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Editorial 

Palliative Care Matters, now more than ever   

This special issue now seems uncannily prescient in view of the devastating impact of COVID-

19 on people with advanced dementia or severe frailty, particularly in care homes. The 

pandemic has heightened awareness of the possibility of a sudden and rapid transition from 

relative health to a palliative or end of life stage. This has opened up conversations about the 

potential burden from intensive treatments that are likely to be futile, and the benefits of 

advance care planning. The collection of papers will be of interest to readers involved in 

planning, commissioning, or delivering palliative and end of life care services for our most 

vulnerable citizens at this time, whether at home or in a hospital, care home or hospice.   

 

A global priority   

Palliative care should be available for everyone with progressive chronic disease (World 

Health Assembly, 2014) and is a priority in the global response to ageing (WHO, 2015). The 

percentage of European citizens aged over 65 years is predicted to rise to 28% by 2060, and 

those aged over 80 years will more than double (European Commission, 2015).  The 

prevalence of dementia will more than double in this period (Prince et al., 2013) and there 

will be a dramatic increase in disability and dependency (Murray and Lopez, 2013) resulting 

from frailty, an age-related syndrome of reduced reserve in multiple organs that affects 

around 11% of people aged over 65 years in the community (O’Caoimh et al., 2018). The mid 

to late stages of both dementia and frailty are characterised by reduced physical and cognitive 

function and mark the start of an extended palliative phase of progressive disability at the 

end of life (Gill et al., 2010).  

Despite guidance on effective palliative interventions in advanced dementia (Murphy et al., 

2016, Tolson et al., 2016), and in end of life care for frailty (BGS, 2020), there is currently no 

consensus on the optimal model to deliver these interventions. Community models often 

involve specialists in palliative care supporting primary care physicians and teams (Gomes et 

al., 2013).  This approach affirms existing expertise and offers additional palliative specialist 

advice and education as required to support clinicians working with patients, family caregivers 

and community and voluntary services. A wider population or public health approach 

considers everyone has a role to play in supporting people at times of crisis or loss and 

mobilises the collective strengths and ‘assets’ of compassionate communities (Kellehear, 

2016; Abel, 2018). 

 

A population based study of physician led palliative care in advanced non-malignant disease  

reported reduced healthcare use and increased likelihood of dying at home for people with 

chronic organ failure but not for those with dementia, most of whom were in nursing homes 

(Quinn et al, 2020). This study strengthens the case for a specific model of palliative care for 

care homes residents who have concurrent physical, cognitive and sensory impairments and 



may benefit from a palliative approach combined with expertise in dementia and frailty 

(Gordon et al., 2018). 

 

Perspectives from practice  

Reflecting on lived experience is a powerful way to bring meaning and purpose to our vision 

and ambitions to transform practice.  Professor Carroll describes her experience of caring for 

her father during the last six months of his life in Northern Ireland. The deeply personal 

narrative reminds us of the gap that may exist between policy rhetoric and the reality of 

practice. Insights from a study in South India highlight a lack of support for family carers of 

people with advanced dementia. Ritchie and colleagues call for culturally sensitive palliative 

care and dementia-specific education for practitioners and for the local community.  Both 

papers will resonate with those interested in the impact of services that are in some way 

incomplete or perceived to lack compassion.  

 

Fox and colleagues sought to understand the important components of a community model 

of dementia palliative care by conducting a survey of health and social care professionals, 

policy-makers and academics in the Republic of Ireland and in each of the four UK nations. 

The key components identified by respondents blend the philosophies of palliative care and 

of rights based dementia practice. These fully resonate with the vision for people centred 

integrated care that applies in these jurisdictions.  

 

The paper by Oldam and colleagues describes genuine co-production with island 

communities in the development of a Hospice strategy and integrated model for palliative 

and end of life care. Listening to what matters to local people provided a mandate for a rapid 

shift towards ‘hospice influenced care’ at home, supported by technology enabled education 

and specialist outreach to increase the skills and confidence of the community and care home 

workforce in caring for people with advanced dementia or severe frailty at the end of life.  

