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Determining how best to care for delirious dying patients and their family is a clinical and 

research priority. Delirium is such a complex, distressing and poorly addressed syndrome that 

improving care will require evidence-based change at multiple levels (Lawlor et al., 2014). 

Yet it is our beliefs and attitudes towards the dying patient who is delirious that are arguably 

the most important to question and address if we are to improve care outcomes for these 

vulnerable patients and their families.  

Delirium is a neurocognitive disorder and always abnormal for the person, independent of the 

setting of care, stage of life, or reversibility of the episode. Given the frequently of delirium 

in the last days of life, it may easily be perceived as a normal or even acceptable prequel to an 

expected death (Wright, Brajtman, Cragg, & Macdonald, 2015).  Central to preventing and/or 

minimising the impact of delirium at the end of life will be a paradigm shift in hospice and 

palliative care settings, so that delirium is openly acknowledged as a syndrome, referred to as 

such, and not accepted as an inevitable final pathway for patients who are dying. 

Escalating delirium from an inevitable syndrome to one that requires urgent attention would 

help to ensure that the dying patient who is experiencing cognitive and functional impairment 

continues to be treated as being present and worthy of optimal care. This shift in paradigm is 

particularly important as recent literature suggests that some clinicians perceive that dying 

patients experiencing delirium are somehow different to the person that they used to be; or 

even more alarming, to some extent already dead (Wright et al., 2015). Not acknowledging 

the presence of the patient may have been adopted by the clinicians in this study as a 

protective mechanism to minimise their own discomfort and uncertainty and/or as a strategy 

to ameliorate the family’s distress. However, such a belief does little to address the dying 

patient’s needs or acknowledge their personhood.  Perceptions that the patient has already 

died when they have diminished capacity subtly implies that changes associated with 

delirium are expected, an acceptable part of dying and therefore futile to address. It may also 

contribute to delirious patients not receiving the level of respectful care and attention they 
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require and deserve, and cause family to feel discomfit and confusion as they seek to find 

ways to meaningfully connect with the person they love in their last days of life.  

 

The emerging literature of ambiguous loss in dementia provides exemplars of how person-

hood may be maintained and resilience of family members better supported when delirium 

occurs for a person with advanced illness (Boss, 2009; Day & Higgins, 2016). This 

therapeutic approach acknowledges and addresses the loss when a living person is physically 

present yet psychologically absent, and may provide a better to help grieving family find 

meaning, mastery, connection, hope and resilience during the delirious patient’s last days of 

life (Boss, 2009). The need to find effective non-pharmacological and person-centred 

approaches to minimise the suffering of dying patients who experience delirium is becoming 

increasingly apparent, especially as emerging evidence calls into question current 

pharmacological approaches for managing this syndrome in palliative care (Agar et al., 

2015). 

As the crux of palliative care is to honour each person, who profoundly matters until they die 

(Twycross, 2016), our approach to care ought to be aligned with what dying patients and their 

families actually desire at the end of life. Patients want to be mentally aware, safe, and 

maintain a sense of one self (Spichiger, 2008; Steinhauser et al., 2000). Demonstrating 

respect for the delirious person and understanding their needs and preferences is greatly 

valued by family as supportive care of both the patient and themselves at the end of life 

(Bolton, Loveard, & Brander, 2016); as is the provision of timely information and care, and 

professional caregivers who seek to understand what the delirious patient is experiencing. 

(O'Malley, Leonard, Meagher, & O'Keeffe, 2008).   

 

As palliative care nurses, we are ideally placed ensure that the delirious patient always 

remains the centre of care and that their family have access to support and guidance that 

enables them to truly comprehend, interact with and hold on to the person they love, 

appreciate their final hours, and prepare for his or her impending death. These essentials of 

care provide a therapeutic framework for truly seeing and being with others in the suffering 

of delirium during dying, and are always worthwhile. 

 

 



 

 

 3 

 

References 

Agar, M., Lawlor, P., Quinn, S., Draper, B., Caplan, G. A., Hill, M., . . . Currow, D. (2015). 

Phase III randomized double-blind controlled trial of oral risperidone, haloperidol or 

placebo with rescue subcutaneous midazolam for delirium management in palliative 

care. Paper presented at the Australian and New Zealand Society for Geriatric 

Medicine Annual Scientific Meeting, Perth. 

Bolton, L., Loveard, T., & Brander, P. (2016). Carer experiences of inpatient hospice care for 

people with dementia, delirium and related cognitive impairment. International 

Journal of Palliative Nursing, 22(8), 396-403. 

doi:http://dx.doi.org.ezproxy.lib.uts.edu.au/10.12968/ijpn.2016.22.8.396 

Boss, P. (2009). The Trauma and Complicated Grief of Ambiguous Loss. Pastoral 

Psychology(59), 137-145. doi:DOI 10.1007/s11089-009-0264-0 

Day, J., & Higgins, I. (2016). Mum's absence(s): conceptual insights into absence as loss 

during a loved one's delirium. Journal of Clinical Nursing, 25(13-14), 2066-2073. 

doi:10.1111/jocn.13268 

Lawlor, P. G., Davis, D. H. J., Ansari, M., Hosie, A., Kanji, S., Momoli, F., . . . Stewart, D. J. 

(2014). An Analytic Framework for Delirium Research in Palliative Care Settings: 

Integrated Epidemiological, Clinician-Researcher and Knowledge User Perspectives. 

Journal of Pain and Symptom Management, 48(2), 159-175. 

doi:10.1016/j.jpainsymman.2013.12.245 

O'Malley, G., Leonard, M., Meagher, D., & O'Keeffe, S. T. (2008). The delirium experience: 

a review. Journal of Psychosomatic Research, 65(3), 223-228. 

doi:10.1016/j.jpsychores.2008.05.017 

Spichiger, E. (2008). Living with terminal illness: patient and family experiences of hospital 

end-of-life care. International Journal of Palliative Nursing, 14(5), 220-228. 

doi:10.12968/ijpn.2008.14.5.29489 

Steinhauser, K. E., Christakis, N. A., Clipp, E. C., McNeilly, M., McIntyre, L., & Tulsky, J. 

A. (2000). Factors considered important at the end of life by patients, family, 

physicians, and other care providers. Journal of the American Medical Association, 

284(19), 2476-2482.  

Twycross, R. (2016). A tribute to Dame Cicely: St Christopher's.   Retrieved from 

http://www.stchristophers.org.uk/about/damecicelysaunders/tributes. 

Wright, D. K., Brajtman, S., Cragg, B., & Macdonald, M. E. (2015). Delirium as letting go: 

An ethnographic analysis of hospice care and family moral experience. Palliative 

Medicine, 29(10), 959-966. doi:10.1177/0269216315580742 

 

http://dx.doi.org.ezproxy.lib.uts.edu.au/10.12968/ijpn.2016.22.8.396
http://www.stchristophers.org.uk/about/damecicelysaunders/tributes

