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ABSTRACT 

Aims and objectives. To explore hospice, acute care and nursing home nurses’ experiences of pain 

management for people with advanced dementia in the final month of life. To identify the 

challenges, facilitators and practice areas requiring further support. 
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Background. Pain management in end-stage dementia is a fundamental aspect of end of life care; 

however, it is unclear what challenges and facilitators nurses experience in practice, whether these 

differ across care settings, and whether training needs to be tailored to the context of care. 

Design. A qualitative study using semi-structured interviews and thematic analysis to examine data.   

Methods. 24 registered nurses caring for people dying with advanced dementia were recruited from 

ten nursing homes, three hospices, and two acute hospitals across a region of the United Kingdom. 

Interviews were conducted between June 2014 and September 2015. 

Results. Three core themes were identified: challenges administering analgesia, the nurse-physician 

relationship, and interactive learning and practice development. Patient-related challenges to pain 

management were universal across care settings; nurse- and organisation-related barriers differed 

between settings. A need for interactive learning and practice development, particularly in 

pharmacology, was identified. 

Conclusions. Achieving pain management in practice was highly challenging. A number of barriers 

were identified; however, the manner and extent to which these impacted on nurses differed across 

hospice, nursing home and acute care settings. Needs-based training to support and promote 

practice development in pain management in end-stage dementia is required. 

Relevance to clinical practice. Nurses considered pain management fundamental to end of life care 

provision; however, nurses working in acute care and nursing home settings may be under-

supported and under-resourced to adequately manage pain in people dying with advanced 

dementia. Nurse-to-nurse mentoring and ongoing needs-assessed interactive case-based learning 

could help promote practice development in this area. Nurses require continuing professional 

development in pharmacology.  
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WHAT DOES THIS PAPER CONTRIBUTE TO THE WIDER GLOBAL COMMUNITY? 

 Globally, pain management in palliative care is a health policy priority; however, it is unclear 

what barriers and facilitators are experienced by nurses caring for people with advanced 

dementia in the final month of life and whether these differ across care settings.  

 Patient-related barriers to pain management were universal across nurse participants and care 

settings. However, the barriers arising from nurse-related and organisational factors, and extent 

to which they impacted on nurses’ experiences of pain management, varied across acute care, 

hospice and nursing home care settings.   

 This study identified a gap between health policy recommendations for pain management in 

palliative care and availability of resources to support nurses working in different healthcare 

settings in implementing these recommendations in clinical practice.  

 

KEYWORDS: pain, palliative care, dementia, nurse, nurse education 

 

INTRODUCTION 

Dementia has become a leading cause of disability and a significant contributor to mortality in 

developed countries propelling it to priority status in healthcare policy, research and education 

globally (World Health Organisation 2012, van der Steen et al. 2014). A recent study estimated that 

the prevalence of dementia worldwide has reached 46.8 million; a figure expected to reach 74.7 

million by 2030 (Prince et al. 2015). The potential impact of the increasing global and local 

prevalence of dementia on healthcare services and staff, who will be managing this population to 

the end of life, requires consideration. The complex pattern of behavioural and cognitive deficits 

displayed in dementia results in a patient population whose care requirements differ from those in 

whom these abilities remain functional. Whilst models of palliative care may be extrapolated from 
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one health context to another (e.g. the application of the palliative care model for cancer to other 

terminal conditions), they are often not appropriate for use in patients who are unable to participate 

in, comprehend or consent to, decisions regarding their own care (Rabins and Black 2007). 

Institutional settings, such as nursing and residential homes, hospitals and hospices, are commonly 

the last place of care for many older adults with dementia (Ahmad & Mahoney 2005, Houttekier et 

al. 2010). Understanding the barriers to and facilitators of care experienced by healthcare 

professionals in these settings therefore becomes critical to identify areas where patient needs are 

not met and in the development of efficient and feasible strategies which adequately support staff in 

their practice.  

Optimal palliative care for people with dementia, including the management of pain, has been 

highlighted as a priority in health policy globally (Department of Health 2009, van der Steen et al. 

2014). However, evidence suggests suboptimal pain management in people with dementia 

compared to cognitively intact older people, including under-prescribing of analgesia for people with 

dementia in long-term care, in cancer, after hip fracture and in postoperative care (Bell 1997, Horgas 

& Tsai 1998, Kaasalainen et al. 1998, Morrison & Siu 2000, Nygaard & Jarland 2005, Cornali et al. 

