention as part of a wider discussion that explored patient and family end-of-life care 

preferences. However, clinicians tended not to discuss individual drugs or their intended use 

in the last days of life in detail, unless death was clearly imminent (Chapter seven, p210) or 

the patient was resistant to the idea of having anticipatory prescriptions in the house (Chapter 

six, p175). Patients and informal caregiver participants thought that clinicians had greater 

expertise than they did regarding what would be needed at the end of their life and typically 

accepted their suggestions with minimal discussion. These findings reflect those of studies 

that have investigated how shared decision-making works in practice. [313,382] 

 

8.7.2   Logic of care  

 

Mol’s (2008) theory of the logic of care can be used to explain how the current system of 

decision-making regarding anticipatory prescribing came about, along with the organisation 

of associated conversations about dying. [74] This was a useful lens to further interpret 

accounts from my three studies as it considers the fluid and tentative nature of decision-

making, within the context of clinicians also being selective in the information they share and 

when. Crucially, this theory did not over-emphasise the importance of choice in the realities 

of dying care and enabled me to conceptualise the dynamics involved. Drawing on fieldwork 

that involved observation of the care of patients with diabetes, Mol identified that choice 

played a secondary role in how care was experienced by patients coping with chronic 

conditions. Too much emphasis on choice is potentially unhelpful and a burden, as it shifts 

the responsibility and guilt for bad care decisions onto patients and families. [31,74,316,351] 

Terminally ill patients rarely choose their care alone; instead, they consider the preselected 

options that clinicians put forward and the priorities and concerns of those around them. 

[43,74,144,382] Rather than being a distinct series of fully informed shared decisions and 

choices, Mol suggests that care is constantly renegotiated between patients, families and 

clinicians 5. This involves the development of a shared understanding of the situation and 

each other’s values, compromise and experimentation with what helps at the time; care 

decisions are never fully informed as there is no single moment when all the relevant 

information is available. [74] This reflects the uncertainty inherent in dying and the 

incomplete nature of the information that patients, informal caregivers and clinicians must 

navigate. [67,80,305] 
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This logic-of-care perspective was evident in the accounts that participants gave. However, 

this was not the idealised version that Mol depicts, in which all parties have a similar 

understanding of proposed care and all relevant knowledge is shared. [74] When anticipatory 

medications were prescribed, patients and informal caregivers did not know what would 

happen in the last days of life. They were willing to trust the expertise and recommendations 

of the clinicians who cared for them, even when prescriptions arrived without warning. 

Clinicians promoted a conditional openness context and tailored the information they 

provided about anticipatory medications to match what they perceived people would want to 

know in advance. Choice, as it stood, was dependent on how clinicians presented information 

and the options. 

 

Nevertheless, opportunities were missed to use anticipatory prescribing conversations as a 

means to give patients and informal caregivers the space and time to ask questions about the 

dying process and drugs, while they processed their thoughts and preferences regarding 

prescribing. Clinicians viewed the drugs as being self-evidently useful to help everyone 

involved (Chapter five, p144). In the absence of detailed conversations that explored their 

concerns and preferences, patients and informal caregivers attached multiple and often 

contradictory meanings to the drugs; they saw them as a comforting insurance plan, as very 

strong drugs that had to be treated with caution, as an unwelcome reminder of impending 

death, and as something that could impede communication or hasten death (Chapter seven, 

p225). These conflicting and concurrently held ideas left patients and informal caregivers 

with unspoken reservations about these medications, and these concerns added to anxiety 

when the time came for the drugs to be used.  

 

Clinicians need the time, skills and confidence to hold sensitive conversations that explore 

patient preferences and concerns regarding anticipatory medication and the dying process. 

Policy and guidance emphasise that it is the prescriber’s responsibility to ensure that the 

patient and their family understand the reasons for the prescription and have adequate 

opportunities to discuss their preferences and influence prescribing decisions. [8,66] 

However, in an increasingly fragmented and resource-constrained healthcare environment, 

prescribers may not know the patient or family well, or they might not be available to make a 

home visit at the appropriate time. [58,113,115] Where possible, there is clear benefit if one 

clinician takes the lead in prescribing conversations and assumes responsibility for carrying 
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out in-person reviews that explore patient and informal caregiver preferences and concerns 

about drugs and the dying process. This could be a GP or a nurse who has got to know the 

patient and family over time; continuity and expertise is key, as is periodic revisiting of 

conversations as situations and information preferences change.  

 

8.8   Decisions to administer drugs  
 

Decisions to administer drugs were ultimately made by community nurses as they had the 

expertise, medical authorisation and responsibility to give the injections. [13,20] GPs 

delegated this aspect of end-of-life care to the nurses: it was rare for a doctor to be involved 

in decisions about their use or to administer an injection (Chapters five, p152, and six, p183). 

Patient participants recalled having the option to request or decline injections and stated that 

their preferences were respected; if a patient said they were in pain, nauseous or distressed, 

they were usually given medication to relieve these symptoms. However, patients often had 

limited abilities to communicate when decisions to use the drugs were made. Informal 

caregivers recollected acting on their behalf at this point to request injectable drugs, but 

reported having very limited options to manage symptoms beyond calling the nurses once 

patients were unable to take oral medications. While the change from oral to injectable 

medications relieved informal caregivers of the responsibility of managing multiple oral 

medication, it came with an unexpected new challenge of persuading nurses to give the drugs 

whilst bearing witness to the patient’s suffering (Chapter seven, p216). 

 

Informal caregiver participants drew on the knowledge they had previously acquired when 

asking that anticipatory medications be used. Non-experts make socially derived 

typification’s based on common-sense and their everyday experiences. [362] It was 

analytically useful to consider and conceptualise these social and cultural reference points as 

‘stocks of knowledge’. Each participant’s frame of reference was important in interpretations 

of when it was appropriate and useful to use anticipatory medications. Informal caregivers’ 

stocks of knowledge were derived from their experiences of caring for relatives or witnessing 

dying. [28,362] Many had provided personal care for the patient for several weeks and had 

taken on the responsibility for overseeing and managing their complex oral medication 

regimes, including the administration of oral morphine for breakthrough pain. 

[2,4,57,106,111] Given the lack of detailed prior conversations about anticipatory 
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medications, they had pieced together information from clinicians, their past experiences and 

the internet about the drugs: they anticipated worsening symptoms in the patient's final weeks 

and days of life (Chapter seven, p211). They also drew on social reference points, including 

wider public opinions that opioids are addictive and can hasten death. [20,131] This 

collective stock of knowledge helped them to make sense of changing and unfamiliar 

situations.[362] They knew the injectable drugs were potentially dangerous but that they 

could help with pain, sickness and distress when the patient was unable to swallow their 

normal oral medications.  

 

It helped enormously when informal caregiver had agreed an explicit plan with nurses 

regarding when they should call for the nurses’ help and what circumstances warranted the 

use of injectable anticipatory medications. Informal caregivers reported that in these 

situations’ symptoms were as well controlled as was practical, provided there were not 

difficulties with drug charts and supplies (Chapter seven, p220). However, visiting nurses and 

informal caregivers did not always agree on when anticipatory medications should be 

commenced and had different criteria regarding what symptoms justified their use. This left 

informal caregivers frustrated with their limited influence on nurses’ decisions, a frustration 

that was heightened by their considerable insights into patient needs and comfort between 

nurse visits. Consistent with the findings of previous studies into experiences of end-of-life 

care, informal caregivers in my research had taken on the role of coordinator, maintaining 

vigilance on the patient’s behalf over dealings with healthcare services. [58,106,109,111] 

 

Nurses’ decision-making processes disempowered informal caregivers who felt that their 

views and expertise were at times not adequately considered. Previous ethnographic research 

has found that nurses identify four conditions that must all be met before they administer 

anticipatory medications: symptoms are irreversible and due to the dying phase; the patient is 

unable to take oral medication; the patient consents where possible; and decisions are  

made independent of the demands or requests of informal caregivers. [20] The expertise of 

the nurse to assess the situation impartially is considered an important counterbalance to 

ensure that drugs are not given unduly or in response to family distress. The criteria that the 

nurses used to decide their course of action, independently of the influence of families, were 

baffling and appeared nonsensical to informal caregiver participants; in their recollections of 

discussions with nurses, they felt that their insights had been marginalised. 
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The limited leverage that informal caregivers experienced added to their stresses in the final 

days of life. They had to learn quickly how to convince nurses to administer anticipatory 

medication; most mastered these negotiations through persistence and finding clinicians who 

were prepared to agree to their requests (Chapters six, p182, and seven, p216). It was much 

easier to get drugs administered once the first injection had been given. Informal caregiver 

frustrations with having a limited voice and influence in the use of anticipatory medications 

mirror the findings of a similar study of the experiences of informal caregivers regarding the 

transition from management of oral end-of-life medications to nurse administered injections. 

[106] Further research could usefully investigate whether informal caregivers find it even 

harder to obtain timely symptom control for dying patients who they do not live with. 

 

Unfortunately, none of the nurses involved in decisions to administer medications accepted 

invitations to participate in my research. Patient records provided limited information 

regarding nurses’ administration decisions, as entries were typically brief and focused on 

physical symptoms observed during the nurse’s visit (Chapter six, p181). Nurses occasionally 

recorded the administration of drugs to help families cope as well as to relieve patient 

symptoms. Previous research has found that nurses often struggle to assess whether to 

administer anticipatory medications, particularly in the differentiation between symptoms of 

pain and distress, with less experienced nurses being more reluctant to commence drugs. 

[13,20] When anticipatory medications are prescribed with a dose range, medical 

responsibility for the diagnosis of dying and for the titration of the medication is effectively 

delegated to nurses who have diverse skills and confidence. Multiple studies have found 

nurses can lessen their own distress when they witness suffering if they are able to relieve 

pain and upsetting symptoms through use of injectable medications. [3,59,304,364] 

Conversely, some nurses find it a burden if they have too much responsibility for complex 

end-of-life care decisions. [114,115,387] My research emphasises that community nurses 

require consistent and comprehensive training in the recognition of and appropriate responses 

to dying symptoms and the administration of anticipatory medication. 

 

Decisions to use anticipatory medication involved a series of interrelated steps and require 

patients, informal caregivers and clinicians to work together, ideally to reach consensus. 

Dying at home only feels safe and sustainable for patients and families when they are 

adequately supported to manage symptoms and can quickly access suitably professional care. 

[19,33,55,388] The familiar, safe environment of home can become a frightening place of 
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isolation when informal caregivers become overwhelmed with the challenges of organising 

and delivering care. Informal caregiver participants found that nurses with whom they had 

developed a good relationship made a considerable difference in the coordination of clinical 

care and ensuring that anticipatory medications were given when necessary (Chapter seven, 

p220). Significant problems were experienced by informal caregivers when they disagreed 

with nurses regarding the appropriate time at which anticipatory medications should be 

administered. Timely care also relied on securing prompt nurse home visits: records indicated 

there were occasions where nurses did not arrive in time to give drugs before patients died 

(Chapter six, p185). Systems for arranging for drugs to be appropriately administered were 

often complex, constrained by available community nursing resources and involved 

considerable negotiation between informal caregivers and nurses at times. This critical part of 

anticipatory medication care requires more detailed investigation, including from the 

perspectives of nurses, to understand the dynamics involved and how care can be made more 

accessible and inclusive to improve experiences. [147,389] 

 

8.9   Administration of anticipatory medication by informal caregivers  
 

The potential for informal caregivers to administer anticipatory medication warrants 

discussion at this point: this change would remove nurses from their position as gatekeepers 

in deciding whether to give injections. Prior to the start of the Covid-19 pandemic in 2020, it 

was very unusual for informal caregivers in the UK to give injectable anticipatory 

medications, whereas it is routine practice in parts of Australia and New Zealand. [9,177,180] 

Prescribers in the UK are now being asked to consider administration of injectable 

anticipatory medication by informal caregivers at home in cases in which clinicians consider 

it safe and appropriate. [112,390] Informal caregivers willing to take on this role require 

adequate training and access to responsive, 24-hour clinician phone advice.  

 

This major shift in practice, facilitated by changes in NICE guidance, [112] arose in response 

to concerns that community healthcare services might become overstretched during the 

pandemic, with nurses being unavailable to administer drugs in a timely way. [25] It also 

reflects longstanding community healthcare resource constraints [113,322,328] and an 

increased reliance on informal caregivers to take on complex responsibilities when 

supporting patients at the end of life. [25,52,110,111] Several areas of the UK put procedures 
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in place at the start of the Covid-19 pandemic to support informal caregiver drug 

administration. [26] How widely this approach has been adopted in practice remains unclear 

at the present time. Clinicians have reservations about who are the ‘right people’ to take on 

this responsibility, whether this practice is safe and the emotional burdens that this additional 

responsibility places on families. [25,175,180,201] 

 

No patients who took part in my research received their injectable anticipatory medications 

from their informal caregivers. However, interviewees held strong views on the subject: 

patients and informal caregivers reported that they would not be comfortable performing this 

task, given the perceived dangerousness of the medication involved (Chapter seven, p208). 

Patient participants were adamant that injectable anticipatory medications were potent and 

required medical input; they also wanted their families to be relieved of the responsibility of 

managing symptom control medication in their last days of life. Informal caregivers also felt 

that there were limits to the responsibilities they should take on, and that administering 

injectable medications exceeded these limits, although in practice they often negotiated with 

nurses for drugs to be administered. Studies have shown that informal caregivers who have 

given injectable symptom control medications have been left with concerns that the drugs 

may have hastened death, although they appreciated the opportunity to relieve symptoms 

promptly. [105,175,177,180,184]  

 

Policy and clinical expectations that informal caregivers will feel confident to give injectable 

medications with limited training, when trained nurses struggle with this aspect of end-of-life 

care, may be unrealistic. [13,110,180] It is likely that only a small number of patients and 

informal caregivers would feel able to take on this responsibility, perhaps particularly those 

with clinical backgrounds. However, the act of holding detailed sensitive discussion of 

possible end-of-life symptoms and the role of anticipatory medications within care could be 

empowering and facilitate a knowledge exchange that would be useful for all involved. 

[2,4,175,180] For this option to succeed, informal caregivers must not perceive that they are 

obligated or under any pressure to take on this additional responsibility, it being made clear 

that the standard option of nurse-administered injectable medications remained. The potential 

benefits and emotional burdens for informal caregivers taking on the role of administering 

anticipatory medications also needs further investigation before it becomes widespread 

practice in the UK. 
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8.10   Patient safety  
 

My three studies showed that, in most cases, administered anticipatory medications provided 

timely and appropriate care, with participants reporting that the drugs helped to relieve 

distressing symptoms. However, participants also raised important patient safety concerns 

that have not been salient in clinical narratives and published research to date. I explore these 

key features in the following sections. 

 

8.10.1   A boundary object used in unanticipated ways 

 

Anticipatory medications are used as a boundary object, enabling the sharing of ideas and 

practices across organisational settings, cultures and social worlds. [136,303,391] A key 

strength of the use of anticipatory medications as a boundary object is that they can be 

employed as a shared well-defined clinical concept between different professional groups, 

whilst providing a broader lay idea of a physical insurance plan that can be shared with 

patients and informal caregivers. It also provides a cross-organisational, flexible 

administrative tool that GPs and nurses can use to offer injectable medication for symptom 

control. However, different interpretations of the purpose and symbolism of anticipatory 

medications mean they can also have unanticipated effects on care.   

 

My research highlighted that clinicians who were unfamiliar with the patient saw the 

presence of anticipatory medication as a clear signal that care should focus on providing last-

days-of-life symptom control, especially when the patient’s clinical records were not shared 

across services (Chapters five, p144, and six, p184). However, anticipatory medication has 

evolved from its former role as an intervention to be put in place immediately prior to a 

patient’s last days of life [135,366] to an intervention commonly issued weeks or even 

months ahead of an expected death. [52,212] There were also circumstances in which 

anticipatory medications were prescribed as part of parallel care planning, in case a patient’s 

condition did not improve, alongside the prescription of oral antibiotics for potentially 

reversible infections. The presence of anticipatory medication is no longer a reliable signal 

that care should focus on last-days-of-life symptom control. My research found ten 

documented patient cases in which injections had been administered by nurses between two 

years and two months before death when patients could still take oral medications (Chapter 
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six, p184). Indications included episodes of delirium (sudden confusion), audible secretions 

caused by chest infections that were being treated with antibiotics or because oral pain relief 

medications were not available. However, treatment of delirium with injectable sedatives or 

of potentially reversible chest infections with injectable antimuscarinic medications may 

markedly worsen these clinical situations. [15,392]  

 

As a boundary object that is interpreted in different ways by individuals, anticipatory 

medication has inadvertently become a tool for the management of symptoms before the last 

days of life, including symptoms of reversible conditions. When humans delegate tasks to 

technology, it is assumed that the users of the technology possess a set of predetermined 

skills and behaviours to use the tools consistently. [302,393] However, technology offers new 

abilities to users with a range of diverse skills and training, as is the case with anticipatory 

medication. Drugs for symptoms such as pain and distress have been put in place in the home 

to be readily available without the need for medical authorisation. One informal caregiver 

participant in the longitudinal interview study recalled their shock that a nurse had visited 

while they were out and administered an injectable sedative, especially as the informal 

caregiver felt it was too soon to start injectable medications (Chapter seven, p214). Another 

patient’s clinical situation changed after they had been prescribed anticipatory medication: 

despite now being on a waiting list for surgery, they persuaded nurses to give injections for 

pain (Chapter seven, p217). The ready availability of pre-authorised anticipatory medication 

shaped care decisions in both positive and negative ways: opinions and understanding varied 

on when injections were justified.  

 

Having the drugs in place also enables doctors who are unfamiliar with the patient to make 

care decisions without visiting (Chapter five, p144. The presence of injectable medications is 

not intended to substitute for thorough and skilled medical assessment, but it can be used as 

such. [17,66] Regular reviews by skilled clinicians who know the patient and their situation 

are a central component of high-quality end-of-life care. [113,324,327] In a climate in which 

there are increasing demands on overstretched GPs and community nurses, there is a danger 

that anticipatory medication may be used as a reason to reduce or stop regular clinical 

reviews by these professionals. These risks have been exacerbated during the Covid-19 

pandemic, when medical reviews by telephone or video have become normal practice. 

