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Research Insights: End of Life Care
M Din & A Divers

Inequalities and End of Life Care

· Those from marginalised communities are more likely to experience difficulties in all aspects of end-of-life care, from a disproportionate rate of life-limiting disease burden, as well as reduced access to palliative care (Crawley, 2005)
· One hospice sought to address inequalities through establishing an equality steering committee to identify and meet the needs of underrepresented groups in the local community (Lawrance, 2020)
· Traveller and Roma communities are known to experience health inequalities. There has been little focus on palliative care in these communities despite the well-recognised inequalities of access to palliative care in other minority ethnic groups. A wide range of factors influence Gypsy, Traveller and Roma community access to palliative care (Dixon et al., 2021)
· The NHS Long Term Plan commits to improving personalised palliative and end of life care for people of all ages and to address health inequity. The Local Government Association and Association of Directors of Adult Social Services’ guide emphasises the role of councils in this area (National Palliative and End of Life Care Partnership, 2021)
The main recommendations put forward by the above papers include:

· The involvement of clinical staff, particularly nurses, as well as local equality engagement officers and representatives from marginalised groups, supports the development of service improvement plans.
· Community diversity requires sensitive and highly individualised approaches to patient care.
· Distinct health beliefs regarding superstitions around illness, personal care, death rituals and bereavement must be considered within conversations amongst diverse communities
· Practical barriers to non-community healthcare provision include communication difficulties, limited awareness of and access to services, tensions between patients and healthcare professionals and lack of training in delivering culturally appropriate care.
· Establishing a committee to promote fairer access to palliative care services by raising awareness of equality issues, removing barriers and addressing the challenges in achieving high-quality, end of life care. 
· Personalised care planning, shared records, evidence and information, involving, supporting and caring for those important to the dying person, education and training, 24/7 access, systems of EOL care are best designed in collaboration with people who have personal and professional experience of palliative and EOL care.


Social Factors affecting End of Life Care 

· The social, religious and cultural views of medical staff can have a huge impact on the type of end-of-life offered, and their willingness to make ethically ‘controversial’ decisions on their patients’ behalf (Seale, 2010)
· Those experiencing socioeconomic deprivation have poorer quality of health throughout their life course which can result in poorer quality of death – with decreased access to palliative care services, greater use of acute care, and reduced access to preferred place of care compared with patients from less deprived populations. Three global themes were identified: 1) multi-dimensional symptom burden, 2) preferences and planning and 3) health and social care interactions at the end of life (Bowers et al., 2022)
· Efforts to tackle socioeconomic inequities in access to palliative and end-of-life care require comprehensive understanding about the extent of and reasons for inequities. Most research on this topic examines differences in receipt of care, comprising four overarching themes: identifying needs; taking action; local conditions; and receiving care (French et al., 2021)
· Being homeless or vulnerably housed is associated with death at a young age, frequently related to medical problems complicated by drug or alcohol dependence. Homeless people experience high symptom burden at the end of life, yet palliative care service use is limited. This research documents growing concern that many homeless people are dying in unsupported, unacceptable situations. It highlights the complexities of identifying who is palliative and lack of appropriate places of care for people who are homeless with high support needs, particularly in combination with substance misuse issues. Due to the lack of alternatives, homeless people with advanced ill health often remain in hostels. Conflict between the recovery-focused nature of many services and the realities of health and illness for often young homeless people result in a lack of person-centred care (Shulman et al., 2018)

The main recommendations put forward by the above papers include:

· Current models of healthcare services are not meeting the needs of those experiencing socioeconomic deprivation at the end-of-life. Further work is needed to understand the disparity in care, particularly around ensuring patients voices are heard and can influence service development and delivery.
· There is a need, particularly in the UK, for theoretically driven research that considers both receipt of care and the wider factors influencing the relationship between socioeconomic position and access to palliative and end-of-life care.
· Attempts to address any inequities in access will require knowledge and action across many different areas. Key evidence gaps in the UK literature concern the relationship between socioeconomic position, organisational context, and assessing need for care.
· Greater multidisciplinary working extended in-reach into hostels from health and social services and training for all professional groups along with more access to appropriate supported accommodation are required to improve care for homeless people with advanced ill health.