2006, Reynolds et al. 2008, Monroe et al. 2013).  

BACKGROUND 

The prevalence of comorbidities in people with dementia often necessitates pain management 

throughout disease progression and into the final months of life (Mitchell et al. 2009, Klapwijk et al. 

2014, Hendriks et al. 2015). The challenges of assessing and managing pain in this complex 

population have attracted sustained research attention, particularly with regards to the attitudes, 

knowledge and practices of nursing staff who play a significant role in pain assessment and 

management (Kovach et al. 2000, Nygaard & Jarland 2005, Kaasalainen et al. 2007, Zwakhalen et al. 

2007, Barry et al. 2012). Nurses’ attitudinal beliefs towards, and knowledge of, the presence, 

experience and impact of pain on older adults with and without dementia, have critical implications 
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for assessment and treatment, and have been linked to delayed assessment of pain, suboptimal 

treatment and underuse of pro re nata (PRN) analgesia (Kovach et al. 2000, Nygaard & Jarland 2005, 

Kaasalainen et al. 2007, Zwakhalen et al. 2007, Barry et al. 2012).  

A substantial body of compelling evidence has identified deficits in nurses’ knowledge of pain 

assessment, pharmacology, side-effects and dosing schedules and the presence of misguided 

perceptions regarding the use of opioids and regularly prescribed analgesics, suggesting that nursing 

staff are inadequately educated on the use of analgesics in palliative care for people with dementia 

(Kovach et al. 2000, Auret & Schug 2005, Barry et al. 2012, Ghandehari et al. 2013). Poor pain 

management has a number of adverse outcomes for patients including the manifestation or 

exacerbation of neuropsychiatric symptoms, agitation, depression, challenging and resistive 

behaviour and sleep disturbance (Cipher & Clifford 2004, Hadjistavropoulos et al. 2007). Previous 

studies have focused on nurses’ experience of pain management prior to the end of life but little is 

known about attitudes of and competence in pain management in the final weeks. A small 

qualitative study by Brӧrson and colleagues (2014) explored the experiences of nurses working in a 

Swedish hospital dedicated to the care of patients with neuropsychiatric disorders including 

dementia. Barriers to pain management identified included difficulties obtaining analgesic 

prescriptions, anxiety regarding use of morphine, and problems with nurse-physician 

communication (Brӧrson et al. 2014). To the knowledge of the authors, no studies have been 

conducted to date which explore nurses’ experiences and perspectives of pain management for 

people with advanced dementia nearing the end of life across multiple care settings including 

hospice, acute care and nursing home contexts. This study aims to address this gap in the literature.  

AIM 

The aim of this research was to explore hospice, nursing home and acute care nurses’ experiences of 

pain management, the perceived barriers to and facilitators of pain management, and perspectives 

on training needs in managing pain in people with advanced dementia in the final month of life.  
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METHOD 

Design 

This qualitative study forms part of a larger programme of research aimed at exploring nurses’, 

physicians’ and healthcare assistants’ experiences of pain assessment and management for people 

with advanced dementia in the final month of life with a view to developing a complex intervention 

to address clinical and professional issues identified, to improve pain assessment and management 

for this vulnerable patient group. This qualitative study used face-to-face, semi-structured interviews 

to explore nurses’ experiences.  

 

Data collection 

Ethics 

Ethical approval was granted by the Office for Research Ethics Committees Northern Ireland 

(ORECNI) (14/NI/0013). The study protocol and supporting materials were reviewed and approved 

by independent ethics committees in the participating hospices, in one large chain-owned nursing 

home and by the participating HSC Trusts.  

 

Sample and recruitment 

Registered nurses (RNs) with responsibility for caring for people with advanced dementia who were 

nearing the end of life and/or who had died were eligible for participation. We aimed to recruit a 

maximum variation sample (regarding age, job role, educational attainment and length of clinical 

experience) of nurses within hospice, acute care hospital and nursing home care settings. Index 

contacts in each of these settings were approached for participation in the first instance and 

subsequent participants were contacted through an onward process of nominative sampling. 
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Nursing home managers and hospice medical directors distributed study materials to eligible 

participants within their respective care settings. In acute care, consultant physicians (in geriatric 

medicine, care of the elderly and palliative medicine) distributed study information, comprising an 

invitation cover letter and participant information sheet, to eligible nursing teams within their 

hospitals. All nurses who responded to the participation call were recruited into the study. Twenty-

four nurses were recruited from three hospices, two acute care hospitals and ten nursing homes. 