[26,115] 
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8.10.2   Different ideas about safety  

 

Clinicians, patients and informal caregiver participants were mindful of a range of safety 

concerns in relation to anticipatory medication. Clinicians considered it important to ensure 

that systems were in place to mitigate risks to patient safety and address structural challenges 

in the provision of community-based care (Chapter five, p143). This included prescribing 

medication well ahead of possible need wherever possible, to prevent the patient coming to 

harm due to delays in accessing medical reviews and sourcing drugs in a crisis. As a result, 

anticipatory medication could be in homes for weeks, months or even years (Table 6.4., 

p176). Clinicians were aware of the risk that anticipatory medication could be given 

inappropriately but they considered the risk of non-availability of the drugs to be worse. GPs 

relied on community nurses to give drugs when they were clinically needed, to monitor their 

continued appropriateness, to feedback on risks of drug misuse and to keep them updated on 

the patient’s condition and end-of-life care. This approach relied on the existence of robust, 

integrated systems among different community healthcare services and on suitable inter-

professional communication. [3,21,174] Effective communication within primary care teams 

has become more difficult over recent years as community nurses were no longer based in the 

same buildings as GPs.  

 

Patients and informal caregivers held different views regarding the safety of having 

anticipatory medication readily available. These views of what constituted safe care altered 

over time and as situations changed. As patients weakened and became less able to 

communicate their wishes, informal caregiver participants in my research became 

increasingly alarmed that these potent drugs were open to misuse; they sought reassurance 

that they would be involved in decisions to use the drugs. Informal caregivers felt a lack of 

safety when their views regarding use of anticipatory medications were not adequately 

considered by visiting nurses. Equally, if administered drugs did not help to relieve 

symptoms or caused sedation, care at home felt more precarious for patients and families. 

Mirroring the findings of previous studies into perceptions of safety at home, patient and 

informal caregiver viewpoints were multidimensional and involved feeling emotionally safe 

as well as physically safe. [68,326,394]  

 

Appropriate decisions regarding the use of anticipatory medication are more multifaceted, 

complex and nuanced than is often presented to be in the current literature. Systems and 
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chains of actions involved in the use of anticipatory medication have evolved primarily from  

clinicians’ views of what constitutes suitable and safe practice. [8,13,20,68,75,326] Robust 

integrated systems are needed across community healthcare services to ensure that drugs and 

doses are reviewed regularly and are only administered when indicated after skilled clinical 

assessment. There is considerable scope to make systems and decisions more inclusive and to 

learn from patients’ and informal caregivers’ experiences of care. [106,109] In particular, it is 

important to find ways to include informal caregivers’ views when nurses decide whether to 

administer anticipatory medications and patients are no longer able to voice their views.  

 

8.10.3   Prescription of anticipatory syringe pumps (drivers) 

 

My research highlighted how anticipatory prescribing of ‘as required’ injectable drugs has 

extended to the prescription of drugs ahead of need to be started via a syringe pump. The 

syringe pump delivers drugs by continuous subcutaneous infusion over 24 hours and, once 

commenced, this usually remains in place until death (Chapter six, p183). The drugs are 

prescribed with dose ranges, allowing nurses discretion to decide the starting dose when the 

syringe pump is commenced. My research identified diverse prescribing cultures concerning 

anticipatory syringe pumps. In total, 49/167 (29.3%) of patients prescribed anticipatory 

medications in the records review study were also prescribed anticipatory syringe pumps: 

they were also prescribed for 3/11 (27.3%) of patients who in the longitudinal interview 

study. These prescriptions were in place from between 0 and 536 days before death and gave 

visiting nurses considerable discretion regarding what drugs and doses to start.   

 

Anticipatory syringe pump prescribing is a contentious practice and one that requires national 

guidance. NICE guidance (2015) simply advises ensuring suitable anticipatory medicines and 

routes are prescribed as early as possible. [8] The recent Gosport War Memorial Hospital 

inquiry has increased public and clinician awareness about the risks of inappropriate 

prescription and commencement of anticipatory syringe pumps (Chapter two, p54). [18,395] 

Prescribing an anticipatory syringe pump with several drugs and wide dose ranges increases 

the risks of under or over-medication unless symptom needs are foreseeable and unlikely to 

change. [325,396,397] There is a high chance that prescription needs will change over the 

weeks prior to death; consequently, syringe pumps that are prescribed far in advance are 

unlikely to meet subsequent needs in an individualised way. Syringe pump dose ranges are 

frequently considerably larger than ‘as required’ injection ranges and can lead to 
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administration errors if drugs are started without first assessing the effectiveness of 

previously administered anticipatory medications. [15,68,326] 

 

Clinician participants were divided on whether the prescribing of anticipatory syringe pumps 

was appropriate and safe. GPs who knew and trusted the skills of their nursing team 

colleagues were more comfortable delegating assessments on when to start drugs (Chapter 

five, p154). However, most GP participants were very cautious about prescribing a syringe 

pump without visiting immediately prior to its commencement to rule out reversible causes 

and to discuss when it should be started. In contrast with GP accounts, there were numerous 

recorded cases in which anticipatory medications and anticipatory syringe pumps had been 

prescribed together remotely at the request of nurses with no recorded prescriber contact with 

the patient or families (Chapter six, p179). The three patient participants in the longitudinal 

interview study who had been prescribed anticipatory syringe pumps were unaware that one 

had been prescribed, as were their informal caregivers (Chapter seven, p204). All of these 

prescriptions had been completed remotely by their GP without any conversations about 

syringe pumps. 

 

My research shows that the information given to patients and informal caregivers regarding 

the role of anticipatory syringe pumps is not as organised and coordinated as clinicians 

typically perceive. Conversations about the prescribing and commencement of anticipatory 

syringe pumps are routinely delegated to third parties, commonly nurses, whose expertise, 

assessment and communication skills are variable and, at times, unknown to the prescriber. 

[13,20] Families often perceive the commencement of use of a syringe pump as a signal that 

care is transitioning to last-days-of-life care; patients commonly become drowsier when 

opioids or sedatives are given continuously. [17,57,106,345] Decisions to prescribe and start 

a syringe pump need to be discussed carefully with patients and informal caregivers to 

explore their concerns and preferences, to explain the goals of the proposed treatment, and to 

advise that opioids and sedatives given in doses appropriate for symptom control will not 

hasten death. [17,57,70,398,399] 

 

When started appropriately, syringe pumps facilitate timely, effective and continuous 

symptom control for patients who are no longer able to swallow or absorb oral medication. 

[70] They are considered by some clinicians to be a natural extension of anticipatory 

prescribing, giving nurses leeway in the titration of drugs to provide comfort, without the 
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need to wait for a doctor’s instructions. [198,397] However, the advance prescription of 

several drugs with large dose ranges via a syringe pump may encourage initiation and rapid 

increases in medication doses without sufficiently detailed and skilled clinical assessments to 

diagnose the dying phase and to rule out reversible causes of symptoms and deterioration 

(Chapter five, p154). Prescription of an anticipatory syringe pump reduces the need for in-

person reviews by a GP and multiple visits per day from community nurses to assess 

symptoms and to administer ‘as required’ injections; visits that may be difficult to guarantee 

when services are stretched or not available 24-hours a day. However, anticipatory syringe 

pumps are a high-risk management strategy, one that may effectively deny patients and 

informal caregivers the skilled clinician support and advice that they require. Research is 

urgently needed to investigate the clinical appropriateness and safety of anticipatory syringe 

pump prescribing. 

 

8.11   Conclusion 
 

Within this chapter, I have synthesised the key findings from my research and explored 

anticipatory medication practice from multiple angles. I have considered how anticipatory 

prescribing is used as a core part of formulaic advance care planning for the end of life and is 

often completed as a one-off intervention. I have explored why prescriptions are frequently 

standardised rather than individualised when they are first prescribed. I have assessed why 

clinicians share selective information about anticipatory medication and the process of dying, 

and how this shapes patients’ and informal caregivers’ understanding of the intervention and 

their involvement in decisions. Anticipatory prescribing is used to close conversations rather 

than as a means to facilitate open discussion about dying. Opportunities are missed to use the 

subject of anticipatory prescribing as a catalyst to explore patients’ and informal caregivers’ 

concerns about the dying process and their preferences and information needs regarding 

injectable medication.  

 

I have considered the limited leverage that informal caregivers experience in influencing 

nurses’ drug administration decisions and the implications of this on their experiences of 

care. I have appraised how the prescription of drugs far in advance of possible need has 

potentially adverse impacts on patient safety and care; the presence of drugs in the home 

shapes care in unexpected ways and can lead to their use for non-end-of-life situations. 
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Anticipatory medication is a useful and practical intervention for symptom control. However, 

prescribing practices reflect the structure and culture of community healthcare and are not 

always person-centred. Patients’ and informal caregivers’ preferences are respected but care 

decisions are principally influenced by clinicians’ views and expectations; they are left with a 

range of unvoiced concerns about these drugs. The predominant idea in the literature is that 

once anticipatory medications are prescribed patients will receive timely and appropriate 

care; this does not always happen in practice. Informal caregivers at times need to work hard 

to influence nurses’ decisions to administer anticipatory medication.  

 

Multiple opportunities are currently being missed to make end-of-life care more inclusive and 

person-centred. In the concluding chapter, I recommend ways in which care experiences and 

patient safety can be improved.  
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Chapter nine 

Anticipatory medications are best prescribed two to three weeks ahead of 

potential need, where possible, so that the patient’s likely dying symptom 

control needs can be predicted with a degree of confidence.  

Conversations and decisions regarding prescribing are then about the 

imminent future rather than an abstract and remote prospect.  
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Chapter 9 

Conclusion and recommendations  
 

My research has identified that prescription and administration of anticipatory medications is 

common practice in the community, regardless of a patient’s terminal condition. Prescribing 

practices reflect the structure and culture of community healthcare and are not as person-

centred as they might be. The prescription of standard drugs and doses, and of anticipatory 

syringe pumps, weeks or months ahead of the dying process, has unintended consequences 

for how patients and caregivers experience care and introduces significant potential patient 

safety issues. At times these drugs are used to treat non-end-of-life symptoms.  

 

The presence of anticipatory medications in the home is not the simple and universally 

reassuring solution to concerns regarding distressing symptoms at the end of life that it is at 

times presented to be in policy and clinical discourse. It is a complex and highly symbolic 

end-of-life intervention. The purpose of these drugs and when they are appropriate to use is 

interpreted in diverse ways by patients, informal caregivers and visiting clinicians. The 

limited knowledge that clinicians share about anticipatory medications and the dying process 

can have a profound effect on patient and informal caregiver concerns and their experiences 

of care. At times informal caregivers must work hard to persuade nurses to start 

administration of the drugs and they have limited leverage in drug administration decisions. 

In this concluding chapter I consider what can be learned about anticipatory medication care 

from my research.  

 

I begin by answering the research questions that were posed in Chapter one through the use 

of key findings that were described in Chapters two to eight. I then consider the strengths and 

limitations of my research. I recommend ten ways in which care experiences and patient 

safety can be improved and provide eight recommendations for future research. I conclude by 

reflecting on my surprise and concern about the unintended consequences of the prescription 

of anticipatory medications months ahead of possible need and the accompanying vague or 

inadequate conversations on the purpose of the drugs.  

 

9.1   Understanding anticipatory medication care 
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In this thesis I have provided rich, detailed, triangulated insights into practices in the 

prescribing and use of injectable anticipatory medications at the end of life in the community, 

and patient, informal caregiver and clinician perspectives of this care. I have achieved this by 

first critiquing how the intervention has evolved in successive English end-of-life care 

policies and guidance (Chapter two) and by undertaking a systematic review of the published 

evidence concerning anticipatory prescribing in the community (Chapter three). My literature 

review found considerable gaps in the existing evidence base. I addressed several of these 

important knowledge gaps by sequential analysis of qualitative interviews with GPs, 

consideration of prescribing and administration practice that was documented in the records 

of deceased patients, and then through interviews with dying patients, their informal 

caregivers and clinicians in Flinton and Westshire, two English counties (Chapters five to 

seven). I then synthesised my findings, drawing on current theories and the wider palliative 

care literature, to provide complementary, detailed and contextualised insights into the 

complexities of practice and the unintended consequences of clinical decisions to prescribe 

and use anticipatory medication. These unintended consequences occurred particularly when 

there was no shared understanding of the role of drugs in care and their possible effects 

(Chapter eight).  

 

9.1.1   Research question one: what is the published evidence base that informs policy 

and practice? 

 

Anticipatory prescribing is recommended and widespread practice, despite the lack of an 

adequate knowledge base. Successive national end-of-life care policies and guidance have 

highlighted the importance of anticipatory prescribing in the provision of timely symptom 

relief, but have offered little evidence on its impact or clinical effectiveness. My systematic 

literature review highlighted that policy and practice are running ahead of the evidence; they 

are based largely on the beliefs of clinicians that anticipatory prescribing reassures patients 

and families, controls symptoms effectively and prevents crisis hospital admissions. I found 

that there was inadequate knowledge of anticipatory prescribing and administration practices 

and that GPs, patients and informal caregivers held diverse views of this care and 

experienced it in many different ways. Informal caregiver involvement in clinician-led 

anticipatory prescribing and administration decisions had not been investigated in adequate 

detail; only one published study had investigated patients’ opinions of these prescriptions and 
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no researchers had explored their experiences of having these drugs administered. My 

research addresses these significant knowledge gaps.  

 

9.1.2   Research question two: what are GPs’ decision-making processes in the 

prescribing and use of anticipatory medication? 

 

GPs view anticipatory medication as a key component in the enabling of timely symptom 

control and a managed death at home. Prescribing decisions are predominantly shaped by the 

opinions and assumptions of clinicians; in my interviews, GPs recalled using tactics of 

persuasion to ensure that patients and families accepted prescriptions. It has become 

culturally acceptable and desirable for GPs to prescribe these drugs weeks or even months 

before death is expected, in part to address the uncertainties of when the dying phase will 

start. The presence of anticipatory medications in the home is used by clinicians who are 

unfamiliar with the patient as a clear signal that care should focus on the last days of life, 

particularly when patient electronic records are not shared across and between services. There 

is a risk that such early anticipatory prescribing might hinder the recognition and treatment of 

reversible causes of symptoms, especially when decisions about medical care are made 

remotely and in the absence of periodic, skilled, face-to-face reviews of the patient by GPs. 

The lack of such reviews has been exacerbated by the moves by GPs and specialist palliative 

care teams towards telephone and video consultations during the Covid-19 pandemic. As a 

result of changes that have facilitated remote prescribing, it is now easier for GPs to prescribe 

anticipatory medications at the request of nurses and for them to be used without the patient 

ever receiving an in-person, detailed medical review.  

 

Community nurses deliver the bulk of end-of-life care and are expected to administer 

anticipatory medications appropriately without seeking GP guidance. GPs regularly adopt the 

role of ‘medical consultant’ and become involved in care only when called upon by their 

nurse colleagues. However, GPs are concerned that anticipatory medications are not always 

administered when they are needed, and they have limited opportunities and contact with 

nurses to remain updated on a patient’s care. Due to workforce and workload challenges for 

community nursing teams and GP practices, inter-professional arrangements and systems to 

assess the continued appropriateness of anticipatory prescriptions and to monitor the 

effectiveness of administered medications are limited, and at times inadequate.  
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9.1.3   Research question three: what is the frequency, timing and recorded 

circumstances of the prescription and administration of anticipatory medications?  

 

It is common practice to prescribe anticipatory medications for patients who are dying from 

expected causes. Marked variability in the timing of prescriptions, which are sometimes 

issued many months before death, underscores the challenge of prognostication and 

highlights the risks involved in putting medication in place too far in advance of possible 

need. Robust systems are needed to review their continued appropriateness and safe use. 

Anticipatory syringe pumps are commonly prescribed by GPs in some surgeries in response 

to requests from nursing colleagues; the timing of these prescriptions in relation to timing of 

death varies greatly. Prescription of an anticipatory syringe pump may compensate for 

difficulties of obtaining timely in-person reviews with a GP and multiple community nurse 

visits each day; however, this is a risky management strategy that may effectively deny 

patients and informal caregivers the skilled assessments and ongoing support that they 

require from clinicians during last-days-of-life care.   

 

I found that anticipatory medications were frequently recorded as being prescribed as part of 

a single end-of-life care planning conversation, alongside discussion regarding preferred 

place of death and the completion of a do not attempt cardio-pulmonary resuscitation form. 

Standardised professional end-of-life care planning and anticipatory medication prescribing 

indicate an undue reliance on electronic end-of-life care templates and a lack of 

individualised prescribing. The formulaic approach to end-of-life advance care planning that 

is adopted in practice is useful for quick decision-making and for integrating complex and 

emotionally demanding care into clinicians’ wider workloads. However, one-off professional 

end-of-life care planning interventions in which standardised prescriptions of four drugs are 

issued are not consistent with the idea of person-centred care that is advocated in policy and 

palliative care literature. This mismatch between ideal and actual practice needs to be 

recognised by clinical, policy and research communities. It warrants further scrutiny and 

research to understand what care is most helpful and when; this scrutiny should include 

investigation of the extent to which standardised anticipatory medications, with set dose 

ranges, are appropriate for patients dying from different conditions and in different 

circumstances. 
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My review of patient records showed that half the patients who had been prescribed 

anticipatory medications went on to have one or more drugs administered. However, nurses 

who visited dying patients had a variety of interpretations regarding when it was appropriate 

to start the use of these drugs. My research showed that there had been multiple occasions 

where anticipatory medications had been given weeks ahead of death for recorded, reversible 

non-end-of-life conditions. Most drugs were administered in the last days of life, although 

many of the records did not contain information on the effectiveness of the drugs in the relief 

of symptoms. More comprehensive record keeping is required to help to inform subsequent 

patient care decisions and evaluations of the clinical effectiveness of anticipatory 

medications.  