 

A key principle in each of these models is support to maximise shared decision making and to 

enable people and families to express choices about current and future care and treatments. 

Professor Stavert considers the legal and human rights principles which govern decision 

making and which apply to persons with and without capacity. Respecting the autonomy of 

people with advanced dementia or severe frailty requires skilled assessment and support, 

particularly in the presence of delirium or communication and sensory impairments. COVID-

19 has brought this issue into sharp focus, highlighting an urgent need for proactive 

anticipatory or advance care planning conversations with people who have dementia or frailty 

to understand their wishes and preferences before they face an acute crisis.  

 

The transition between curative, palliative and end of life stages of disease is often blurred, 

particularly for conditions such as frailty or dementia with less predictable disease trajectories 

(Murray et al., 2005). Sezgin and colleagues identified only six studies of specific transitional 



palliative care interventions for older adults with advanced non-malignant chronic disease. 

The studies report positive outcomes including reduced readmissions to hospital, improved 

quality of life for patients and better decision-making around hospice care among families. As 

similar positive outcomes are reported in studies of generic intermediate care services for 

older adults, perhaps a palliative approach, where appropriate, should be a core element of 

transitional and intermediate care.    

 

The final two papers report the impact of specific interventions on wellbeing outcomes. 

Gradinger and colleagues consider the outcomes achieved from introducing wellbeing 

coordination by a voluntary sector link worker within an interdisciplinary intermediate care 

service for adults with complex needs. The link worker caseload included people with mild 

mental health problems, those with deteriorating physical health, approaching the end of life 

or experiencing bereavement. Goal setting, self-efficacy and wellbeing outcomes improved 

across subgroups but the intervention had little impact on healthcare utilisation and costs in 

those with rapidly declining physical health or nearing the end of life.  Measures to track the 

benefits of social prescribing interventions must include quality of life and wellbeing 

outcomes as well as system indicators.  

 

Wellbeing is explored in Mitchell’s paper on the role of complementary therapy for advanced 

dementia palliation in nursing homes. Relatives and staff considered the intervention 

provided companionship for selected residents and reduced their sense of loneliness. Staff 

reported a reduction in observed neuropsychiatric symptoms associated with dementia 

related stress and distress.  The findings underline the importance of touch in communicating 

care, comfort and compassion and may further encourage non–pharmacological 

interventions and reduced use of antipsychotic drugs for difficult neuropsychiatric symptoms.  

 

Build on what’s strong  

A key tenet of integrated care is that it should be well coordinated, designed around people, 

families and communities and not defined by health conditions or services (WHO, 2016). 

Implementation of palliative care requires coherent integration with established care services 

in a range of care settings (Sawatsky et al., 2016). Therefore it is important to understand the 

synergy and critical differences between existing services in order to avoid duplication and 

address any specific gaps, particularly for dementia related challenges in managing uncertain 

prognosis, overcoming stigma, maintaining therapeutic relationships and supporting carers 

(Van der Steen et al., 2014).  

 

The range of palliative care approaches described in this special issue involve interdisciplinary 

education and practice, comprehensive assessment, person centred care and support 

planning, care coordination and shared decision making about what is important for the 

individual and their loved ones. These components are central to both palliative care and to 

geriatric practice (Evans et al., 2020) and feature in both the Dementia Palliare inter-



professional learning framework (Tolson et al., 2017) and in the integrated model of care for 

frailty (Hendry et al., 2018). In advancing palliative care, local systems may achieve 

considerable traction through education that builds on the knowledge and skills of the 

existing dementia and frailty workforce.  

 

Time for Action    

Adopting a collaborative approach that builds palliative care capability within existing local 

networks of primary care, community, care home and hospital services will be a more 

pragmatic and sustainable response to the increasing demand. This will enable rapid scale up 

of integrated palliative care that is attuned to the specific needs of people with advanced 

dementia or severe frailty, and their family carers, across the care continuum.  

 

As Ghandi said “The true measure of any society can be found in how it treats its most 

vulnerable members”. Let us not be found wanting. It’s time for urgent action to ensure 

integrated palliative care is available for all who may benefit.    
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