These settings cover four out of the five regional Health and Social Care (HSC) Trust areas in 

Northern Ireland (NI), United Kingdom (UK). Recruitment ceased when no further novel data were 

identified in transcripts at the within-group and across-group levels and data saturation was 

achieved.  

Data collection tools 

Semi-structured, in-person interviews were conducted with nurses at their place of work. All 

participants provided written informed consent. An interview topic guide of open-ended questions 

was used; this was developed from a review of the literature and refined to suit the focus of the 

study. Interview topics covered: experiences of managing pain in people dying with advanced 

dementia, barriers to and facilitators of, pain management, and training needs. All interviews were 

digitally audio-recorded and transcribed verbatim. Interview duration ranged from 31 minutes to 45 

minutes (average 37.9 minutes). Shorter duration interviews reflect the challenges of interviewing 

hospital nurses. Data were collected between June 2014 and September 2015.  

 Data analysis 

Data management and analysis were facilitated using NVivo10 software (QSR International (UK) Ltd, 

Cheshire, UK). Thematic analysis using Braun and Clarke’s (2006) paradigm was the analytical 

approach taken to data analysis. Following several re-readings of each transcript, passages of text 

comprising feelings, thoughts, short narratives, perspectives and experiences were assigned 
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descriptive codes reflecting the concepts expressed by those data. To ensure consistency, coding 

was performed in constant comparison to coding completed in prior transcripts and a coding frame 

was developed. Codes were reviewed and grouped by concept (e.g. ‘route of administration’) and 

then arranged by theme (e.g. ‘challenges administering analgesia’). To identify whether differences 

in nurses’ experiences of pain management were differentially impacted by the care setting in which 

they practised, analysis was performed at two levels. In the first instance, data were analysed at the 

level of the care-setting for each group (hospice nurses, acute care nurses and nursing home nurses) 

and subsequently expanded to cross-group comparison (hospice versus acute care versus nursing 

home).  

Validity and reliability/Rigour 

Recommendations from established and recent literature on demonstrating validity, reliability and 

rigour in qualitative research were adopted and employed throughout this study (Rolfe 2006). All 

interviews were transcribed verbatim by the research fellow (Initials); these were checked for 

accuracy against the original digital recordings by two members [Initials of academic professor 1] 

and [initials of Patient and Participant Involvement Representative] of the Project Management 

Group (PMG). Primary data analysis was performed by the research fellow, after which a selection of 

transcripts were independently analysed by [initials of Principal Investigator] and [initials of 

academic professor 1]. The process of data analysis and identification of the core themes were 

discussed and agreed between the three authors and presented to and discussed in bi-monthly 

meetings of the PMG; a group comprising two practising academic-physicians in geriatric/dementia 

and palliative care, four academics specialising in palliative care, nursing and palliative care and 

pharmacy, three General Practitioners (GPs) with a special interest in older adults, dementia and 

palliative care, and one Patient and Public Involvement representative (also a retired GP). An audit 

trail of the analysis was kept, detailing steps in the development of the coding frame and each level 

of analysis.  
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RESULTS 

 

A total of 24 participants comprising hospice nurses (n=6), acute care nurses (n=6) and nursing home 

nurses (n=12) were recruited. The majority were female (n=23). Participants had an average age of 

36.8 years (range: 25 to 59 years) and an average of 13.8 years’ nursing experience (range: 3 months 

to 34 years). Seven participants had postgraduate qualifications including a diploma or master’s 

degree in palliative care, and one participant was undertaking the first year of doctoral study in 

palliative nursing at the time of the study. Nurse grades ranged from staff nurse to nurse manager. 

Participant characteristics are presented in full in Table 1.  

Table 1. Participant characteristics 

Participants’ experiences were characterised into three core themes: (1) challenges administering 

analgesia, (2) the nurse-physician relationship and (3) interactive learning and practice development. 