 

9.1.4   Research question four: what are patients’, informal caregivers’ and their 

clinicians’ views and experiences of decisions to prescribe and use medications? 

 

Decisions and discussions regarding anticipatory prescribing reflect the structure and culture 

of community healthcare and clinician preferences rather than being particularly person-

centred. Information is shared selectively with patients and informal caregivers about these 

drugs and the process of dying. Clinicians generally present anticipatory medication as a 

useful insurance plan to have in place ‘just in case’, but they commonly do not go into detail 

about the likely timing and nature of dying. This encourages patients and informal caregivers 

to bracket the reality of last-days-of-life care until it happens. Patients’ and informal 

caregivers’ preferences for involvement in end-of-life care decisions vary; clinicians’ 

inclinations for sharing limited information about drugs and dying suits some patients and 

informal caregivers, but this approach causes frustration for those who want more detailed 

conversations and information. Sometimes no clinician takes responsibility for holding 

prescribing conversations; several patients and informal caregiver participants in my research 

were unaware of prescriptions until they arrived in the home. The limited information that 

clinicians share about the dying process, anticipatory medications and their possible side 

effects, inhibits patients and informal caregivers from taking active and informed roles in 

prescription and care decisions.  

 

Anticipatory medications are simultaneously reassuring and a source of unease to patients 

and informal caregivers. Participants were worried that dying would be painful or distressing 

or that drugs might have adverse side effects or hasten death. These concerns were 
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exacerbated by their having limited opportunities to discuss dying care, their concerns, the 

roles of the drugs and their potential effects until events unfolded. There are multiple missed 

opportunities to make end-of-life care more inclusive and person-centred through the 

exploration and revisiting of patient and informal caregiver preferences for information, 

improved understanding and allaying of concerns regarding anticipatory medications and the 

realities of dying at home.   

 

Anticipatory medication are generally perceived as a useful and practical intervention that 

helps to control symptoms when everyone agrees on when the drugs will be administered. 

However, the widespread perception that once anticipatory medications have been 

prescribed, patients will receive timely and appropriate care does not reflect experiences of 

care. Nurses’ decisions to administer drugs or not to administer them can disempower 

informal caregivers when patients can no longer communicate their own wishes. Informal 

caregivers spend considerable time and energy trying to convince nurses to administer 

anticipatory medications. Differences in skills, experience and the judgements of visiting 

nurses pose significant problems for informal caregivers when they try to ensure that drugs 

are given for symptoms they have witnessed. Informal caregivers find that they have limited 

leverage to influence nurses’ drug administration decisions and they undertake considerable 

amounts of hidden work to ensure that the drugs are available and are given to the patient. 

These experiences add to their stresses and concerns during the patient’s last days of life. 

There is considerable scope to make community healthcare systems and administration 

decisions more inclusive and to learn from patients’ and informal caregivers’ experiences of 

care. This is particularly important for community nurse continuing professional education 

concerning the assessment of when drugs should be administered and the ways in which they 

can include informal caregivers’ opinions and observations of patient comfort in their 

decisions when patients are no longer able to communicate. 

 

9.2   Strengths and limitations 
 

The originality of my sequentially designed and analysed mixed-methods research is a 

strength. I have been able to systematically examine anticipatory medication care and to 

triangulate the perspectives of three involved groups through exploration of GPs’ views, 

reviews of documented practice, and investigation of patients’, informal caregivers’ and their 
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clinicians’ opinions and experiences. Patient records provided limited insights into 

experiences of anticipatory medication care; they presented partial and brief clinician 

accounts and many did not detail patients’ and families’ perspectives. However, my analysis 

of documented conversations about anticipatory medication and professional planning 

activities provided valuable leads that were explored in subsequent interviews; the large 

number of records also helped in the contextualisation of care and provided complementary, 

detailed insights into broader anticipatory prescribing and administration patterns to which 

interview accounts often alluded but which could not otherwise be substantiated. A diverse 

group of GPs working in a range of practices and three nurses involved in prescription 

decisions took part in interviews. Importantly, my research offers insights into patients’ and 

informal caregivers’ experiences of anticipatory medication care over time. Perspectives shift 

as use of anticipatory medication and care during dying are experienced; when I recruited 

participants, they and I had no idea what events would unfold and whether medications 

would be used. Because I based recruitment on patient cases, I was able to compare views 

and follow-up on earlier accounts and salient features of care in subsequent longitudinal 

interviews. The patient case approach was limited by not always being able to recruit the 

patient or hold follow-up interviews, reflecting the challenges of recruiting participants 

during their last weeks of life. 

 

My conscious and unconscious biases will inevitably have shaped recruitment decisions. I 

purposively sampled GPs with a wide range of experience, different genders and those 

working in a range of urban and rural settings: factors that I perceived might influence 

prescribing decisions. GPs’ ethnicity and religious backgrounds, which might also be factors, 

were not considered as this information was not available in the public domain. Although I 

sought to be broadly inclusive in my approach to recruiting patients and informal caregivers, 

regardless of their situation and terminal conditions, I excluded non-English speakers due to 

communication barriers and lack of access to translators. I was unable to recruit patients and 

informal caregivers from GP practices serving the two most socioeconomically deprived 

deciles in England. These decisions and opportunities shaped the co-creation of data and the 

voices represented in my research.   

 

Clinicians and families were also major gatekeepers in who was approached to take part in 

the research. I was reliant on clinicians to identify and approach possible patient and informal 

caregiver participants for interviews; this was useful to ensure that it was appropriate to 
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approach participants but undoubtedly led to selection bias. [400] However, because of my 

nurse status and my extensive experience of palliative care, clinical teams were willing to ask 

patients who were close to death whether they were willing to participate. I was granted 

privileged access as they judged that I was not going to exacerbate sensitive situations during 

interviews. The families were able to decide whether it was appropriate for their family 

members who were patients to participate in interviews; some felt that conversations about 

anticipatory medications would be distressing or they explained that the patients knew 

nothing about the drugs. This comment from those who chose not to take part lends support 

to my finding that the intervention is often highly symbolic and how sparingly the medication 

and dying are openly discussed. Interestingly, nurses who had been involved in decisions 

regarding whether or not to administer anticipatory medications did not respond to my 

requests to participate: their voice is largely missing from my interpretations, which is an 

important aspect to be addressed in future research.  

 

My findings represent the care that was experienced by a broad cohort of dying patients, and 

their families in Flinton and Westshire. Practices regarding anticipatory medication care were 

very similar in both counties. Patients who took part in my research, either through 

interviews or through review of their records, were dying from a variety of conditions and 

had diverse demographic profiles; my mixed-methods approach enabled me to avoid the 

common limitation of end-of-life care research, which is that primarily those patients who are 

readily identifiable as approaching death are included. [265,266] Nevertheless, participants 

who took part in interviews spoke English and were typically from a white British 

background, whereas healthcare interactions at the end of life and experiences of symptom 

management can vary for members of different ethnic groups and among those who are 

unable to communicate fluently in English. [342,401] The mixture of urban, rural and very 

rural settings, and the relatively diverse characteristics of participants, offers insights into 

social practices that are likely to be transferable across England and countries with similar 

community healthcare structures. These strengths and limitations need consideration when 

judging the transferability of my findings and conclusions. [261] 

 

Wider social contexts influenced data collection, participant accounts and my analysis. My 

research reflects practice before and during the Covid-19 pandemic; I carried out the first two 

studies before the pandemic and the longitudinal interview study during the first year of the 

pandemic. These contextual factors meant that I could only carry out telephone and video 
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interviews to collect data during the pandemic and I missed the visual insights that can be 

gained during visits to patients’ home environments. [225,278] Participants were acutely 

aware that patients risked premature death from Covid-19 if they were admitted to hospital 

during the pandemic; most were determined to do everything possible to avoid hospital 

admissions. Community healthcare delivery also changed rapidly during the pandemic, as 

GPs and palliative care specialists visited few homes and community nurses delivered most 

of the in-person clinical care. [26,115] Fortuitously, I collected interview data during this 

period and was able to understand how service changes and the pandemic had affected 

patients’ and caregivers’ experiences of anticipatory medication and care during dying.  

 

Other social contexts influenced participant accounts to a lesser degree. Patients and informal 

caregivers rarely mentioned concerns about inappropriate end-of-life care practices that 

caused controversy in the media about the Liverpool Care Pathway. [136,150,151] The 

recurring safety concerns regarding unsafe and poorly-thought-through prescribing of 

injectable medications and administration practices, which were raised at the Liverpool Care 

Pathway independent review [17] and during the more recent Gosport War Memorial 

Hospital independent inquiry [18] were pertinent factors in my interpretative analysis. 

Equally, the increased professional and regulatory scrutiny of end-of-life care practice was an 

ever-present background consideration for the clinicians I interviewed. 

 

As the researcher who collected and analysed accounts, I shaped the nature and content of 

interviews, the analysis and synthesis. [261] I approached this research as an applied 

researcher and social constructionist with a community nursing and palliative care 

background, and the findings are unique to my methods and approach. [243,264] I have taken 

important steps throughout the research cycle to ensure that my findings and synthesis remain 

grounded in the data, whilst providing a comprehensive and reflexive analysis and audit trail 

of my research steps (Chapter four). I have drawn on the advice and expertise of patient and 

public involvement colleagues who have lived experiences of end-of-life care, as I designed 

and carried out the research and interpreted the relevance and implications of my findings.  

 

My findings and conclusions have a significance beyond the care of patients in Flinton and 

Westshire. I have contextualised my findings with the end-of-life care literature and in terms 

of pertinent sociological and psychological theories in the discussion sections of the results 

chapters and the synthesis. I present insights into the ways in which social practices, which 



 270 

are heavily influenced by community healthcare cultures, institutional priorities and clinician 

preferences, promote early and standardised anticipatory prescribing whilst conversations 

about drugs and dying are often inadequate or are kept deliberately vague. I have shown how 

nurses’ decision-making regarding the administration of injectable drugs can disempower 

informal caregivers and contribute to their stresses and the hidden work they undertake in the 

last days of life.  

 

9.3   Key recommendations 
 

The clinical and research implications of the findings of my three studies have been discussed 

in the relevant study chapters and the discussion chapter (Chapters five to eight). This section 

provides a considered list of recommendations for the improvement of care experiences and 

patient safety in clinical practice and through changes in policy, and priority areas that 

require future research.  

 

9.3.1   Ten recommendations to improve clinical practice and policy  

 

1. Anticipatory medications are best prescribed two to three weeks ahead of potential 

need, where it is possible to identify this timeframe, so that the patient’s likely dying 

symptom control needs can be predicted with a degree of confidence. It also means 

that prescribing conversations and decisions are about the imminent future rather than 

about a more abstract and remote prospect.  

 

2. The prescriber should ensure that a suitably skilled clinician has taken the lead in 

prescribing conversations and has carried out a comprehensive, in-person clinical 

review that involved assessment of likely symptom control needs and exploration of 

patient and informal caregiver preferences and concerns about drugs and the dying 

process. Remote prescribing that is based on other clinicians’ recommendations does 

not guarantee that an adequate assessment or conversation has taken place. However, 

the prescriber may not be the best person to undertake the review when patients and 

informal caregivers have an established relationship of trust with another suitably 

skilled clinician who is able to hold detailed and personalised conversations.  

 



 271 

3. The subject of anticipatory prescribing should be used as an opportunity to hold open 

and honest conversations about families’ concerns and the realities of dying, if 

patients and informal caregivers indicate that this is their preference, rather than being 

used as a clinical tool to keep discussions vague. This requires a mind-shift in clinical 

cultures. Community nurses and GPs require the skills and training to explore 

sensitively and confidently patient and family preferences for information and their 

concerns about the dying process. A suitably skilled clinician who knows the patient 

and family should revisit these subjects periodically as situations and information 

preferences change. 

 

4. Patients and informal caregivers should receive clear and concise written information 

about anticipatory medications and how they can access help in addition to 

discussions. This will be a useful resource to which they can refer in times of stress 

and uncertainty about the best course of action to control symptoms, especially at 

night. Written information should not be used as a substitute for tailored and suitably 

detailed in-person conversations.  

 

5. Greater consideration should be given in policy and clinical practice to the unintended 

consequences and limitations of professional techniques that are used for end-of-life 

care planning, including the content and use of template prompts in electronic patient 

records. Clinical tools that promote set standards of care have their place, especially 

in cases in which clinicians infrequently prescribe injectable end-of-life care 

medication. However, the contradictory coexistence of ideas of person-centred and 

standardised professional planning must be acknowledged; there is scope to promote 

more personalised care through modification of template prompts in electronic 

records. 

 

6. It is essential that patients and informal caregivers have access to community nursing 

and doctor services 24 hours a day, seven days a week: these services must have the 

resources to be able to provide responsive care and to visit to assess and address 

symptom control needs in a timely manner. This would improve patient and family 

confidence in systems and reduce the necessity to prescribe anticipatory medication 

well in advance of potential need.  
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7. There is a pressing need for national guidance on the contentious practice of 

prescribing anticipatory syringe pumps (pumps). This includes guidance on when 

prescriptions are appropriate and on the mechanisms that are required to ensure that 

decisions to prescribe and start the use of syringe pumps are discussed adequately 

with the patient and family. Such guidance should also ensure that syringe pumps are 

only started after performance of a suitably detailed clinical assessment to rule out 

reversible causes of the symptoms and an assessment of the effectiveness of 

administered ‘as required’ injections. Anticipatory syringe pumps should not be used 

as a clinical shortcut (workaround) to overcome system and institutional constraints in 

the provision of responsive, in-person medical assessments. This approach only 

conceals ongoing service limitations rather than tackling the causes of problems and 

providing patients with the care they require.    

 

8. Robust integrated systems are required across community care services to ensure that 

the suitability of prescribed anticipatory medications is reviewed regularly and that 

these drugs are administered only when clinically appropriate. This involves the 

sharing of records across services, and regular meetings of GPs and community 

nurses to discuss patients’ end-of-life care needs.  

 

9. Community nurses require consistent and comprehensive training in the recognition 

of, and appropriate responses to, end-of-life symptoms and the appropriate 

administration of anticipatory medications. This includes training in working in 

partnership with informal caregivers and in recognising how to draw upon their 

opinions and insights when patients are no longer able to communicate their levels of 

comfort. 

 

10. The possibility that informal caregivers might take on the role of giving anticipatory 

medications with suitable training and clinical support must be considered carefully 

on a case-by-case basis. Informal caregivers should not perceive that they are 

obligated or under any pressure to take on this potentially burdensome responsibility. 

The standard support of nurse administered injectable medications must be discussed 

alongside this possibility.  
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9.3.2   Eight recommendations for future research  

 

1. The most pressing research priority from my findings is to understand the human 

factors that are involved in the safe and appropriate administration of anticipatory 

medications and to simplify systems where possible. Decisions to administer 

anticipatory medications in the community are complex, involve a series of 

multifaceted steps, and require patients, informal caregivers and clinicians to judge 

the best course of action, ideally by working together. However, systems for using 

injections have been designed by clinicians; these are difficult for non-clinicians to 

navigate in practice and the opinions and insights of informal caregivers are at times 

disregarded by community nurses when they assess whether or not to administer 

drugs. My postdoctoral plans are to investigate where and how systems for safe and 

appropriate administration of anticipatory medications in the community can be 

improved using systems-driven, inclusive design methods [389,402,403] to identify 

the requirements and abilities of patients, informal caregivers and community nurses 

to navigate existing care processes. I will then co-produce recommendations with 

these stakeholders that address the ways in which community healthcare services and 

policy makers can make systems for the administration of injectable medications 

inclusive, safe and person-centred. 

 

2. It would be helpful to explore through ethnography how anticipatory prescribing can 

be best communicated. There are opportunities to observe clinician-family 

communication strategies and understand how anticipatory prescribing can be used to 

facilitate sensitive, open discussions and a shared understanding of drugs and dying 

care.  

 

3. The value of nurse prescribers in anticipatory prescribing processes should be 

evaluated to assess the strengths and weaknesses of current strategies that aim to 

increase the number of palliative care and community nurse prescribers and facilitate 

more anticipatory prescriptions. The training of nurse prescribers is resource-intensive 

and costly. My research findings and national data suggest that nurse prescribers 

infrequently prescribe anticipatory medications and this requires more detailed 

investigation to understand whether current strategies are appropriate and helpful.   
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4. The potential benefits and emotional burdens for informal caregivers who take on the 

role of administering anticipatory medications must be inductively investigated 

thoroughly before it becomes widespread practice in the UK. It has already become a 

policy-endorsed option during the Covid-19 pandemic. [112,390] Patients and 

informal caregivers in my research had considerable reservations about the idea of 

families assuming responsibility for giving powerful injectable drugs such as opioids.  

 

5. Well-designed, observational clinical trials that investigate the symptom profiles 

during the last days of life of patients dying from a range of cancer and non-cancer 

conditions in the community would help to inform anticipatory prescribing guidance 

and decisions. This would reduce reliance on expert consensus regarding best 

practice. [8,164] Is it appropriate to prescribe four standard injectable drugs, with set 

dose ranges, to relieve symptoms of pain, breathlessness, nausea and vomiting, 

agitation and noisy respiratory tract secretions for a wide variety of people with 

different conditions and situations?  

 

6. There is a clear need for prospective clinical trials that investigate the impact of 

anticipatory prescribing on patient symptom control and rates of crisis hospital 

admissions. There is a call in English end-of-life care guidance for a cluster-

randomised control trial [8] that compares the intervention with prescription in 

response to symptoms. Performance of such a trial may pose a challenge as 

anticipatory prescribing is widespread established practice in the UK. However, 

different types of anticipatory prescribing practices could be compared, including 

standardised prescribing versus individualised prescribing. 

 

7. Research is urgently needed to investigate the clinical appropriateness and safety of 

anticipatory syringe pump prescribing. 

 

8. Research to evaluate the safety and acceptability of different ways to remove or 

destroy unused anticipatory medications after the patient’s death is needed. Currently, 

families are expected to return drugs to community pharmacies at a particularly 

vulnerable and difficult time. This aspect of care is rarely mentioned in policy and 

palliative care literature, but it was a considerable issue for bereaved informal 
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caregivers in my research.  There is considerable scope to explore ways to relieve 

families of this responsibility.   