The theme “challenges administering analgesia” reflects challenges arising from the inherent 

complexity of the patient population (people dying with advanced dementia) and as such, nurses’ 

experiences were universal and not differentially impacted by setting. The second and third core 

themes comprised both commonalities of experience across settings, with sub-themes reflecting 

setting-specific challenges. In these cases, experiences were common to nurses within a specific care 

setting (e.g. acute care) but differed from experiences of nurses in other settings (e.g. hospice). Core 

themes and sub-themes are presented in Table 2.  

Table 2. Core themes and sub-themes identified in within-group and cross-group analysis 

Challenges administering analgesia 

Commonly experienced challenges with the administration of analgesia comprised patient refusal of 

pain relief and difficulties with routes through which analgesics could be administered. 
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Medication refusal 

Patient refusal of analgesia (and other medications) was commonly experienced by participants with 

most perceiving refusal as the result of patient anxiety and/or fear regarding medication use. It was 

believed that profound deficits in cognition prevented patients from recognising medications as 

such, and impairments in communication removed the possibility of engaging in nurse-patient 

dialogue to explain the need for, and benefits of, analgesia, through which patients’ fears and 

anxieties might be allayed.   

It can be difficult then to explain that this is what is working for you and we think that this 

will help you”. (NURS022 - Hospice nurse)    

In some cases, patients’ inability to understand the purpose of pain relief provided, combined with 

the pain they were experiencing, culminated in aggressive resistance to treatment.   

Some of them would be aggressive, they will just full stop not take any pain relief from you 

and yet you know they need the pain relief. (NURS02 – Nursing home nurse) 

Many nurses expressed deep empathy for patients, reflecting that fear and/or anxiety were natural 

responses in dying patients who are entirely dependent on others for care and who cannot 

understand or adequately express their needs.  

Put yourself in the shoes of the resident, you’re lying there, you can’t talk, you can’t 

understand. You’re really at the mercy of the people looking after you. (NURS016 - Nursing 

home nurse)   

Route of administration 

Participants reported barriers to pain management in patients dying with advanced dementia 

resulting from constraints on available and appropriate routes of administration. Oral administration 

of analgesia was challenging in dying patients with frequent and/or excessive drowsiness or who 
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were asleep for extended periods of time. Analgesic use in tablet and liquid formulations carried a 

high risk of aspiration pneumonia for patients with dysphagia, a common feature in end-stage 

dementia, often necessitating a review of patients’ analgesic regimens.  

The challenge is they can’t take it orally a lot of the time because their swallow deteriorates 

and they frequently get aspiration pneumonia so whatever oral pain relief they would have 

been on previously, they can’t take anymore. (NURS09 – Acute care nurse) 

Participants reported that syringe drivers, injections and intravenous administration could be 

challenging when used for end-stage patients with dementia with low body fat, little musculature 

and cachexia.  

People with advanced dementia tend to have skin and bones as they haven’t been eating 

great so even like giving subcut [subcutaneous] injections or intramuscular sometimes 

there’s nowhere to put it that’s not going to cause more pain whenever you’re administering 

it. (NURS020 – Acute care nurse) 

Many expressed concern regarding the use of needles in dying patients due to beliefs that these 

routes were painful and distressing for patients, especially for those who were already anxious 

and/or agitated.  

…they can become more anxious coming near the end…if they see a needle they’re freaked 

out so you have to assess the situation, is it really worthwhile me putting such and such 

through this here? (NURS06 – Hospice nurse) 

Respondents preferred less invasive methods such as suppositories and transdermal patches over 

subcutaneous and intravenous delivery in the final weeks of life and for the imminently dying; these 

were considered to be minimally invasive with low risk of injury to patients during administration.  
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We start with a patch of some description for pain relief, so that keeps them pain free. I find 

that for people who have dementia, you don’t tend to need syringe pumps, you’d use 

paracetamol suppositories, maybe diazepam suppositories. (NURS09 –Acute care nurse) 

 

The nurse-physician relationship 

Positive relationships 

All hospice nurses reported positive nurse-physician relationships which were characterised by 

mutual professional respect, trust and collaboration. They perceived themselves to be working in 

successful partnership with medical staff towards a common goal of pain management. 

I think we’re doing quite well [in managing pain], but I think it is because we have such a 

good, you know, we have a good team and we have specialists, you know, as well, I think 

that all ties in together. (NURS017 – Hospice nurse) 

Just over half of nursing home nurses and acute care nurses also reported positive nurse-physician 

relationships. These nurses perceived that physicians responded promptly to reports of pain and to 

prescription requests, demonstrated shared goals of care, and valued nurses’ contribution to patient 

care. Open and articulate communication facilitated a collaborative relationship between nurses and 

physicians in which disciplinary knowledge was shared to meet the challenges of managing pain as 

well as other aspects of patient care.   

The GPs are there all the time to help, they always go with us because they know that we 

are the ones seeing [the patients] everyday, we know each and every difference in them 

from yesterday, today, tomorrow. So when we explain, they have trust in us. (NURS013 – 

Nursing home nurse) 

 



A
cc

ep
te

d
 A

rt
ic

le

This article is protected by copyright. All rights reserved. 

Difficult relationships  

Difficult nurse-physician relationships were reported by both nursing home and acute care nurses. 

Some nurses felt that physicians were reluctant to conduct patient assessments and ignored 

requests for help with complex cases.  

Some will say: well, what’s wrong with them? And try and diagnose over the phone, rather 

than actually coming out and doing a home visit. Probably one of the biggest issues that we 

have, is that the GPs wouldn’t always come out and help us assess. (NURS015 – Nursing 

home nurse) 

Negative relationships were also reported where participants experienced difficulties or delays in 

obtaining scripts, where prescribing decisions were perceived (and/or transpired) to be sub-

therapeutic, and where treatment appeared to be unreflective of patient needs.  

Sometimes I think there’s reluctance on the part of the medical [staff], especially if it’s a 

junior medic, you know, to even prescribe something. (NURS021 – Acute care nurse) 

Senior acute care and nursing home nurses felt confident in advocating for patients in cases where 

nurses’ and physicians’ goals of care were perceived to be discordant but acknowledged that 

confidence to query prescribing decisions varied among nurses. 

Some [GPs] have their own thoughts and trends in their head and what they believe is right. 

I think they open a book and it says A, B, C and D to them and therefore they want to follow 

A, B, C and D to do their best, but sometimes they forget to listen to the nurses who do 

know. I think it depends on how empowered a nurse is to actually say to a GP: hold on a 

minute, and to be an advocate for our residents. (NURS03 – Nursing home nurse manager) 
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Nurses with 20 or more years’ nursing experience believed that poor communication skills and 

inadequate reporting among nursing staff contributed to the difficulties experienced in nurse-

physician relationships. Failure to provide salient, contextual information about patients (such as 

changes in swallow) clouded the clinical picture for physicians, especially for those not present in the 

care setting daily, in some cases resulting in clinical errors and/or inappropriate treatment.  

If it’s a GP writing up, their initial thing would be to write up the ordinary capsules but it’s 

the nurses being proactive to say, whenever they’re getting it prescribed: “Oh this patient’s 

swallow is quite impaired, is there any other form that can be given in?” So it’s not the GP’s 

fault, it’s the nurses not informing them of the actual situation. (NURS010 – Nursing home 

nurse)  

 

Interactive learning and practice development 

Hospice nurses 

Hospice nurses perceived themselves to be fortunate in being able to readily access ongoing 

professional development across many aspects of dementia care including pain management.  

I think we are quite lucky here because we get quite a lot of training […]. You’re getting your 

practical training, you have your mentor, and you learn so much from your mentor. And 

then we have online training and we have certain study days dedicated to it [dementia] and 

if we want we can get external training as well. (NURS05 Hospice nurse).  

Hospice nurses expressed preference for interactive, group discussion of patient cases alongside 

structured didactic teaching, reporting that these approaches facilitated and encouraged knowledge 

exchange between nursing staff.  
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Usually here we would have small groups […] and it’s very interactive and it’s not very formal 

but it’s very, very, informative, very good. And then you can bounce ideas off each other, it’s 

very good I think. (NURS011 – Hospice nurse) 

 

Acute care and nursing home nurses 

These nurses’ experiences of training and development differed substantially to those of hospice 

nurses. Opportunities for professional and practice development were often limited for acute care 

and nursing home nurses due to constraints on staff time, heavy workload and the need to travel to 

training events.   