 

9.4   Concluding reflection  
 

Given my community nursing and palliative care background, I was astonished and deeply 

concerned about the practice of prescribing four standard anticipatory medications several 

months ahead of possible need, along with anticipatory syringe pumps, without the conduct 

of adequate prescribing conversations. It is difficult to accurately predict a patient’s dying 

circumstances and likely medication needs more than a few weeks before death, especially as 

symptoms and oral medication requirements often change in the weeks before death. [15,325] 

It is also very challenging to ensure that drugs are administered appropriately if only vague 

conversations have taken place with patients and families about their purpose and if the 

presence of drugs in the home is used by visiting clinicians as an indicator that care should 

focus on last-days-of-life symptom control.  
 

My concerns about standardised prescriptions being put in place weeks ahead of need may 

reflect my cautious nature and preferences for nuanced, person-centred care. However, the 

argument that it is better to ensure the availability of standard drugs and doses well ahead of 

time to guarantee that something can be given has been heavily criticised previously. Family 

and public concerns that standardised anticipatory prescriptions had been started without 

justification or explanation were key findings in the Liverpool Care Pathway independent 

review. [17] Systems that are used in the community to ensure that prescribed drugs are 

safely and appropriately administered must be made more inclusive, transparent and robust 

through incorporation of the requirements and views of patients, informal caregivers and 

community nurses; this will be the focus of my postdoctoral research.  
 

9.5   Conclusion  
 

Anticipatory medications are a useful intervention which, when administered, generally help 

symptom control. However, they are not a panacea for the relief of symptoms at the end of 

life at home. Clinician and institutional preferences for putting in place standardised 

prescriptions and anticipatory syringe pump prescriptions at the earliest opportunity can be 

counterproductive and unjustified. Anticipatory prescribing is a nuanced and complex 
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intervention that must be tailored to the preferences and experiences of patients and families 

and subject to regular review as conditions and situations change. Anticipatory medications 

are best prescribed two to three weeks ahead of potential need, where possible, so that dying 

symptom control needs can be predicted with a degree of confidence. If this change is 

instigated, conversations and decisions about prescribing are focused on the imminent future 

rather than on a more abstract and remote prospect. Nurses’ decisions to administer 

medication should take into consideration informal caregivers’ insights into patient comfort, 

especially when patients can no longer communicate their needs and wishes directly.  

 

“They should be communicating with us, asking us, and work as a team, but it just 

didn’t feel like that ... [Anticipatory medications] were useless because nobody would 

give him anything.” 

 

Sarah, informal caregiver, interview 2, Case 2 
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Appendices 

 

Appendix 1  Endnotes 
 
1 I use the term ‘patient’ for good reason: being terminally ill involves patience and 

increasing reliance on others. [74] Alternative terminologies, such ‘service user’ or 

‘customer’ do not reflect the essence of experiences and interpersonal relationships towards 

the end-of-life. 

 
2 Modernist ideas that scientific and economic progress will provide the fixes for any given 

problems remain prevalent. Yet, there are growing evidence and well-established post-

modernist critiques about the unanticipated problems and undesirable consequences of 

scientific and technical fixes. [369,404] Science has and will continue to provide new 

understanding and incredibly helpful medical innovations, including in end-of-life care. 

However, whether scientific progress is as effective as is often assumed and brings universal 

benefits requires greater scrutiny. The unintended and unruly effects of technological 

interventions appear later and often only when people start looking for them. [74] 

 
3 Two hospice at home nursing services in Flinton and Westshire refused patient referrals if 

anticipatory medications and a do not attempt cardiopulmonary resuscitation form were not 

in the home. This was to protect hospice at home staff from having to resuscitate dying 

patients and so drugs were available if needed during their visits. However, the contradictory 

logic of expecting generalists to put in place end-of-life care plans before referring to 

palliative care specialists creates an inequity in who can access their expertise: the patient 

must accept professional planning to get additional care. Such policies reinforce institutional 

cultures and expectations that formulaic advance care planning is necessary and appropriate.  

 
4 Glaser and Strauss’ seminal research identifying four distinct awareness of dying contexts 

[59] led to the new research methodology of grounded theory and extensive research on end-

of-life care communication. Although research on hospital care in America in the 1960s 

reflects a different age of healthcare delivery and hierarchical dynamics where information 

was routinely withheld in patients perceived best interests, it remains remarkably insightful 

into the nature of awareness contexts even today. Clinicians still act in predicable ways, all be 
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it now with a focus on sharing information that conditions are terminal, and their actions have 

predictable results. [378] Effective and honest communication are a necessary condition for 

facilitating a shared open awareness of dying. [379] 

 
5Annemarie Mol (2008) presents the logic of care as a feminist inspired alternative model to 

the consumerist focused logic of choice. [74] The central argument is that patients are active 

participants in their care alongside clinicians and those important to them; however, the overt 

focus in Western cultures on patient choice misinterprets how care decisions are made in 

practice and the concept of choice inevitably places the blame for bad decisions on patient-

choosers. [74] Mol presents the logic of care in an idealised alternative logic and 

acknowledges the logic of care and choice becomes blurred in the messiness of lived 

experiences of healthcare. This is something I noticed and explored in the way clinicians 

selectively shared information about drugs and dying when they presented anticipatory 

prescribing as a recommended ‘choice’.  
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Appendix 2  Published systematic review  
 

Bowers B, Ryan R, Kuhn I, Barclay S. Anticipatory prescribing of injectable medications for 

adults at the end of life in the community: A systematic literature review and narrative 

synthesis. Palliative Medicine 2018; 33(2): 160-177  
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Appendix 3   Systematic review search strategy 
 

All strategies were run on 30th May 2017 and re-run on 17th August 2021 

 

Medline via Ovid 

Epub Ahead of Print, In-Process & Other Non-Indexed Citations, Ovid MEDLINE(R) Daily 

and Ovid MEDLINE(R) 1946 to Present 

((palliative adj medicine adj kit*) or (liverpool adj care adj pathway*) or ((end adj2 life) adj2 

((care adj plan*) or (care adj pathway*))) or (gold adj standard* adj framework*) or 

((prescrib* or prescription* or medicat* or medicine* or drug* or pharma or pharmaceutical* 

or packet* or pack* or pak* or box* or kit* or (care adj plan*) or (core adj "4") or (core adj 

four)) adj3 (crisis* or comfort* or anticipate* or anticipatory or anticipation or preemptive or 

pre-emptive or (just adj in adj case) or PRN or (pro adj re adj nata) or (as adj 

required)))).ti,ab.  and (exp Terminal Care/ or exp Palliative Care/ or exp "Hospice and 

Palliative Care Nursing"/ or exp death/ or exp Palliative Medicine/ or exp Terminally Ill/ or 

((end adj2 life) or ((final* or last*) adj1 (hour* or day* or minute* or week* or month* or 

moment*)) or palliat* or terminal* or (end adj stage) or dying or (body adj2 (shutdown or 

shut* down or deteriorat*)) or deathbed).ti,ab.) 

 

Embase via Ovid 

Embase 1974 to 30th May 2017 

((palliative adj medicine adj kit*) or (liverpool adj care adj pathway*) or ((end adj2 life) adj2 

((care adj plan*) or (care adj pathway*))) or (gold adj standard* adj framework*) or 

((prescrib* or prescription* or medicat* or medicine* or drug* or pharma or pharmaceutical* 

or packet* or pack* or pak* or box* or kit* or (care adj plan*) or (core adj "4") or (core adj 

four)) adj3 (crisis* or comfort* or anticipate* or anticipatory or anticipation or preemptive or 

pre-emptive or (just adj in adj case) or PRN or (pro adj re adj nata) or (as adj 

required)))).ti,ab.  and (exp *Terminal Care/ or exp *Palliative therapy/ or exp *palliative 

nursing/ or exp *palliative treatment/ or exp *hospice care/ or exp *hospice/ or exp 

*Terminally Ill Patient/ or exp *dying/ or ((end adj2 life) or ((final* or last*) adj1 (hour* or 

day* or minute* or week* or month* or moment*)) or palliat* or terminal* or (end adj stage) 

or dying or (body adj2 (shutdown or shut* down or deteriorat*)) or deathbed).ti,ab.) 
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CINAHL via Ebsco 

TI ((“palliative medicine kit*”) or (“liverpool care pathway*”) or ((end N2 life) N2 ((“care 

plan*”) or (“care pathway*”))) or (“gold standard* framework*”) or ((prescrib* or 

prescription* or medicat* or medicine* or drug* or pharma or pharmaceutical* or packet* or 

pack* or pak* or box* or kit* or (“care plan*”) or (“core 4”) or (“core four”)) N3 (crisis* or 

comfort* or anticipate* or anticipatory or anticipation or preemptive or pre-emptive or (“just 

in case”) or PRN or (“pro re nata”) or (“as required”)))) or AB ((“palliative medicine kit*”) 

or (“liverpool care pathway*”) or ((end N2 life) N2 ((“care plan*”) or (“care pathway*”))) or 

(“gold standard* framework*”) or ((prescrib* or prescription* or medicat* or medicine* or 

drug* or pharma or pharmaceutical* or packet* or pack* or pak* or box* or kit* or (“care 

plan*”) or (“core 4”) or (“core four”)) N3 (crisis* or comfort* or anticipate* or anticipatory 

or anticipation or preemptive or pre-emptive or (“just in case”) or PRN or (“pro re nata”) or 

(“as required”)))) 

And  

TI ((end N2 life) or ((final* or last*) N1 (hour* or day* or minute* or week* or month* or 

moment*)) or palliat* or terminal* or (“end stage”) or dying or (body N2 (shutdown or shut* 

down or deteriorat*)) or deathbed) or AB ((end N2 life) or ((final* or last*) N1 (hour* or 

day* or minute* or week* or month* or moment*)) or palliat* or terminal* or (“end stage”) 

or dying or (body N2 (shutdown or shut* down or deteriorat*)) or deathbed) or (MH 

"Terminal Care+") OR (MH "Palliative Care") OR (MH "Hospice and Palliative Nursing") 

OR (MH "Hospice Patients") OR (MH "Hospices") OR (MH "Hospice Care") OR (MH 

"Terminally Ill Patients") OR (MH "Death+")  

 

PsycINFO via Ebsco 

TI ((“palliative medicine kit*”) or (“liverpool care pathway*”) or ((end N2 life) N2 ((“care 

plan*”) or (“care pathway*”))) or (“gold standard* framework*”) or ((prescrib* or 

prescription* or medicat* or medicine* or drug* or pharma or pharmaceutical* or packet* or 

pack* or pak* or box* or kit* or (“care plan*”) or (“core 4”) or (“core four”)) N3 (crisis* or 

comfort* or anticipate* or anticipatory or anticipation or preemptive or pre-emptive or (“just 

in case”) or PRN or (“pro re nata”) or (“as required”)))) or AB ((“palliative medicine kit*”) 

or (“liverpool care pathway*”) or ((end N2 life) N2 ((“care plan*”) or (“care pathway*”))) or 

(“gold standard* framework*”) or ((prescrib* or prescription* or medicat* or medicine* or 

drug* or pharma or pharmaceutical* or packet* or pack* or pak* or box* or kit* or (“care 
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plan*”) or (“core 4”) or (“core four”)) N3 (crisis* or comfort* or anticipate* or anticipatory 

or anticipation or preemptive or pre-emptive or (“just in case”) or PRN or (“pro re nata”) or 

(“as required”)))) 

And  

TI ((end N2 life) or ((final* or last*) N1 (hour* or day* or minute* or week* or month* or 

moment*)) or palliat* or terminal* or (“end stage”) or dying or (body N2 (shutdown or shut* 

down or deteriorat*)) or deathbed) or AB ((end N2 life) or ((final* or last*) N1 (hour* or 

day* or minute* or week* or month* or moment*)) or palliat* or terminal* or (“end stage”) 

or dying or (body N2 (shutdown or shut* down or deteriorat*)) or deathbed) or ((DE 

"Terminally Ill Patients")  OR  (DE "Palliative Care"))  OR  (DE "Death and Dying" OR DE 

"Euthanasia" OR DE "Parental Death") OR  (DE "Hospice") 

 

Web of Science 

((“palliative medicine kit*”) or (“liverpool care pathway*”) or ((end near/2 life) near/2 

((“care plan*”) or (“care pathway*”))) or (“gold standard* framework*”) or ((prescrib* or 

prescription* or medicat* or medicine* or drug* or pharma or pharmaceutical* or packet* or 

pack* or pak* or box* or kit* or (“care plan*”) or (“core 4") or (“core four”)) near/3 (crisis* 

or comfort* or anticipate* or anticipatory or anticipation or preemptive or pre-emptive or 

(“just in case”) or PRN or (“pro re nata”) or (“as required”)))) and ((end near/2 life) or 

((final* or last*) near/1 (hour* or day* or minute* or week* or month* or moment*)) or 

palliat* or terminal* or (“end stage”) or dying or deathbed or (body near/2 deteriorat*) or 

(body near/2 "shut* down") or (body near/2 shutdown)) 

 

HMIC via Ovid 

((palliative adj medicine adj kit*) or (liverpool adj care adj pathway*) or ((end adj2 life) adj2 

((care adj plan*) or (care adj pathway*))) or (gold adj standard* adj framework*) or 

((prescrib* or prescription* or medicat* or medicine* or drug* or pharma or pharmaceutical* 

or packet* or pack* or pak* or box* or kit* or (care adj plan*) or (core adj "4") or (core adj 

four)) adj3 (crisis* or comfort* or anticipate* or anticipatory or anticipation or preemptive or 

pre-emptive or (just adj in adj case) or PRN or (pro adj re adj nata) or (as adj 

required)))).ti,ab.  and (exp terminal care/ or exp Terminal nursing/ or exp Terminal illness/ 

or exp Hospices/ or exp "End of life care"/ or exp Palliative care/ Or exp Death/ or ((end adj2 

life) or ((final* or last*) adj1 (hour* or day* or minute* or week* or month* or moment*)) or 
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palliat* or terminal* or (end adj stage) or dying or (body adj2 (shutdown or shut* down or 

deteriorat*)) or deathbed).ti,ab.) 

 

Cochrane Library 

 
#1 (("palliative medicine kit*") or ("liverpool care pathway*") or ((end near/2 life) 

near/2 (("care plan*") or ("care pathway*"))) or ("gold standard* framework*") or ((prescrib* 

or prescription* or medicat* or medicine* or drug* or pharma or pharmaceutical* or packet* 

or pack* or pak* or box* or kit* or ("care plan*") or ("core 4") or ("core four")) near/3 

(crisis* or comfort* or anticipate* or anticipatory or anticipation or preemptive or pre-

emptive or ("just in case") or PRN or ("pro re nata") or ("as required"))))  424 

#2 ((end near/2 life) or ((final* or last*) near/1 (hour* or day* or minute* or week* or 

month* or moment*)) or palliat* or terminal* or ("end stage") or dying or deathbed or (body 

near/2 deteriorat*) or (body near/2 "shut* down") or (body near/2 shutdown))  19098 

#3 MeSH descriptor: [Terminal Care] explode all trees 433 

#4 MeSH descriptor: [Palliative Care] explode all trees 1608 

#5 MeSH descriptor: [Hospice and Palliative Care Nursing] explode all trees 5 

#6 MeSH descriptor: [Palliative Medicine] explode all trees 0 

#7 MeSH descriptor: [Death] explode all trees 1869 

#8 #2 or #3 or #4 or #5 or #6 or #7  20933 

#9 #1 and #8  92 
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Social Care Online 

"palliative medicine kit" or "liverpool care pathway" or "end of life" and care plan or care 

pathway or "gold standard framework" And  "palliative medicine kit" or "liverpool care 

pathway" or "end of life" and care plan or care pathway or "gold standard framework" 

 

0 hits; Re-run 1089 hits, 289 from 2017 to present 

 

"palliative medicine kit" or "liverpool care pathway" or "end of life care plan" or “end of life 

care pathway” or "gold standard framework" And palliative or terminal or death or dying or 

last or final or "end stage" or “body shutdown” or “body shut down” 

 

Title search: 768 (500 exported); re-run: 0 hits 

 

Title medicine or drug or prescription or prescribing or medication or "core 4" or "core four" 

or packet or pack or box or kit or "care plan" and  palliative or terminal or death or dying or 

last or final or "end stage" or body shutdown or body shut down and crisis or comfort or 

comfortable or anticipate or anticipatory or ancticipation or preemptive or pre-emptive or 

"just in case" or PRN or "pro re nata" or "as required" 

 

All fields 254; re-run: 0 hits 

 

King’s Fund 

 

Original search 

1. Polypharmacy and medicines optimisation  

https://www.kingsfund.org.uk/sites/files/kf/field/field_publication_file/polypharma

cy-and-medicines-optimisation-kingsfund-nov13.pdf  

2. seeing the person in the patient  

https://www.kingsfund.org.uk/sites/files/kf/Seeing-the-person-in-the-patient-The-

Point-of-Care-review-paper-Goodrich-Cornwell-Kings-Fund-December-2008.pdf  

3. Making our health and care systems fit for an ageing population  

https://www.kingsfund.org.uk/sites/files/kf/field/field_publication_file/making-

health-care-systems-fit-ageing-population-oliver-foot-humphries-mar14.pdf  
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4. Delivering better care at end of life 

https://www.kingsfund.org.uk/sites/files/kf/Delivering-better-care-end-of-life-Kings-

Fund-January-2010-Leeds-Castle-EOLC.pdf  

5. End-of-life care  

https://www.kingsfund.org.uk/sites/files/kf/field/field_document/end-of-life-care-

gp-inquiry-research-paper-mar11.pdf  

6. Implementing the end of life care strategy 

https://www.kingsfund.org.uk/sites/files/kf/field/field_publication_file/Implementin

g-end-of-life-care-Rachael-Addicott-Shilpa-Ross-Kings-Fund-October2010_0.pdf  

7. Improving End of Life Care for Older People 

https://www.kingsfund.org.uk/sites/files/kf/media/Martin-Vernon-Improving-end-

of-life-care-for-older-people.pdf  

8. Rapid support close to ‘Care home’ in times of crisis  

https://www.kingsfund.org.uk/sites/files/kf/media/Nicki%20Parry,%20Trinity%20Ho

spice%20-

%20Rapid%20support%20close%20to%20%E2%80%98Care%20home%E2%80%99%2

0in%20times%20of%20crisis.pdf  

9. Bromley Care Partnership’s Coordination Centre  

https://www.kingsfund.org.uk/sites/files/kf/media/Bromley%20Care%20Partnership

%E2%80%99s%20Coordination%20Centre.pdf 

10. Midhurst Macmillan Community Specialist Palliative Care Service 

https://www.kingsfund.org.uk/sites/files/kf/field/field_publication_file/midhurst-

macmillan-coordinated-care-case-study-kings-fund-aug13.pdf  

11. NHS England’s National Programme for End of Life Care 

https://www.kingsfund.org.uk/sites/files/kf/media/Jacquie_White.pdf  

12. Making Health and Care services for for an aging population End of Life care  

https://www.kingsfund.org.uk/sites/files/kf/media/Keri-Thomas-Improving-end-of-

life-care-for-older-people.pdf  

13. Making end of life care everybody’s business  

https://www.kingsfund.org.uk/sites/files/kf/media/Ilora_Finlay.pdf  

14. reading list - end of life care 2014 



 334 

https://www.kingsfund.org.uk/sites/files/kf/field/field_pdf/Library-reading-list-end-

of-life-care-Sep2012.pdf  

15. Issues facing commissioners of end-of-life care 

https://www.kingsfund.org.uk/sites/files/kf/issues-facing-commissioners-end-of-life-

care-report-september2011.pdf  

 

Rerun of search 

16. The rising cost of medicines to the NHS What’s the story? Full text searched – no 

mention of AMs 

https://www.kingsfund.org.uk/sites/default/files/2018-04/Rising-cost-of-

medicines.pdf 

17. Innovative approaches to end of life care Excluded at abstract – presentations rather 

than a paper 

https://www.kingsfund.org.uk/events/innovative-approaches-end-life-care 
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Appendix 4  Systematic review data extraction template 
 

Data Extraction Tool 
 

Details of publication 

• First author  

• Reference  

Introduction 
• Aims  

Study participants 
• Country of study  

• Recruitment 
 

 

• Characteristics of participants:  
- Number 

 
 

- Setting (home, hospital etc)  
 

- Age / sex / social class / 
ethnicity 

 
 

Methods 

• Date of fieldwork 
 

 

• Research methods 
 

 
 

• Analysis  
 

 

Key findings relevant to review 

1) What is current practice? 
Who prescribes, for whom, proximity to 
death? 
Who administers? 
Absence of AP? 
 

 

2) What are the attitudes of patients to 
AP? 
Patients’ acceptance / views 
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3) What are the attitudes of informal 
carers (family and friends) to AP? 
Carers’ acceptance / views 
 

 

4) What are the attitudes of community 
healthcare professionals to AP? 
HCPs’ acceptance of AP, concerns, views 
re use, barriers, facilitators, etc. 
 

 

5) Evidence for clinical effectiveness? 
 
Clinical: comfort / symptom control (who 
reported) 
 

 

6) Evidence for cost / cost-effectiveness? 
 
Service use: admission avoidance, place of 
death, healthcare activity, etc. 
 
Cost: costs of drugs, admissions, healthcare 
activity, ect 
 

 

Author(s) conclusion(s) 
 
 
 

  

Reviewers’ quality assessment of research (Gough WoE) 

Weight of Evidence A   
Coherence and integrity of the evidence in 
its own terms 
 

 

Weight of Evidence B 
Appropriateness of form of evidence for 
answering review question 
 

 

Weight of Evidence C 
Relevance of the evidence for answering 
review question 
 

 
 

Weight of Evidence D 
Overall assessment of study contribution to 
answering review question 
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Appendix 5 GP interview study information for potential 
participants 

 

INVITATION Letter 

 

Exploring the decision-making of general practitioners in prescribing 
anticipatory medications (“JUST IN CASE DRUGS”) in end-of-life care  

 
Dear [name] 
 
I am undertaking a study exploring General Practitioners’ experiences and attitudes concerning 
prescribing anticipatory medications in end-of-life care. The factors that lead GPs to perceive it is 
time to prescribe anticipatory medications and what they discuss with patients and family 
carers is under-researched and influences patient care. 
 
I am an experienced Community Nurse and an Academic Fellow working with Dr Stephen Barclay, 
General Practitioner and University Senior Lecturer in General Practice and Palliative Care at 
the University of Cambridge.  
 
We would like to invite you to take part in an interview lasting around 45 minutes at a time that suits 
you. We can offer payment or vouchers of £60 in recognition of your time commitment.  
 
If you are interested in taking part, please return the enclosed Potential Participant Reply Sheet. I 
will then email supplying the Participant Information Sheet and more information on the study.  
 
I look forward to hearing from you. 
 
 
Yours sincerely 
 
 
 
 
 
 
 
 
Ben Bowers  
 
CLARHC Academic Fellow 
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PARTICIPANT INFORMATION SHEET 

Exploring the decision-making of general practitioners in prescribing 
anticipatory medications (“JUST IN CASE DRUGS”) in end-of-life care 

 

Introduction and study aims 
 
The prescription of drugs in anticipation of symptoms arising in patients approaching the end 
of life has long been held to be part of best clinical practice. Such anticipatory prescribing of 
a set of “just in case” injectable medications, kept in the patient’s home should pain, 
nausea/vomiting, agitation/anxiety, pharyngeal secretions, or breathlessness arise, permits the 
ready availability of drugs to be administered by visiting clinicians according to pre-set 
dosages.  
 
Our interest is to explore GPs’ decision-making concerning prescribing anticipatory 
medications for adults at home in their last days of life in order to help develop future 
services. Being often responsible for anticipatory drug prescribing, we are focusing on what 
leads GPs to perceive it is time to prescribe anticipatory medications and what they discuss 
with patients and family carers is under-researched.  
 
We would like to invite you to take part in this research. Please read this information sheet 
before deciding whether to take part.  We would be happy to answer any questions you might 
have: our contact details are at the end of this leaflet. If you decide to take part, we will 
arrange a convenient time with you for a one-off face-to-face research interview.  
 
Who is taking part and why have I been invited? 
You have been invited as a [place redacted] GP: we hope to interview twelve to fifteen practising 
GPs.  
 
Do I have to take part? 
No. Whether you decide to take part or not is entirely up to you. Your contribution would be 
very valuable.   
 
What will happen if I decide to take part? 
You will be interviewed once by the researcher, Ben Bowers, as a face-to-face interview lasting about 
forty-five minutes. This will be arranged at time that suits you and could be by telephone if you prefer. 
After giving written consent, the interview will explore your views and experiences of anticipatory 
prescribing at end-of-life.  
 
Will my taking part in this research be kept confidential? 
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All the information that you give will be kept strictly confidential. Your name, contact details 
and consent form will be kept separately from the study data and will be securely in a locked 
filing cabinet in the Institute of Public Health, University of Cambridge. 
 
Interviews will be audio recorded and sent in an encrypted form to a professional transcriber 
based in England and returned in encrypted form. The transcript will be checked and 
anonymised to remove your name and the name of anyone else mentioned by the researchers. 
The original non-anonymised digital recordings and transcripts will then be destroyed. 
Anonymised transcripts will be stored in password-protected files on a secure University of 
Cambridge server. The researchers will have access to your anonymised data during data 
analysis. With your consent, anonymised transcripts could be made available to other 
researchers involved in relevant future projects. All anonymised study transcripts and 
individual-identifiable data will be stored for 5 years on a secure University server in 
password-protected files, under the University of Cambridge policy, and then destroyed.  
 
All information from participating GPs will only be presented in an anonymised format in the 
final report, presentations or publications. You and your practice will not be identifiable and 
only anonymised quotations will be used.  
 
What will happen to the information I give? 
Your views and experiences are a key part of this research. All data will be kept confidential: 
confidentiality will only be broken if information is disclosed during the research that causes 
concern for the welfare of patients or others. Professional practice guidelines concerning 
disclosure will be followed. 
 
What will happen to the results of the study? 
We will present the anonymised findings to service providers, at conferences and publish 
them in journals to inform and influence practice. We will be happy to send you a copy of the 
final research report if you would like this. 
 
What are the possible disadvantages and risks of taking part? 
We hope that participating in the interviews will be a supportive and positive experience. 
Caring for people in their last days of life can be challenging and discussing experiences may 
raise difficult emotions or feelings of anxiety. Interviews will be paused if you wish to have a 
break and can be returned to at a later date or you can withdraw from the study at any time. If 
you find talking about last days of life care experiences distressing, you are encouraged to 
discuss these feelings with someone, perhaps a trusted colleague at your practice or your own 
GP.  You can also contact Dr [name redacted], an experienced GP, on [telephone number] or 
[email address], who is available to discuss any issues that might arise from your 
participation in this study. 
 
What are the possible benefits of taking part? 
Many people find it helpful to talk about their views and experiences. The research aims to 
improve the care of patients in the future by better understanding GPs’ anticipatory 
prescribing decision-making.   
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What if I don’t want to carry on with the study? 
You are free to withdraw from the study at any time and without giving a reason, with no 
implications for you. You can do this by contacting Ben Bowers in person, by phone or by 
email.  

 
Will I be reimbursed for taking part in the research?  
You will be offered a payment or vouchers of £60 in recognition of your time commitment.  
 
What if there is a problem? 
If you have any concern about any aspect of this study, you should speak to a member of the 
research team, whose contact details are at the end of this sheet. If you still have concerns 
about the research you can speak to the Head of the Primary Care Unit, [Name] on [telephone 
number]. 
 
Who has reviewed the study? 
This study has been approved by the Cambridge University Psychology Research Ethics 
Committee [reference PRE.2017.028] and the NHS Health Research Authority [IRAS 
reference 225853].  
 
Who is organising and funding the research? 
Ben Bowers is the lead researcher: he is an experienced Community Nurse by background 
and is a National Institute of Health Research (NIHR) Collaboration for Leadership in 
Applied Health Research and Care (CLAHRC) Fellow attached to the Primary Care Unit at 
the University of Cambridge. Dr Stephen Barclay is supervising the research: he is a General 
Practitioner, University Senior Lecturer in General Practice and Palliative Care at the 
University of Cambridge and Honorary Consultant Physician in Palliative Medicine. 
 
 
If you would like more information or have any questions, either now or in the future, 
please feel free to contact Ben Bowers at:  
The Institute of Public Health, Forvie Site, Robinson Way, Cambridge CB2 0SR. 
Tel: [telephone number] Mobile: [telephone number] Email: [email address] 

 
 

 

 

 

 
PARTICIPANTS WILL BE GIVEN A COPY OF THIS TO KEEP, 

TOGETHER WITH A COPY OF THE CONSENT FORM. 
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POTENTIAL PARTICIPANT REPLY SHEET 

Exploring the decision-making of general practitioners in prescribing 
anticipatory medications (“JUST IN CASE DRUGS”) in end-of-life care 

 
 
If you are interested in participating in a research interview on prescribing anticipatory 
medications in end of life care please complete your name, contact details and demographic 
information and return to Ben Bowers at [email address] or post to Ben Bowers, Primary 
Care Unit, Institute of Public Health, Forvie Site, Robinson Way, Cambridge CB2 0SR. 
 
Name: 
 
 
Email: 
 
 
GP Surgery: 
 
 
Gender 
 
 
GP Principal / Salaried GP 
Would you describe yourself as having a particular interest in palliative care? Yes [ ] No [ ] 
Years as GP 
 
Ethnicity:  White [  ] Asian or Asian British [  ] Black or Black British [  ] 
 
  Chinese [  ] Mixed [  ] Other not specified [  ] 
 

 

Further information and contact details 
 
The research team are Ben Bowers and Dr Stephen Barclay. 
If you would like more information or have any questions, please feel free to contact us at:  
 
The Institute of Public Health, Forvie Site, Robinson Way, Cambridge CB2 0SR. 
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Appendix 6  GP interview study interview guide 
 
 

INTERVIEW SCHEDULE 

Exploring the decision-making of general practitioners in prescribing anticipatory 
medications (“JUST IN CASE DRUGS”) in end-of-life care 

 
 

Note: questions will be continually reshaped by emerging data from previous interviews. 
 
Introduction:  
  

• Introduce yourself 
• Discuss the purpose of the study (this research is being done to explore the views and 

experiences of General Practitioners in prescribing anticipatory medication for people 
at the end of their lives) 

• Make the participants feel comfortable! 
• Clarify that there are no right or wrong answers. 
• Have the right to stop or withdraw at any time. 
• Please ask for explanations of any questions whenever you want. 
• Interviews will be recorded with their permission.  

 
Explain that there are 3 broad themes interview is going to cover:  

1. Decision-making processes around prescribing and using anticipatory medications. 
2. Conversations with patients and their families around prescribing and use of 

anticipatory medications. 
3. Your experience of working with other members of the primary care team in the 

prescribing and use of anticipatory medications. 
 

Semi-structured interview questions     
Prompt: turn recorders on 
 

1. Can you start by telling me a little about how long you have been a GP? 
 
 

2. Could you tell me a bit about your role in looking after terminally ill people? 
 
Prompts: What kind of conditions do these people have? 
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Move on to themes going to cover: Thank you, that is really useful to understand. I 
would now like to ask about your experiences in prescribing and using anticipatory 
medications / “just in case drugs”.  
  

3. Could you tell me about a recent experience of prescribing and use of 
anticipatory medications / just in case drugs? 

 
Prompts: If not offered, ask for an example 

What was the conversation with the patient / family? 
Who prescribed the drugs? 
Did interviewee feel having the drugs in home helped / will help? 
 

4. What is it that makes you think it is an appropriate time to prescribe 
anticipatory medications? 

 
Prompt: is there an inappropriate time? 

 
5. What are your experiences of conversations with patients and their families 

around prescribing the drugs? 
 
Prompts: Do all patients and families agree that it is the right “time”? 
  Are there barriers to conversations? 

When does it go well? Can the conversation be beneficial? 
What happens when people don’t agree with each other or the   practitioner?  

 
6. Can you tell me about how anticipatory prescribing works with your 

colleagues in community nursing and the wider primary care team? 
 
Prompt: How does it work with your community nurse / pharmacy colleagues? 

Does access to community nurses impact on anticipatory medication practice? 
Do the nurses inform you when drugs are started? 

 
7. Do you experience barriers in prescribing drugs ahead of need? 

 
 

8. Do you find anything works particularly well in prescribing drugs ahead of 
need? 

 
 

9. I think that’s everything I wanted to talk about, do you have anything else you 
would like to say or final thoughts that I have not asked you? 
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Closing the interview 
 
Thank them for their participation and turn recorder off. 
 
Reiterate that some issues can be challenging.  Remind them if needed they can talk to a 
trusted colleague, their GP or Dr [name redacted], a GP who is independent from the study.  
 
Ask if they would like a copy of the results emailed when they are published – confirm email 
address.  
 
 
After the interview 
 
Record field-notes: observations, feelings, thoughts, reactions about the interview 
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Appendix 7  Retrospective records review study data extraction 
    fields  
 
 
Retrospective Records Review Study: Anticipatory Prescribing in Terminal Care (APT) Study 
Data Extraction Fields for the custom-bult secure database - GP and community nursing 
records - V.1.5 

This document lists the data to be extracted from GP and community nursing records using an eCRF 
accessed through a piece of custom-built electronic software. The data fields needing brief textual 
comment rather than numeric data will be extracted by one researcher (Ben Bowers) from the relevant 
text in the patient records: free text consultations will be abridged. Dates of events will be converted 
into a numerical (number of days) timeline relative to the date of death when entered into the 
software, rather than storing the absolute identifiable dates.  
 