I think the problem with the training is the training days aren’t local for the staff and there 

might only be one training day and not all the nurses can go on that one day. (NURS08 – 

Acute care nurse). 

Opportunities for learning and development were also often negatively impacted by the financial 

resources available in their respective organisations. 

…the problem is that a lot of the training is quite expensive so the nursing homes are not 

subscribing to it. I mean some of these training days can cost £1200 for the day. (NURS10 – 

Nursing home nurse) 

Barriers to training and practice development resulted in some staff having received no training in 

dementia care including in pain management.  

I haven’t had any training with regards to dementia so it’s just something that I’m maybe 

learning from colleagues. (NURS20 – Acute care nurse). 
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Whole-group perspectives on interactive learning and practice development 

All respondents believed that access to ongoing professional development was critical in 

empowering staff to effectively and safely manage pain and provide a good standard of holistic care 

to people dying with advanced dementia. When asked to describe their preferences for training 

approach, the large majority believed that mentoring and/or shadowing experienced nurses 

constituted an ideal approach to training. Senior and less experienced nurses believed that ‘leading 

by example’ and ‘learning by example’ were methods most likely to encourage and promote 

professional and practice development for nurses.  

I’m saying to them think about it yourself: if co-codamol isn’t strong enough, what would be 

your next pain relief that you would use? If someone’s on this [analgesic] now, how much 

morphine is this? And if I had to change it, what would I do next? And the staff find that 

approach is very helpful. (NURS05 - Hospice nurse) 

Participants emphasised that training and practice development should be an ongoing process and 

required a needs-based approach with input from nursing staff.  

You would have to do a needs assessment around the staff and it should be a continual thing 

not a one-off. But I think staff need to sit down together and start off deciding what their 

needs are and then they can grow from there. (NURS24 - Nursing Home Nurse) 

All nurses reported training in pharmacology was required; some reflected on the dichotomy of 

holding a position with legal and professional responsibility for administering a large number of 

medications to vulnerable patients daily without full understanding of what they were providing. 

I think nurses are very guilty of sometimes handing out all these medicines and, you know, 

we hand them out because they’re prescribed by the GP but do we really know, you know, 

do we know the action of these drugs? Do we, you know, are we sure that they’re not going 

interact with any of the other drugs that they have? (NURS01 – Nursing home nurse) 
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 All participants in this study expressed that having the appropriate skills and knowledge to 

competently and confidently manage patients dying with dementia to a ‘good death’ was of 

paramount importance.  

I want to feel totally equipped to be able to deal with all aspects of their care and never to 

feel that there was something extra that I could have done…Something that I should have 

done. (NURS03 – Nursing home nurse) 

 

DISCUSSION 

This study reported on the experiences of nurses from hospice, acute care and nursing home 

settings in managing pain for people dying with advanced dementia. Although healthcare policy and 

clinical guidelines identify symptom management, including pain, as a cornerstone of care at end of 

life, participant experiences reported in this study illustrated that nurses can find this highly 

challenging to achieve in practice (van der Steen et al. 2014). This study found that pain 

management in the final weeks of life was impacted by a number of patient-related, nurse-related 

and organisational factors. Whilst patient-related factors appeared to be universal across the 

settings, nurse-related and organisational factors varied between care settings, differentially 

impacting on nurses’ experiences of pain management.  

Challenges administering analgesia 

Administration of analgesia was a challenge for all nurses in this study due to patient refusal and/or 

limited routes of administration. Most believed that patients’ severe cognitive impairment and loss 

of communication inhibited their recognition of analgesia as such and their understanding of its 

need, prompting refusal. Many nurses were empathetic towards patients’ perspectives but felt 

restricted in their approaches to encouraging compliance in the absence of the nurse-patient 

dialogue. Difficulties in nurse-patient communication in dementia are well recognised and methods 
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to improve this have been well-researched; however, our findings suggest that many of these 

strategies may remain in the literature and fail to translate into clinical practice (Finke et al. 2008, 

Weitzel et al. 2011). Patients’ physical decline (dysphagia, low body musculature etc.) and/or altered 

states of consciousness (drowsiness, excessive sleep etc.) limited routes by which analgesia could be 

administered. Oral, intravenous and subcutaneous administration were considered problematic and 

perceived to present a high risk of injury, pain and distress to dying patients. Most participants 

preferred the use of suppositories and transdermal patches, considering them to be low risk and less 

invasive. Our findings did not elucidate whether difficulties with administration resulted in non-

compliance. There has been surprisingly little investigation into the challenges of medication 

administration in dementia, despite the serious implications of non-compliance for patient 

outcomes; this area warrants further investigation (Passmore et al. 2010).  