Data fields: 
 
APT Study number 
 
Sex (male / female) 
 
Age in years at death 
 
Date of death  
 
Time of death recorded (using 24-hour clock) 
 
Ethnicity (code recorded in electronic records) 
 
Notes (free text box) 
 
Immediate cause of death (indicated under 1a on the medical certificate of cause of death)  
 
Underlying cause (lowest of 1a / 1b / 1c on medical certificate of cause of death)  
 
Number of practice Quality and Outcome Framework disease registers that patient is on 
 
Patient usual place of residence prior to death (own home / residential home)  
 
Place of death (hospital / own home / hospice / residential home / nursing home / other) 
 
Seen specialist palliative care services? (yes / no) 
 
On practice end of life care register? (yes / no) 
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Recorded preferred place of care at end of life (not stated / hospital / own home / hospice / 
residential home / nursing home / undecided / other - please state)  
 
Recorded preferred place of death (not recorded  / hospital / own home / hospice / residential home 
/ nursing home / undecided / other - please state)  
 
Do Not Attempt Cardiac Pulmonary Resuscitation (DNACPR) form recorded as having been 
completed (yes / no) 
 
Anticipatory injectable medications for end-of-life symptom control prescribed?  (yes / no)   

If NO, do not continue data extraction  
 
Date injectable medications first prescribed 
 
Summary of clinical events / circumstances preceding prescribing (within 7 days prior to 
prescribing) 
 
Summary of recorded anticipatory prescribing decision-making and first drug administration 
decision-making 
 

Person who first requested the drugs were prescribed (Patient / Community Nurses / Residential 
home staff / Specialist palliative care / hospital doctor / Out of hours services / Family members / 
friend / different GP in the practice / GP based paramedic / GP based nurse practitioner / not 
applicable as prescriber decided / not stated) 
 

Person who first prescribed the drugs ( GP / Community Nurses / Residential home staff / 
Specialist palliative care / Out of hours GP / hospital doctor / GP based paramedic / GP based nurse 
practitioner / not stated) 
 
Drug prescribed (name) - repeated field for each drug prescribed 
What symptom was the drug prescribed for (free text box) 
Date prescribed 
Time prescribed (using 24-hour clock) 
Dose prescribed 
Route of administration (subcutaneous / intravenous / intramuscular / syringe driver) 
Abridged free text consultation (free text box and a ‘not recorded’ option) 
Number of drug vials issued  
Strength of drug vials issued 

Prescriber: ( GP / Community Nurses / Residential home staff / Specialist palliative care / Out of 
hours GP / hospital doctor / GP based paramedic / GP based nurse practitioner / not stated) 
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Syringe driver prescribed (Yes / No) 
Date first prescribed  
Time prescribed (using 24-hour clock) 
 
Syringe driver started (Yes / No) 
Date first started  
Time first started (using 24-hour clock) 
 
If syringe driver was started, was it continued until death (Yes / No) 
 
Drug administered (name) - repeated field for each drug administered 
What symptom was the drug administered for (free text and a ‘not recorded’ option) 

Administered by (GP / Community Nurses / Specialist palliative care / Out of hours GP / hospital 
doctor / family member / patient / status not clear from records / data missing) 
Date given 
Time administered (using 24-hour clock and a not recorded option) 
Dose administered  (with a not recorded option)  

Route of administration (subcutaneous / intravenous / intramuscular / syringe driver / not recorded) 
Abridged free text consultation (free text box) 
Drug administered relieved the symptoms? (Yes / No / to a limited extent / not recorded) 

Date and time (using 24-hour clock) a healthcare professional next assessed the patient to review 
symptoms after the drug was administered  

Profession who assessed patient (community nurse / GP / Out of Hours Doctor / Paramedic /  
Specialist palliative care team / not stated) 
Type of assessment (visit or phone call; nil - patient died) 
Did they administer another drug (Yes / No / not recorded) 
 
How are events in the last 24 hours of life presented in records, including patient's condition at 
death (free text box) 
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Appendix 8  Multi-perspective longitudinal interview study  
information for potential patient and informal caregiver 
participants 

 
 

PATIENT / INFORMAL CARE GIVER (FAMILY OR FRIEND)  
LETTER OF INVITATION AND REPLY FORM 

 
JUST IN CASE DRUGS STUDY 

 
Dear [name] 
 
You are invited to take part in the ‘Just in Case Drugs’ study. Just in Case drugs are injectable 
medications prescribed for future use in serious illnesses. These are kept in the home in case 
they are needed. The purpose of the study is to find out about patients’ and their family or 
friends’ opinions and experiences of ‘Just in Case drugs’, and if these change over time. We 
are also interested in the discussions that patients and family or friends have about the drugs 
with doctors and nurses. 
 
You have been invited to take part in this study because you or your family member / friend 
has been prescribed ‘Just in Case drugs’. Your views and experiences are really important to 
us in helping to improve the care, information and support provided for people in the future. 
 
This study will involve between one and three conversations by phone with Ben Bowers, a 
researcher at Cambridge University. Alternatively, these conversations can be by Skype or Facetime. 
Each conversation will last about 45 minutes and involves questions about your opinions and 
experiences of being prescribed and using Just in Case drugs.  
 
If you have any questions, please contact Ben by telephone or email. If you are interested in taking 
part, please contact Ben by telephone [number], email [email address] or return the enclosed 
Potential Participant Reply Sheet. 
 
 
Yours sincerely 
 
 
 
 
 
 
Ben Bowers  
 
School for Primary Care Research PhD Student 
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JUST IN CASE DRUGS STUDY 
 
 

POTENTIAL PARTICIPANT REPLY FORM 
  
If you are interested in participating in our research study please complete your name, contact 
details and return to Ben Bowers at [email address] or post to: 
 
Ben Bowers, JUST IN CASE DRUGS study, Primary Care Unit, Institute of Public Health, 
Forvie Site, Robinson Way, Cambridge CB2 0SR. 
 
You can also express your interest in taking part by telephoning Ben.  
 
 
Name: 
 
 
 
 
Contact address:  
 
 
 
 
 
 
 
 
Email: 
 
 
 
 
 
 
Telephone number: 
 
 
 

Further information and contact details 
 
The research team are Ben Bowers, Dr Stephen Barclay and Professor Kristian Pollock 
 
If you would like more information or have any questions, please feel free to contact Ben on:  
 
 
Mobile: [number] Email: [email address] 
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JUST IN CASE DRUGS STUDY   
 

PATIENT PARTICIPANT INFORMATION SHEET 

 

Introduction 
 
Name of researchers:   Stephen Barclay (Chief Investigator)  

    Ben Bowers 
    Kristian Pollock  

 
We would like to invite you to take part in our research study. Please read this information 
sheet before deciding whether to take part. Please do ask us if there is anything that is not 
clear.  
 
What is the purpose of the study?  
 
The purpose of the study is to find out about patients’ and their family or friends’ opinions 
and experiences of ‘Just in Case drugs’. Just in Case drugs are injectable medications 
prescribed for future use in serious illnesses. These are kept in the home in case they are 
needed. We are particularly interested in patients’ and their family or friends’ opinions and 
experiences of these drugs, and if these change over time. We are also interested in patients’ 
and their family or friends’ involvement in discussions and decisions with healthcare 
professionals to prescribe and give Just in Case drugs.  
 
Why have I been invited? 
 
We are inviting you to take part in this study because a GP or nurse who is involved in 
providing care for you has prescribed ‘Just in Case drugs’ for you and has suggested that you 
might be interested in taking part in the study. We are inviting between 8 and 12 people who 
have been prescribed Just in Case drugs, along with one of their family members or friends, 
and one of their healthcare professionals to take part in our research. 
 
Do I have to take part? 
 
No. Your participation is voluntary, and you are free to withdraw at any time, without giving 
a reason, and without your medical care or legal rights being affected. 
 
What will happen if I decide to take part? 
 
You will be asked to take part in an initial research conversation with Ben Bowers, the 
researcher, and then one or two more follow-up conversations over the next few months. 
With your permission, we will let your GP know that you are taking part in the study. 
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Research conversations with Ben Bowers can be by phone, Facetime or Skype. These are 
informal discussions, usually lasting about 45 minutes. However, when the research 
conversations take place and how long for is very flexible, depending on your interest in the 
study, and how you feel at the time. Each conversation will be arranged entirely at your 
convenience.  
 
We would like to hold up to three research conversations with you. We will also ask one of 
your family members or a friend who is close to you to also take part in up to three research 
conversations. You may want to have your research meeting/s alone or with your family 
member or friend if they are also taking part in the study. The choice is yours to make. 
 
The research conversations will be about your opinions and experience of Just in Case 
drugs and if these change over time. With your permission we would like to audio record 
the conversations.  
 
We would also like to ask for your permission to access relevant parts of your GP held 
medical records to identify and record any information about the Just in Case drugs 
and monitor if the drugs are used while you are taking part in the research. However, 
you can still take part in the study even if you do not want us to access your medical records.  
 
We will ask you which doctor or nurse was involved in the decision to prescribe or use the 
Just in Case drugs. This is so we can contact them to take part in a separate research 
conversation with us to explore their views and experiences of discussion and decisions to 
prescribe or use the drugs, if you are willing for us to do so. We will not discuss anything you 
told us about your views and experiences of care with them.   
 
We will phone you, or you can phone us, if you have the Just in Case drugs used. This is to 
offer and arrange a follow-up research conversation. Regardless of whether the drugs are 
used, we will get in touch with you between two and four months after your first conversation 
to offer a follow-up conversation.  
 
What are the possible benefits of taking part? 
 
We cannot promise the study will help you directly. The information we collect will help 
health care professionals to understand patients and their family / friends’ opinions and 
experiences of Just in Case drugs. This should help to improve the care, information and 
support provided in the future. Some people find it helpful to have the opportunity to share 
their experience of illness and care with someone who is not directly involved. 
 
What are the possible disadvantages and risks of taking part? 
 
We hope that you will find taking part in the study to be an interesting experience. However, 
we understand that talking about issues relating to your illness may be difficult and upsetting. 
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We ask you to consider how you would feel about sharing this experience with the 
researcher. It is important that you understand what is involved and discuss this fully with the 
researcher before you decide to take part. It is possible that you may feel distressed at times 
during the research conversation. However, you will never be under any pressure to answer 
questions or talk about topics that you prefer not to discuss. You can stop the research 
conversation, or withdraw from the study, at any time.  
 
If you find talking about your experiences or care distressing, you are encouraged to discuss 
these feelings with your GP, or another member of the clinical team involved in your care. 
They will be able to help you access suitable support.  
 
Will I be paid for taking part in the research? 
 
Any travel expenses you incur as a result of taking part in the study will be refunded. You will not be 
paid to take part in the study. 
 
How will we use information about you? 
 
We will use information from you and your medical records with your permission, for this 
research study. This information will include your name, NHS number and contact details. 
The research team listed at the end of this document will use this information to do the 
research. People outside of the research team will not know who you are and they will not be 
able to see your name or contact details. Your data will have a code instead. We will keep all 
information about you safe and secure. Once we have finished the study, we will keep your 
name, NHS number and contact details for 2 years so we can check the results and send you a 
copy of the short summary of the study findings if you would like to receive this. We will 
write our reports in a way that no-one can work out that you took part in the study. 

All information about you will be handled in confidence. The only circumstances under 
which confidentiality would be broken would be if the research team is made aware of 
actions or situations resulting in serious risk of harm to yourself or others. The research team 
would discuss this with you and consider the need to raise the matter with senior clinical 
managers of the services involved.  
 
Will my information be shared with other researchers? 

With your consent, non-identifiable information about your views, experiences and care may 
be provided to researchers running other research studies in the University of Cambridge and 
other organisations in the future. These organisations may be universities, NHS organisations 
or companies involved in health and care research in this country or abroad. Your 
information will only be used by organisations and researchers to conduct research in 
accordance with the UK Policy Framework for Health and Social Care Research.  
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This information will not identify you and will not be combined with other information in a 
way that could identify you. The information will only be used for the purpose of health 
and care research and cannot be used to contact you or to affect your care.  

What are your choices about how your information is used? 
 
You can stop taking part in the study at any time, without giving a reason, but we will 
keep information about you that we already have and use this for the research study. 
You can withdraw from the study by contacting Ben Bowers in person, by phone or by email. 
 
We need to manage your records in specific ways for the research to be reliable. This means 
that we won’t be able to let you see or change the data we hold about you.   
 
Where can you find out more about how your information is used?  
 
You can find out more about how we use your information: 

• At www.hra.nhs.uk/information-about-patients/ 
• At www.medschl.cam.ac.uk/research/privacy-notice-how-we-use-your-research-

data 
• By asking one of the research team 
• By ringing Ben Bowers on [number] 
• By email Ben Bowers at [email address] 

 
What will happen to the results of the research study? 
 
The results of the study will be used as part of Ben Bowers’ PhD and to help health care 
professionals and services improve the care and support they provide to patients and family 
carers during serious illness. We will present the findings to service providers, at conferences 
and publish them in academic journals to inform and influence practice. We will send you a 
copy of the short summary of the study findings if you would like to receive this. 

What if there is a problem? 
 
If you have any concern about any aspect of this study, please speak to a member of the 
research team, whose contact details are at the end of this sheet. The researchers will do their 
best to answer your questions or concerns. If you still have concerns about the research you 
can speak to the Head of the Primary Care Unit, [name] on [telephone number]. 
If you remain unhappy and wish to complain formally, you can get advice about how to do 
this from:  
 
[names and contact details redacted] 
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Who has reviewed the study? 
 
All research in the NHS is looked at by independent group of people, called a Research 
Ethics Committee, to protect your interests. This study has been approved by the Cambridge 
South Research Ethics Committee (REC reference number: 19/EE/0361).  
 
Who is organising and funding the research? 
 
This research is being organised by the University of Cambridge. It is being funded through a 
National Institute of Health Research School for Primary Care Research PhD Studentship. 
 
If you would like more information or have any questions, either now or in the future, 
please feel free to contact us:  
 
 
 

Mr Ben Bowers 

PhD Student 

Mobile: [number] 

 

[email address] 

 

 

 

Dr Stephen Barclay  

Senior Lecturer in General Practice  

 

 

[email address] 

 

 

Professor Kristian Pollock 

Professor of Medical Sociology 

 

 

[email address] 

 

 

 

 
 
 
 
 
 
 
 
 
 
 
 

PARTICIPANTS WILL BE GIVEN A COPY OF THIS TO KEEP, TOGETHER WITH A COPY 
OF THE CONSENT FORM 
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JUST IN CASE DRUGS STUDY   
 

INFORMAL CARE GIVER (FAMILY OR FRIEND)  

PARTICIPANT INFORMATION SHEET 

Introduction 
 
Name of researchers:   Stephen Barclay (Chief Investigator)  

    Ben Bowers 
    Kristian Pollock  

 
We would like to invite you to take part in our research study. Please read this information 
sheet before deciding whether to take part. Please do ask us if there is anything that is not 
clear.  
 
What is the purpose of the study? 
 
The purpose of the study is to find out about patients’ and their family or friends’ opinions 
and experiences of ‘Just in Case drugs’. Just in Case drugs are injectable medications 
prescribed for future use in serious illnesses. These are kept in the home in case they are 
needed. We are particularly interested in patients’ and their family or friends’ opinions and 
experiences of these drugs, and if these change over time. We are also interested in patients’ 
and their family or friends’ involvement in discussions and decisions with healthcare 
professionals to prescribe and give Just in Case drugs.  
 
Why have I been invited? 
 
We are inviting you to take part in this study because you are a family member or friend of a 
person who has been prescribed Just in Case drugs. A GP or nurse who is involved in 
providing care for your family member or friend has suggested that you might be interested 
in taking part in the study. We are inviting between 8 and 12 people who have been 
prescribed Just in Case drugs, along with one of their family members or friends, and one of 
their healthcare professionals to take part in our research. 
 
Do I have to take part? 
 
No. Your participation is voluntary, and you are free to withdraw at any time, without giving 
a reason, and without your medical care or legal rights being affected.   
 
What will happen if I decide to take part? 
 
If you decide to take part in the study, you will be asked to take part in an initial research 
conversation with Ben Bowers, the researcher, and then one or two more follow-up 
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conversations over the next few months. Research conversations with Ben Bowers can be by 
phone, Facetime or Skype. These are informal discussions, usually lasting about 45 minutes. 
However, when the research conversations take place and how long for is very flexible, 
depending on your interest in the study, and how you feel at the time. Conversations will be 
arranged entirely at your convenience.  
 
We would like to hold up to three research conversations with the person who has been 
prescribed Just in Case drugs. We would also like to have up to three research conversations 
with you as a person who provides care and support for them. You may want to have your 
research meeting/s alone or with the person for who you provide care and support, if they are 
also taking part in the study. The choice is yours to make. 
 
The research conversations will be about your opinions and experience of Just in Case 
drugs and if these change over time. With your permission we would like to audio record 
the conversations.  
 
We will ask you which doctor or nurse was involved in the decision to prescribe or use the 
Just in Case drugs. This is so we can contact them to take part in a separate research 
conversation with us to explore their views and experiences of discussion and decisions to 
prescribe or use the drugs, if you are willing for us to do so. We will not discuss anything you 
told us about your views and experiences of care with them.   
 
We will phone you, or you can phone us, if your family member or friend has the Just in Case 
drugs used. This is to offer and arrange a follow-up research conversation. Regardless of 
whether the drugs are used, we will get in touch with you between two and four months after 
your first conversation to offer a follow-up conversation.  
 
What are the possible benefits of taking part? 
 
We cannot promise the study will help you directly. The information we collect will help 
health professionals to understand patients and their family / friends’ opinions and 
experiences of Just in Case drugs. This should help to improve the care, information and 
support provided in the future. Some people find it helpful to have the opportunity to share 
their experience of illness and care with someone who is not directly involved. 
 
What are the possible disadvantages and risks of taking part? 
 
We hope that you will find taking part in the study to be an interesting experience. However, 
we understand that talking about issues relating to the person’s illness may be difficult and 
upsetting. We ask you to consider how you would feel about sharing this experience with the 
researcher. It is important that you understand what is involved and discuss this fully with the 
researcher before you decide to take part. It is possible that you may feel distressed at times 
during the interview. However, you will never be under any pressure to answer questions or 
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talk about topics that you prefer not to discuss. You can stop the interview, or withdraw 
from the study, at any time. 
 
If you find talking about your experiences distressing, you are encouraged to discuss these 
feelings with your own GP, or the clinical team involved in your family member or friend’s 
care. They will be able to help you access suitable support.  
 
Will I be paid for taking part in the research? 
 
Any travel expenses you incur as a result of taking part in the study will be refunded. You will not be 
paid to take part in the study. 
 
How will we use information about you? 
 
We will need to use information from you for this research study. This information will 
include your name and contact details. The research team listed at the end of this document 
will use this information to do the research. People outside of the research team will not 
know who you are and they will not be able to see your name or contact details. Your data 
will have a code instead. We will keep all information about you safe and secure. Once we 
have finished the study, we will keep your name and contact details for 2 years so we can 
check the results and send you a copy of the short summary of the study findings if you 
would like to receive this. We will write our reports in a way that no-one can work out that 
you took part in the study.   

All information about you will be handled in confidence. The only circumstances under 
which confidentiality would be broken would be if the research team is made aware of 
actions or situations resulting in serious risk of harm to yourself or others. The research team 
would discuss this with you and consider the need to raise the matter with senior clinical 
managers of the services involved.  
 
Will my information be shared with other researchers? 

With your consent, non-identifiable information about your views and experiences may be 
provided to researchers running other research studies in the University of Cambridge and in 
other organisations in the future. These organisations may be universities, NHS organisations 
or companies involved in health and care research in this country or abroad. Your 
information will only be used by organisations and researchers to conduct research in 
accordance with the UK Policy Framework for Health and Social Care Research.  

This information will not identify you and will not be combined with other information in a 
way that could identify you. The information will only be used for the purpose of health 
and care research and cannot be used to contact you or to affect your care.  
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What are your choices about how your information is used? 
 
You can stop taking part in the study at any time, without giving a reason, but we will 
keep information about you that we already have and use this for the research study. 
You can withdraw from the study by contacting Ben Bowers in person, by phone or by email. 
 
We need to manage your records in specific ways for the research to be reliable. This means 
that we won’t be able to let you see or change the data we hold about you.   
 
Where can you find out more about how your information is used?  
 
You can find out more about how we use your information: 

• At www.hra.nhs.uk/information-about-patients/ 
• At www.medschl.cam.ac.uk/research/privacy-notice-how-we-use-your-research-

data 
• By asking one of the research team 
• By ringing Ben Bowers on [number] 
• By email Ben Bowers at [email address] 

 

What will happen to the results of the research study? 
 
The results of the study will be used as part of Ben Bowers PhD and to help health care 
professionals and services improve the care and support they provide to patients and family 
carers during serious illness. We will present the findings to service providers, at conferences 
and publish them in academic journals to inform and influence practice. We will send you a 
copy of the short summary of the study findings if you would like to receive this. 

What if there is a problem? 
 
If you have any concern about any aspect of this study, please speak to a member of the 
research team, whose contact details are at the end of this sheet. The researchers will do their 
best to answer your questions or concerns. If you still have concerns about the research you 
can speak to the Head of the Primary Care Unit, Professor [name] on [telephone number]. 
 
If you remain unhappy and wish to complain formally, you can get advice about how to do 
this from:  
 
[names and contact details redacted] 
 
Who has reviewed the study? 
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All research in the NHS is looked at by independent group of people, called a Research 
Ethics Committee, to protect your interests. This study has been approved by the Cambridge 
South Research Ethics Committee (REC reference number: 19/EE/0361). 
 
Who is organising and funding the research? 
 
This research is being organised by the University of Cambridge. It is being funded through a 
National Institute of Health Research School for Primary Care Research PhD Studentship. 
 
If you would like more information or have any questions, either now or in the future, 
please feel free to contact us:  
 
 
 

Mr Ben Bowers 
PhD Student 
Mobile: [number] 
 
[email address] 

 
 

 

Dr Stephen Barclay  
Senior Lecturer in General Practice  
 
 
[email address] 

 
 

Professor Kristian Pollock 
Professor of Medical Sociology 
 
 
[email address] 

 
 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 
 

PARTICIPANTS WILL BE GIVEN A COPY OF THIS TO KEEP, TOGETHER WITH A COPY 
OF THE CONSENT FORM. 
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Appendix 9 Multi-perspective longitudinal interview study 
information for potential clinician participants 

 
 

CLINICIAN LETTER OF INVITATION AND REPLY FORM 
 

JUST IN CASE DRUGS STUDY 
 
 
 
Dear [name] 
 
You are invited to take part in the ‘Just in Case Drug’ study. The views and experiences of patients 
and family or friend care givers, and what they discuss with their doctors and nurses about these 
drugs, is under-researched and influences patient care.  
 
I am undertaking the study to explore 8 to 12 patients’, their family or friend care givers’, and their 
healthcare professionals’ views and experiences of Just in Case drugs.  I am inviting you to take part 
in the study as you have been identified by a study participant as being involved in the decisions to 
prescribe their Just in Case drugs. Your views and experiences are really important to us in 
helping to understand the care, information and support provided for people. 
 
This study will involve one research conversation by phone with Ben Bowers, a researcher at 
Cambridge University. Alternatively, this conversation can be by Skype or Facetime. The research 
conversation will last about 45 minutes and involve questions about your views and experiences of 
Just in Case drugs. We would like to offer a £40 Amazon voucher in recognition of your time 
commitment.  
 
If you have any questions, please contact Ben by telephone or email. If you are interested in taking 

part, please contact Ben by telephone [number], email [email address] or return the enclosed 

Potential Participant Reply Sheet. 

 
 
 
Yours sincerely 
 
 
 
 
 
 
 
Ben Bowers  
 
School for Primary Care Research PhD Student 
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JUST IN CASE DRUGS STUDY 
 

HEALTHCARE PROFESSIONAL PARTICIPANT REPLY FORM 
  
If you are interested in participating in our research study please complete your name, contact 

details and return to Ben Bowers at [email address] or post to: 

 
Ben Bowers, JUST IN CASE DRUGS study, Primary Care Unit, Institute of Public Health, 
Forvie Site, Robinson Way, Cambridge CB2 0SR. 
 
You can also express your interest in taking part by telephoning Ben.  
 
Name: 
 
 
 
Contact address:  
 
 
 
 
Email: 
 
 
 
 
Telephone number: 
 
 
 
 
Job title: 
 
 
 
Years qualified: 
 
 

Further information and contact details 
 
The research team are Ben Bowers, Dr Stephen Barclay and Professor Kristian Pollock 
If you would like more information or have any questions, please feel free to contact us at:  
 
The Institute of Public Health, Forvie Site, Robinson Way, Cambridge CB2 0SR. 
 

Mobile: [number]  Email: [email address] 
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JUST IN CASE DRUGS STUDY   
 

CLINICIAN PARTICIPANT INFORMATION SHEET 

 

Introduction 
 
Name of researchers:       Stephen Barclay (Chief Investigator)  

       Ben Bowers 
       Kristian Pollock  

 
We would like to invite you to take part in our research study. Please read this information 
sheet before deciding whether to take part. Please do ask us if there is anything that is not 
clear.  
 
What is the purpose of the study? 
 
The purpose of the study is to find out about patients’ and their family or friends’ opinions 
and experiences of ‘Just in Case drugs’. Just in Case drugs are injectable medications 
prescribed for future use in serious illnesses. These are kept in the home in case they are 
needed. We are interested in patients’ and their family or friends’ opinions and experiences of 
these drugs, and how these compare to their healthcare professionals’ perceptions. We are 
also interested in patients’ and their family or friends’ involvement in discussions and 
decisions with healthcare professionals to prescribe and administer Just in Case drugs.  
 
Why have I been invited? 
 
You have been invited to take part in this study because you have been identified by a study 
participant, a person affected by a serious illness who has been prescribed Just in Case drugs 
or their family or friend, as being involved in the decisions to prescribe or administer their Just in 
Case drugs. We are inviting between 8 and 12 people who have been prescribed Just in Case 
drugs, along with one of their family members or friends, and one of their doctors or nurses 
to take part in our research. 
 
Do I have to take part? 
 
No. Your participation is voluntary, and you are free to withdraw at any time, without giving 
a reason, and without your legal rights being affected.   
 
What will happen if I decide to take part? 
 
The research includes a series of case studies followed over a two to four month period. Each 
case usually involves research interviews with the person (patient), one family member or 
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friend, and a GP or nurse supporting their care at home. With the person’s permission, we 
will access their GP held medical records to identify and record any information about the 
Just in Case drugs and monitor if the drugs are used while they are taking part in the research. 
 
If you decide to take part in the study, you will be asked to take part in one research 
interview. Research conversations with Ben Bowers can be by phone, Facetime or Skype. 
This is an informal discussion, usually lasting about 45 minutes. It may help to have the 
electronic records at hand for the participating person (patient) when we speak.  

  
The research interview will be about your views and experience of Just in Case drugs in 
the person’s care. With your permission we would like to audio record the interviews. We 
would like to find out:  

• How you see your role in looking after terminally ill people. 
• Conversations with the person and their family or friend around the prescribing and use 

of Just in Case drugs. 
• How decisions were made to prescribe or administer the drugs 
• Your views of the role of Just in Case drugs in the person’s care.  

 
Will I be paid for taking part in the research? 
 
We would like to offer a £40 Amazon voucher in recognition of your time commitment. You 
can choose to have the voucher donated to your team funds if you are taking part in the 
research during work time and your employing organisation has a policy about individual 
staff receiving gifts. 
 
What are the possible benefits of taking part? 
 
We cannot promise the study will help you directly. The information we collect will help 
health professionals to understand patients’ and their family / friends’ opinions and 
experience of Just in Case drugs. This should help to improve the care, information and 
support provided in the future. Some people find it helpful to have the opportunity to 
reflect on and share their experience of care with someone who is not directly involved. 
 
What are the possible disadvantages and risks of taking part? 
 
We hope that you will find taking part in the study to be an interesting experience. We 
understand that talking about issues relating to end-of-life care may be difficult and upsetting. 
We ask you to consider how you would feel about sharing this experience with the 
researcher. It is possible that you may feel distressed at times during the interview. However, 
you will never be under any pressure to answer questions or talk about topics that you prefer 
not to discuss. You can stop the interview, or withdraw from the study, at any time. 
 
If you find talking about end of life care experiences distressing, you are encouraged to 
discuss these feelings with someone, perhaps a trusted colleague at your practice or your own 
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GP. You can also contact [name redacted], a nurse experienced in end-of-life care, who is 
available to discuss any issues that may arise from participating in this study. Email: [email 
redacted]  
 
How will we use information about you? 
 
We will need to use information from you for this research study. This information will 
include your name and contact details. The research team listed at the end of this document 
will use this information to do the research. People outside of the research team will not 
know who you are and they will not be able to see your name or contact details. Your data 
will have a code instead. We will keep all information about you safe and secure. Once we 
have finished the study, we will keep your name, NHS number and contact details for 2 years 
so we can check the results and send you a copy of the short summary of the study findings if 
you would like to receive this. We will write our reports in a way that no-one can work out 
that you took part in the study.  

All information about you will be handled in confidence. The only circumstances under 
which confidentiality would be broken would be if the research team is made aware of 
actions or situations resulting in serious risk of harm to yourself or others. The research team 
would discuss this with you and consider the need to raise the matter with senior clinical 
managers of the services involved.  
 
Will my information be shared with other researchers? 

With your consent, non-identifiable information about your views and experiences may be 
provided to researchers running other research studies in the University of Cambridge and in 
other organisations in the future. These organisations may be universities, NHS organisations 
or companies involved in health and care research in this country or abroad. Your 
information will only be used by organisations and researchers to conduct research in 
accordance with the UK Policy Framework for Health and Social Care Research.  

This information will not identify you and will not be combined with other information in a 
way that could identify you. The information will only be used for the purpose of health 
and care research and cannot be used to contact you. 

What are your choices about how your information is used? 
 
You can stop taking part in the study at any time, without giving a reason, but we will 
keep information about you that we already have and use this for the research study. 
You can withdraw from the study by contacting Ben Bowers in person, by phone or by email. 
 
We need to manage your records in specific ways for the research to be reliable. This means 
that we won’t be able to let you see or change the data we hold about you.   
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Where can you find out more about how your information is used?  
 
You can find out more about how we use your information: 

• At www.hra.nhs.uk/information-about-patients/ 
• At www.medschl.cam.ac.uk/research/privacy-notice-how-we-use-your-research-

data 
• By asking one of the research team 
• By ringing Ben Bowers on [number] 
• By email Ben Bowers at [email address] 

 
What will happen to the results of the research study? 
 
The results of the study will be used as part of Ben Bowers PhD and to help health care 
professionals and services improve the care and support they provide to patients and family 
carers during serious illness. We will present the findings to service providers, at conferences 
and publish them in academic journals to inform and influence practice. We will send you a 
copy of the short summary of the study findings if you would like to receive this. 

What if there is a problem? 
 
If you have any concern about any aspect of this study, please speak to a member of the 
research team, whose contact details are at the end of this sheet. The researchers will do their 
best to answer your questions or concerns. If you still have concerns about the research you 
can speak to the Head of the Primary Care Unit, [name] on [telephone number]. 
 
If you remain unhappy and wish to complain formally, you can get advice about how to do 
this from:  
 
[names and contact details redacted] 
 
Who has reviewed the study? 
 
All research in the NHS is looked at by independent group of people, called a Research 
Ethics Committee, to protect your interests. This study has been approved by the Cambridge 
South Research Ethics Committee (REC reference number: 19/EE/0361). 
 
Who is organising and funding the research? 
 
This research is being organised by the University of Cambridge. It is being funded through a 
National Institute of Health Research School for Primary Care Research PhD Studentship. 
If you would like more information or have any questions, either now or in the future, 
please feel free to contact us:  
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Mr Ben Bowers 

PhD Student 

Mobile: [number] 

 

[email address]  

 

 

Dr Stephen Barclay  

Senior Lecturer in General Practice  

 

 

[email address]  

 

Professor Kristian Pollock 

Professor of Medical Sociology 

 

 

[email address] 

 

 

 
 
 
 
 
 
  
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

PARTICIPANTS WILL BE GIVEN A COPY OF THIS TO KEEP, TOGETHER WITH A COPY 
OF THE CONSENT FORM 

 
 
 



 367 

Appendix 10         Multi-perspective longitudinal interview study patient  
and informal caregiver participant interview schedule one 

 

JUST IN CASE DRUGS STUDY  

 

INTERVIEW SCHEDULE: PATIENT AND / OR INFORMAL CARE GIVER 

(FAMILY OR FRIEND) INTERVIEW ONE  

 

Note:  1. Questions will be continually reshaped in response to data from previous     

interviews. 

2. If patients or informal care givers are interviewed individually, the questions will 

be phased in a suitable way to explore their views and experiences.  

 

Introduction:  

  

§ Introduce yourself.  

§ Discuss the purpose of the study (the purpose of this research is to find out about 

patients and their family / friends opinions and experiences of ‘Just in Case drugs’ 

over time. We are also interested in understanding patients and informal care givers 

involvement in the discussion and decision to prescribe and administer Just in Case 

drugs. 

§ Make the participant feel comfortable! 

§ Clarify that there are no right or wrong answers. 

§ We can pause or stop the conversation at any time, please just say if you would like 

to. 

§ Please ask for explanations of any questions whenever you want. 

§ Our conversation will be recorded with your permission.  

 

Explain that there are 4 themes the conversation is going to cover:  

 

§ We will discuss the Just in Case drugs you / (patient’s name) have been prescribed  

§ How you felt about these drugs being prescribed 

§ If you felt that you were given enough information about the drugs  

§ What you consider to be important in your / (patient’s name) future care 
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Semi-structured interview questions     

Prompt: turn recorders on 

 

1. Can you start by telling me about how your / (patient’s name) health has been in 

the last three months?  

Prompts:   

§ Have you / has (patients name) been having any treatment? 

§ Do you / does (patient’s name) have problems with any symptoms?   

§ Are any healthcare professionals involved in your / (patient’s name) care? 

 

2. Could you tell me about the medications that you / (patient’s name) are currently 

prescribed?  

Ask what they call the drugs? 

Prompts: 

§ If Just in Case drugs are not included in the list probe for any other drugs that have 

been prescribed/ are in the house but not currently being used? 

§ When were the Just in Case drugs prescribed and by whom?  

§ What are the drugs and what are they are for? 

§ Under what circumstances do you anticipate that they will be used? 

§ Where are they kept in the home? 

 

3. How do you feel about having the Just in Case drugs in the home?  

 

Prompts:  

§ Were you involved in getting the drugs from the chemists? 

§ If so, was it easy to get the drugs?  

§ Did you have any concerns about having them in the home?                 

§ Were you reassured to have them in the home? 

 

4. How involved did you feel in the discussion about prescribing these drugs? 

 Prompts: 
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§ Did anyone explain what they might be used for? 

§ Was the information and the way it was supplied helpful? 

§ Was there information that was not helpful? 

§ Was there information not talked about that you would have found helpful to know? 

 

5. Did the healthcare professional who prescribed the Just in Case drugs ask you if 

you wanted them prescribing? 

  Prompts:  

§ If gives a yes or no answer: please could you explain a bit more  

§ How you felt about them being prescribed? 

 

Thank you, that really helpful to know. I’d like to explore (patients name) care to 

understand what’s important to you.   

 

6. Thinking ahead, what do you consider important in your / (patient’s name) 

future care?  

  Prompts: 

§ Follow where the participant/s wants to go, exploring their care wishes and 

understanding of their situation. 

§ What is important for you in supporting your / (patient’s name) comfort? 

§ If the participant/s raises that drugs are for symptom control – are there symptoms 

they are concerned may develop? 

§ Does the participant / do the participants expect Just in Case drugs to be used at some 

point?  

§ How do they feel about that?  

7. I think that’s everything I wanted to talk about, do you have anything else you 

would like to say or pressing thoughts that I have not asked you? 

 

Closing the interview 

 

Thank them for their participation. Turn recorder off.  
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I would like to speak again if the drugs are used to discuss why this was and how they were 

used. Regardless of if the drugs are used, I would still like to speak again to ask about your 

thoughts and experiences in 2 to 4 months.  

 

Clarify participant/s can contact me if the drugs are used and we can arrange the next 

research conversation, or I will be in touch by phone. Follow up conversations can be by 

phone, skype or in person. Whichever is easier for the participant/s.  

 

Reiterate that some issues can be challenging to talk about. Suggest if the participant has any 

clinical questions, or if they identified that they or their family have unmet needs, they 

should talk to their GP or the key healthcare professionals involved their care.  

 

Ask if they would like a copy of the results emailed when they are published – confirm 

email address.  

 

After the interview 

 

Record anonymised field-notes: observations, feelings, thoughts, reactions about the 

interview 
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Appendix 11 Multi-perspective longitudinal interview study patient and     

                                informal caregiver participant interview schedule two 

 
JUST IN CASE DRUGS STUDY  

 

INTERVIEW SCHEDULE: PATIENT AND / OR INFORMAL CARE GIVER 

(FAMILY OR FRIEND) INTERVIEW TWO 

 

Note:  1. Questions will be continually reshaped in response to data from previous  

interviews. 

2. If patients or informal care givers are interviewed individually, the questions will 

be phased in a suitable way to explore their views and experiences.  

3. The second interview will build on and refer to what was established in the first 

one.   

 

Introduction:  

  

§ The purpose of this second research conversation is to find out about your opinions 

and experiences of ‘Just in Case drugs’ now you have had some / (patients name) has 

some administered.  

§ Make the participant feel comfortable! 

§ Clarify that there are no right or wrong answers. 

§ We can pause or stop at any time, please just say if you would like to. 

§ Please ask for explanations of any questions whenever you want. 

§ Our conversation will be recorded with your permission.  

 

Explain that there are 3 broad themes the conversation is going to cover:  

 

§ What has changed for you / (patient’s name) since our first conversation  

§ Your experiences of the Just in Case drugs being used 

§ What you consider is important in supporting your / (patients name) comfort now  

 

Semi-structured interview questions     
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Prompt: turn recorders on 

 

10. Can you start by telling me what has changed for you / (patient’s name) since 

we last met? 