The nurse-physician relationship 

In this study, nurse-physician relationships appeared to be differentially impacted by care setting. 

Whilst hospice nurses unanimously reported good working relationships with physicians, acute care 

and nursing home nurses reported mixed experiences. Positive relationships were characterised by 

nurses’ perceptions that their contribution towards patient care was valued, that they were working 

in collaborative partnership with physicians and where there was mutual professional respect. 

Difficult nurse-physician relationships were reported where nurses described themselves as working 

in parallel with physicians, where participants perceived physicians to be reluctant to assist with 

complex cases, and/or where pain was inadequately managed. Highly experienced nurses described 

instances where nurse-physician relationships were negatively impacted by poor communication 

skills and inadequate reporting among nursing staff, sometimes resulting in inappropriate patient 

treatment.  
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The setting-specific differences in nurse-physician relationships reported here may, in part, reflect 

the palliative focus of the hospice setting, its ethos, the relative stability and continuity of staff and 

availability of additional organisational resources. Staff turnover in acute care and nursing home 

settings may inhibit the establishment and development of close working relationships between 

nursing and medical staff, particularly in the nursing home context where physicians are based in 

external surgeries (Tjia et al. 2009). Nurse-physician communication and relationships have been 

studied extensively and positive relationships have been reported to result in higher job satisfaction 

for nurses and physicians, sharing of disciplinary knowledge and improved patient outcomes 

(Prescott & Bowen 1985, Keenan et al. 1998, Manojlovich 2010). Difficult relationships have resulted 

in poor job satisfaction, feelings of professional isolation, and errors in patient assessment and 

management (Donchin et al. 1995, Manojlovich 2010). Clarity in inter-professional working is 

essential in healthcare and is critical in patient populations unable to effectively communicate their 

needs; however, these relationships are complex and often impacted by professional boundaries, 

personal perceptions and organisational cultures.  

Interactive learning and development 

Hospice nurses were satisfied with the quantity and quality of opportunities for professional 

development. Acute care and nursing home nurses; however, experienced significant barriers to 

accessing training and practice development due to financial, travel and time constraints. Some 

nurses received no training in dementia; this is a significant concern given the complexities of these 

patients, their need for tailored care, the prevalence of dementia in these settings and the 

substantial evidence reporting poor outcomes for pain assessment and management in dementia as 

a result of inadequately trained staff (Brunier et al. 1995, Closs 1996, Kovach et al. 2000, Weiner & 

Rudy 2002, Auret & Schug 2005, Plaisance & Logan 2006, Barry et al. 2012, Ghandehari et al. 2013).  
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Most respondents believed that learning through case-based discussion and/or mentoring by senior 

nurses were most likely to stimulate practice development and change. These opportunities needed 

to be ongoing and developed in consideration of nurses’ needs. Participants emphasised that 

pharmacological training was required, with some expressing concern regarding their lack of 

understanding of the regimens they administered. This is a key area of practice development given 

the available evidence regarding inadequate pharmacology knowledge among nursing staff and 

medication administration errors, omissions and adverse events (McBride-Henry & Foureur 2006, 

Dilles et al. 2011).  

These findings provide new insight into the experiences of nurses across three care settings in which 

patients dying with advanced dementia commonly end their lives and the gap between healthcare 

policy and clinical recommendations for pain management at end of life. Nurses’ experiences 

revealed a number of barriers to pain management at end of life some of which corroborate those 

reported in Brӧrson et al. 2014. In addition, our findings highlight areas across and between settings 

in which nurses are under-supported and may be inadequately equipped to meet standards 

expected by policy makers.  