 

Prompts:   

§ Have you / has (patient’s name) had problems with any symptoms in the last few 

days?   

§ Which healthcare professionals are now involved in your / (patient’s name) care? 

 

11. You have / (patient’s name) has had some of Just in Case drugs given by a 

nurse or doctor. Would you mind telling me about this experience?   

Prompts:    

§ How did the drugs come to be used? 

§ How did you find the process of getting someone to come and give the drugs? 

§ If they were called for help, how quick were professionals in responding / coming?  

§ Who made the decision to give the drugs? 

§ Did you feel you were involved in the decision to give the drugs? 

 

12. Was any information about the drugs being administered discussed with you? 

Prompts:   

§ Did a nurse or doctor explain what they were for and their effects before they 

administered them? 

§ Did anyone explain about the drugs and their effects after they were administered? 

§ Was the information and the way it was supplied helpful? 

§ Was there information that was not helpful? 

§ Was there information not talked about that you would have found helpful to know? 

§ If a syringe driver was set up, did anyone discuss what it was for with you?  

 

13. Did the drugs help or hinder you / (patient’s name) in any way? 

Prompts:   

§ How effective do you feel the drugs were? 
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14. How do you feel about these drugs being used? 

Prompts: 

§ If a syringe driver was set up, how did you feel about this? 

§ Does the participant / do the participants expect Just in Case drugs to be used again?  

§ How do they feel about that? 

 

15. Has having the Just in Case drugs affected how you see the future, or what is 

likely to happen in future?   

Prompts:  

§ If yes, how has it affected how you see the future? 

§ Are you happy to have drugs in the house ‘Just in Case’ or does this cause you 

anxiety? 

 

Thank you for sharing your thoughts and experiences. I’d like to explore your / (patients 

name) care to understand what’s important to you.   

 

16. What is important in supporting your / (patient’s name) comfort now?  

Prompts:   

§ Follow the participant/s prompts, exploring their care wishes and understanding of 

their situation. 

§ If the participant/s raise that (patient’s name) is becoming much more unwell, give 

them the opportunity to talk about what they expect to happen, their hopes and 

concerns. 

 

§ Do you have any hopes or concerns about your / (patient’s name) comfort in the 

coming days or weeks?  

§ Do you feel Just in Case drugs will be helpful in making it possible for you / (patient’s 

name) to stay at home? (if the participant/s raise this as something that is important 

to them)  
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17. I think that’s everything I wanted to talk about, do you have anything else you 

would like to say or pressing thoughts that I have not asked you? 

 

Closing the interview 

 

Thank them for their participation. Turn recorder off.  

 

Discuss that you would like to speak again to ask about their thoughts and experiences in 

(length of time which is 2 to 4 months after first conversation). 

 

Reiterate that some issues can be challenging to talk about. Suggest if they have any clinical 

questions or if they identified they have unmet needs, they should talk to their GP or the key 

healthcare professionals involved their care.  

 

After the interview 

 

Record field-notes: observations, feelings, thoughts, reactions about the interview 
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Appendix 12 Multi-perspective longitudinal interview study patient  

and informal caregiver participant interview schedule 

three 

 

JUST IN CASE DRUGS STUDY  

 

INTERVIEW SCHEDULE: PATIENT AND / OR INFORMAL CARE GIVER 

INTERVIEW THREE  

 

Note:  1. Questions will be continually reshaped in response to data from previous 

interviews. 

2. If patients or informal care givers are interviewed individually, the questions will 

be phased in a suitable way to explore their views and experiences.  

3. This follow-up research interview will build on and refer to what was established in 

the previous ones.  

 

Introduction:  

  

• The purpose of this follow-up research conversation is to find out about your opinions 

and experiences of ‘Just in Case drugs’ and if they have changed since our previous 

meeting/s.   

• Make the participant feel comfortable! 

• Clarify that there are no right or wrong answers. 

• We can pause or stop at any time, please just say if you would like to. 

• Please ask for explanations of any questions whenever you want. 

• The conversation will be recorded with your permission.  

 

Explain that there are 3 broad themes the conversation is going to cover:  

 

• If anything has changed for you / (patient’s name) since our last conversation  

• Your experiences of Just in Case drugs  

• What you consider is important in supporting your / (patients name) comfort now  
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Semi-structured interview questions     

 

Prompt: turn recorders on 

 

1. Can you start by telling me what has changed for you / (patient’s name) since we 

last met? 

 

Prompts:   

§ Have you / has (patient’s name) had problems with any symptoms in the last few 

days?   

§ Which healthcare professionals are now involved in your / (patient’s name) care? 

 

Move on to themes going to cover: Thank you, that is really useful to understand. I 

would now like to ask about your opinions and experiences of “Just in Case drugs”.  

 

2. Since we last met have you discussed your Just in Case drugs with any 

healthcare professionals? If yes, would you mind telling me about this 

experience?   

Go to question 7. If drugs have not been used. 

 

3. If JIC drugs administered: Could you mind telling me about your experiences 

of having some of the drugs given by a nurse or doctor?   

Prompts:    

§ How did the drugs come to be used? 

§ How did you find the process of getting someone to come and give the drugs? 

§ If they were called for help, how quick were professionals in responding / coming?  

§ Who made the decision to give the drugs? 

§ Did you feel you were involved in the decision to give the drugs? 

 

4. If JIC drugs administered: Was any information about the drugs being 

administered discussed with you? 

Prompts:   
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§ Did a nurse or doctor explain what they were for and their effects before they 

administered them? 

§ Did anyone explain about the drugs and their effects after they were administered? 

§ Was the information and the way it was supplied helpful? 

§ Was there information that was not helpful? 

§ Was there information not talked about that you would have found helpful to know? 

§ If a syringe driver was set up, did anyone discuss what it was for with you?  

 

5. If JIC drugs administered: Did the drugs help or hinder you / (patient’s name) 

in any way?  

 

6. If JIC drugs administered: How do you feel about these drugs being used? 

 
Prompts: 

§ If a syringe driver was set up, how did you feel about this? 

§ Does the participant / do the participants expect Just in Case drugs to be used again?  

§ How do they feel about that? 

 

7. If JIC drugs not administered: How do you feel about the Just in Case drugs 

being prescribed but not used?  

Prompts:   

§ How do you feel about having the Just in Case drugs in the house for this length of 

time?  

§ Do you expect them to be used in the future? 

§ How do you feel about this?  

 

8. Has having the Just in Case drugs prescribed affected how you see the future, 

or what is likely to happen in future?   

Prompts:  

§ If yes, how has it affected how you see the future? 

§ Are you happy to have drugs in the house ‘Just in Case’ or does this cause you 

anxiety? 
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Thank you for sharing your thoughts and experiences. I’d like to explore your / 

(patients name) care beyond just focusing on drugs to understand what’s important to 

you.   

 

9. What is important in supporting your / (patient’s name) comfort now?  

Prompts:   

§ Follow the participant/s prompts, exploring their care wishes and understanding of 

their situation. 

§ If the participant/s raise that (patient’s name) is becoming more unwell, give them the 

opportunity to talk about what they expect to happen, their hopes and concerns. 

§ Do you have any hopes or concerns about your / (patient’s name) comfort in the 

future?  

§ Do you feel Just in Case drugs will be helpful in enabling you / (patient’s name)  to 

stay at home? (if the participant/s raise this as something that is important to them)  

 

10. I think that’s everything I wanted to talk about, do you have anything else you 

would like to say or pressing thoughts that I have not asked you? 

    

 

Closing the interview 

 

 

Reiterate that some issues can be challenging to talk about. Suggest if the participant has any 

clinical questions, or if they identified they or their family have unmet needs, they should talk 

to their GP or the key healthcare professionals involved their care.  

 

After the interview 

 

Record anonymised field-notes: observations, feelings, thoughts, reactions about the 

interview 
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Appendix 13 Multi-perspective longitudinal interview study bereaved  
informal caregiver participant interview schedule three 

 
 

JUST IN CASE DRUGS STUDY  
 

INTERVIEW SCHEDULE: BEREAVED INFORMAL CARE GIVER  
(FAMILY OR FRIEND) INTERVIEW THREE  

 
Note:  1. Questions will be continually reshaped in response to data from previous 

interviews.  

2. This follow-up interview will build on and refer to what was established in the 

previous ones. 

 
Introduction:  

  

• Check the participant is happy to take part in the research conversation.  

• The purpose of this follow-up research conversation is to ask about your views and 

experiences of ‘Just in Case drugs’ and their role in (patient’s name) care.  

• Make the participant feel comfortable! 

• Clarify that there are no right or wrong answers. 

• We can pause or stop the conversation at any time, please just say if you would like 

to. 

• Please ask for explanations of any questions whenever you want. 

• Our conversation will be recorded with your permission.  

 

Explain that there are 3 broad themes the conversation is going to cover:  

 

• If (patient’s name) had any Just in Case drugs administered before they died  

• Your experiences of the Just in Case drugs if they were used  

• What was important to you in supporting (patient’s name) in their last days of life 

 

Semi-structured interview questions     
 
Prompt: turn recorders on 
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1. Would you be happy to talk me through your experiences of (patient’s name) 
care in their last few weeks of life? (this will be tailored to the patient’s 
situation)   

 
Move on to themes going to cover: Thank you, it is incredibly helpful to understand 
your experiences. I would now like to ask about your opinions and experiences of the 
“Just in Case drugs”.  
 
 

2. Did (patient’s name) have any of Just in Case drugs administered before they 

died?   

Prompts:    

§ How did the drugs come to be used? 

§ How did you find the process of getting someone to come and give the drugs? 

§ If they were called for help, how quick were professionals in responding / coming?  

§ Who made the decision to give the drugs? 

§ Did you feel you were involved in the decision to give the drugs? 

Go to question 6. if drugs have not been used. 

 

3. If JIC drugs administered: Was any information about the drugs being 

administered discussed with you? 

Prompts:   

§ Did a nurse or doctor explain what they were for and their effects before they 

administered them? 

§ Did anyone explain about the drugs and their effects after they were administered? 

§ Was the information and the way it was supplied helpful? 

§ Was there information that was not helpful? 

§ Was there information not talked about that you would have found helpful to know? 

§ If a syringe driver was set up, did anyone discuss what it was for with you?  

 

4. If JIC drugs administered: Did the drugs help or hinder (patient’s name) in 

any way?  

 

5. If JIC drugs administered: How did you feel about these drugs being used? 
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Prompts: 

§ If a syringe driver was set up, how did you feel about this? 

 

6. If JIC drugs not administered: How do you feel about the Just in Case drugs 

being prescribed but not used?  

Prompts:   

§ How did you feel about having the Just in Case drugs in the house?  

 

7. Did having the Just in Case drugs prescribed affect what you expected to 

happen to (patient’s name) in their last days of life?   

Prompts:  

§ Did you expect them to be used? - How did you feel about this?  

§ Were you happy to have drugs in the house ‘Just in Case’ or did this cause you any 

concern? 

§ Was (patient’s name) happy to have the drugs in the home? 

 

8. What was important to you in supporting (patient’s name) in their last days of 

life?  

Prompts:   

§ Did you have any hopes or concerns about (patient’s name) comfort in their last days 

of life?  

§ Did you discuss your hopes or concerns with anyone?  

§ Overall, do you feel having the Just in Case drugs prescribed was helpful?  

 

9. I think that’s everything I wanted to talk about, do you have anything else you 

would like to say or pressing thoughts that I have not asked you? 

  

   

Closing the interview 

 

Thank you so much for sharing your thoughts and experiences. Turn recorder off.  
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Suggest if the participant has any questions about (patient’s name) care, or if they want to 

talk to someone about their own feelings, they can contact their GP or the key healthcare 

professionals involved (patient’s name) care.  

 

After the interview 

Record anonymised field-notes: observations, feelings, thoughts, reactions about the 

interview 
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Appendix 14 Multi-perspective longitudinal interview study  

clinician participant interview schedule  
 

JUST IN CASE DRUGS STUDY  

 

INTERVIEW SCHEDULE: CLINICIAN 

 

Note: questions will be continually reshaped in response to data from previous interviews. 

 

Introduction:  

  

• Introduce yourself.   

• Discuss the purpose of the study (the purpose of this research is to find out about 

patients and their family / friends opinions and experiences of ‘Just in Case drugs’, 

and if these change over time. We are also interested in understanding patients and 

informal care givers involvement in the discussion and decision about JIC drugs. The 

focus of the interview will be on specific patient cases and it may help to have their 

medical records to hand to jog your memory) 

• Make the participant feel comfortable! 

• Clarify that there are no right or wrong answers. This research is to understand 

patients, informal care givers, and healthcare professionals’ perspectives and if these 

are similar or differ.  

• We can pause or stop the interviews at any time, please just say if you would like to. 

• Please ask for explanations of any questions whenever you want. 

• Interviews will be recorded with your permission.  

• All participant information collected during the research will be kept strictly 

confidential. The only situation in which we foresee that confidentiality might be 

broken would be if information is identified during the research that causes concern 

for the welfare of patients or others. 

 

Explain that there are 3 broad themes interview is going to cover:  

• How you see your role in looking after terminally ill people 
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• Your experiences of conversations with (patients name) and their family / friend around 

the prescribing and use of Just in Case drugs.  

• The role of Just in Case drugs in the patient’s care.  

Semi-structured interview questions     

 

Prompt: turn recorders on 

 

1. Can you start by telling me a little about how long you have been a (name of 

professional title)? 

 
2. Can you tell me a bit about your role in looking after terminally ill people? 

 

Move on to themes going to cover: Thank you, that is really useful to understand. I 

would now like to ask about one of the patient cases I am exploring as part of my 

research.  

 

3. Could you tell me about your experiences of conversations with (patient name) 

and their informal care giver (family / friend) around prescribing the Just in 

Case drugs? 

 

Prompts:   

§ Can you recall the discussion with the patient and / or their informal care giver about 

prescribing the drugs?  

§ If yes: how did it go? – were there any barriers or facilitators to conversations? 

§ Did they talk about the drugs or ask further questions about them once they were in 

the home? 

§ Do you think they clearly understood the purpose and significance of the Just in Case 

drugs? 

§ How do you think the patient / informal care giver felt about having Just in Case 

drugs in the home? 

 

4. Did you take the initiative to prescribe the drugs or was it in response to another 

healthcare professional’s intervention? 
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Prompts:   

§ Were there any events or changes that prompted the decision to prescribe drugs? 

Go to question 9. if drugs have not been used. 

 

5. (If drugs administered) Can you remember why drugs were administered? 

Prompts:   

§ Which ones and for how long were they given? 

§ Who administered the drugs? 

§ Did any events or changes prompt the decision to give the drugs? 

 

6. (If drugs administered) Can you recall if you or other professionals had any 

conversations about administering the Just in Case drugs with the patient or 

their informal carer? 

Prompts:   

§ What was discussed?  

§ How did it go? – were there any barriers or facilitators to conversations? 

§ If no discussions, were there reasons why they did not happen? 

 

7. (If drugs administered) Were the patient and their informal care giver involved 

in the decision to administer the Just in Case drugs? 

Prompts: 

§ If no, were there reasons why they were not involved in the decision to use the drugs? 

 

8. Do you think the patient and their informal care giver clearly understood the 

purpose of the drugs being administered? 

Prompts:   

§ How do you think the patient / informal care giver felt about having the drugs 

administered? 

 

9. (If drugs not administered) Could you explain the reasons why drugs were not 

used?   



 386 

 

10. I think that’s everything I wanted to talk about, do you have anything else you 

would like to say or final thoughts that I have not asked you? 

 

Closing the interview 

 

Thank them for their participation. Turn recorder off. 

 

Reiterate that end of life care can be challenging to talk about. Reminder participant that the 

Participant Information Sheet has the contact details of [name redacted], a nurse experienced 

in end-of-life care, who is available to discuss any issues that may arise from the research 

discussion. Participants will be encouraged to speak to colleagues they work with or consult 

their own GP should they need further support. 

 

Ask if they would like a copy of the results emailed when they are published – confirm 

email address.  

 

After the interview 

 

Record anonymised field-notes: observations, feelings, thoughts, reactions about the 

interview 
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Appendix 15 Research Ethics Committee approvals for the studies 
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Appendix 16 Prescribing of anticipatory medication: Multivariable  
logistic regression steps 1-3 
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Appendix 17 GP interview study published research paper 
 

Bowers B, Barclay SS, Pollock K, Barclay S. General Practitioners’ decisions about 

prescribing end-of-life anticipatory medications: a qualitative study. British Journal of 

General Practice 2020; 70(699): e731-739 https://doi.org/10.3399/bjgp20X712625 
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Appendix 18 Published editorial: Anticipatory syringe drivers: A step  

too far. 
 

Bowers B, Ryan R, Hoare S, Pollock K, Barclay S. Anticipatory syringe drivers: A step too 

far. BMJ Supportive and Palliative Care 2019; 9: 149-150 

http://dx.doi.org/10.1136/bmjspcare-2018-001728  
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Appendix 19 Retrospective records review study published paper 
 

Bowers B, Pollock K, Barclay S. Unwelcome memento mori or best clinical practice? 

Community end of life anticipatory medication prescribing practice: a mixed methods 

observational study. Palliative Medicine 2021; Online First 8 September 

10.1177/02692163211043382 
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Appendix 20 Published letter: Anticipatory syringe pumps: benefits 

and risks  
 

Bowers B, Pollock K, Dickman A, Ryan R, Barclay S. Anticipatory syringe pumps: benefits 

and risks.  BMJ Supportive & Palliative Care Published Online First: 19 January 

2021 http://dx.doi.org/10.1136/bmjspcare-2020-002735 
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Appendix 21 Published editorial: Administration of end-of-life drugs 

by family caregivers during Covid-19 pandemic  
 

Bowers B, Pollock K, Barclay S.  Administration of end-of-life drugs by family caregivers 

during covid-19 pandemic. British Medical Journal 2020; 369: m1615 

https://www.bmj.com/content/369/bmj.m1615 
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