 

Limitations 

The nature of the self-selecting sample may have encouraged participation from nurses with an 

interest in research and those who felt comfortable describing experiences that included accounts of 

low confidence or competence, or which provided critical accounts of nursing staff and/or care 

organisations. Nursing home staff comprised 50% of the total sample. However, within whole-group 

analyses, nursing home nurses’ experiences did not differ substantially from those of acute care and 

hospice nurses, and in other cases, their experiences reflected those of acute care nurses suggesting 

that the core themes emerging are not substantially biased to the nursing home context. It is 

http://www.ncbi.nlm.nih.gov/pubmed/?term=McBride-Henry%20K%5BAuthor%5D&cauthor=true&cauthor_uid=16568877
http://www.ncbi.nlm.nih.gov/pubmed/?term=Foureur%20M%5BAuthor%5D&cauthor=true&cauthor_uid=16568877
http://www.ncbi.nlm.nih.gov/pubmed/?term=Foureur%20M%5BAuthor%5D&cauthor=true&cauthor_uid=16568877
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acknowledged that acute care nurses were recruited from care of the elderly units linked to teaching 

hospitals and are likely to display greater awareness of pain in dementia than acute care nurses 

working in other wards. The findings reported here represent the commonalities of experience and 

perspectives of this participant sample, drawn from three different care settings and are likely to be 

reflective of nurses working with the same patient population in the same contexts of care (Mays & 

Pope 1995).  

 

CONCLUSIONS 

This study provides a comprehensive exploration of nurses’ experiences of pain management for 

people with advanced dementia in their final month of life. The findings indicate that whilst nurses’ 

beliefs about pain management accord with policy and clinical recommendations for pain 

management in the final weeks of life, nurses face many challenges in its achievement in practice. 

The inequality of training and development opportunities for hospice, nursing home and acute care 

nurses is a concern, given that the rates of referral to hospice and palliative care for people with 

dementia are consistently lower than those for people with cancer and other comorbid conditions. 

Dementia care literature has experienced significant expansion in recent years resulting in many 

empirically supported recommendations for appropriate, holistic, person-centred care for this 

patient population which often rely on the availability of appropriately equipped, well-trained staff 

who are confident and competent to provide this care. It is imperative that nurses are adequately 

supported and equipped with the appropriate knowledge and skills to efficiently manage the needs 

of what is widely recognised as a complex patient population. 

 

 

 



A
cc

ep
te

d
 A

rt
ic

le

This article is protected by copyright. All rights reserved. 

RELEVANCE TO CLINICAL PRACTICE 

People dying with advanced dementia have complex care requirements including pain and symptom 

management; however, in order for nurses to meet standards of care expected of them, nurses 

require adequate and appropriate support from healthcare providers. The current study indicates 

that acute care and nursing home nurses experience challenges in managing pain for people with 

advanced dementia in the final month, and are at risk of being undertrained and under-resourced to 

meet these challenges. Nurses across all healthcare settings in this study self-reported a critical lack 

of understanding of pharmacology which carries serious implications for patient safety. These 

findings have been used to develop and pilot an interactive learning and practice development 

intervention appropriate for all nurses working in dementia, aimed at providing opportunities for 

sharing knowledge and skills, ongoing professional development and participation in a collaborative 

approach to patient care. Future work should examine other methods of interactive learning and 

ways to improve access to practice development.   
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Table 1. Participant characteristics 

 n (%) 

Gender 

Male 

Female 

 

1 (4) 

23 (96) 

Care setting (Specialty) 

Nursing homes 

Acute care 

Hospice  

 

12 (50) 

6 (25) 

6 (25) 

Years’ experience 

<5 

5-10 

11-20 

21-30 

>30 

 

5 (21) 

6 (25) 

5 (21) 

7 (29) 

1 (4) 

Additional qualifications 

None 

Postgraduate degree in palliative medicine 

or related field 

 

17 (71) 

7 (29) 
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Table 2. Core themes and sub-themes identified in within-group and cross-group analysis 

Core theme Sub-theme 

Challenges administering analgesia (a) Medication refusal 

(b) Route of administration  

 

The nurse-physician relationship (a) Positive relationships 

(b) Difficult relationships 

 

Interactive learning and practice development (a) Hospice nurses 

(b) Acute care and nursing home nurses  

(c) Whole-group perspectives on interactive 

learning and development 

 

 

 

 