Specific Conditions

· Palliative care practices, including communication about patient-centred goals of care and advance care planning (ACP), have the potential to enhance care throughout the course of Huntington's disease (HD) and related disorders. Provision of primary palliative care for HD in an interdisciplinary clinic is feasible. Integration of palliative care practices into HD specialty care requires additional training and modification of clinic operations (Harrison et al., 2023)
· Most health-care professionals are trained to promote and maintain life and often have difficulty when faced with the often-rapid decline and death of people with terminal illnesses such as amyotrophic lateral sclerosis (ALS). By contrast, data suggest that early and open discussion of end-of-life issues with patients and families allows time for reflection and planning, can obviate the introduction of unwanted interventions or procedures, can provide reassurance, and can alleviate fear (Connolly et al., 2015)
· The end-of-life care received by patients with advanced dementia and their carers is of increasing importance as the incidence of dementia is set to rise in the next 30 years. Currently, inappropriate admissions to hospital are common in the UK and patients are less likely to be referred to palliative care services, receive less pain control but undergo more invasive interventions compared to their cognitively intact counterparts. The results showed that participants’ understanding of dementia and its likely progress was poor. Provision of information regarding the future was rare despite high information needs (Thuné-Boyle et al., 2010)

The main recommendations put forward by the above papers include:

· Patients' perspectives regarding end-of-life interventions and use of technologies might differ from those of the health professionals involved in their care, and health-care professionals should recognise this and respect the patient's autonomy. Advance care directives can preserve autonomy, but their legal validity and use varies between countries.
· Clinical management of the end of life should aim to maximise quality of life of both the patient and caregiver and, when possible, incorporate appropriate palliation of distressing physical, psychosocial, and existential distress. Training of health-care professionals should include the development of communication skills that help to sensitively manage the inevitability of death.


Mental Health and End of Life Care

· People with serious mental illness have greater mortality risk than the general population. They experience health care inequalities throughout life.  People with serious mental illness were more likely to die in care homes than the general population (Wilson et al., 2020)
· There is very little research in the UK, to show how many people with severe mental health issues need palliative care, and how mental health needs are supported for people who are diagnosed with a terminal illness
· Certain groups of people receive less palliative care than others with a comparable need. These are people who are over the age of 85, are from black, Asian and minority ethnic (BAME) backgrounds, identify as lesbian, gay, bisexual and transgender (LGBT), are from more deprived areas, are socially isolated or live alone, are homeless, have mental health needs, or are living in prisons.
· For people living with terminal illness depression can occur anytime such as following diagnosis, as their disease advances and pain increases, or as their independence becomes more limited. Left unsupported this can have serious implications. It is also vital to consider how palliative care might support someone approaching the end of life with severe mental health conditions such as schizophrenia, bi-polar disorder or clinical depression (Ee, 2021)
The main recommendations put forward by the above papers include:

· Given that people with serious mental illness have increased mortality risk, this gap in the knowledge around end-of-life care outcomes is concerning; this area of research needs further development.
· There is a need for A Die Well life stage added to the mental health strategy to fully address the mental health needs of people approaching the end of life; More research to show how many people with severe mental health issues need palliative care, and how mental health needs are supported for people who are diagnosed with a terminal illness; better communication and understanding between palliative care and mental health teams, and wider education and training to support practitioners in palliative care and anticipatory care planning skills; More support for families and carers of people with a terminal illness or at the end of life through the course of their condition and support during bereavement

 

Accessing Support 

· The Carer Support Needs Assessment Tool encompasses the physical, psychological, social, practical, financial, and spiritual support needs that government policies in many countries emphasize should be assessed and addressed for family caregivers during end-of-life care. The overwhelming majority reported finding the Carer Support Needs Assessment Tool assessment process straightforward and easy. Four key themes were identified: (1) the practicality and usefulness of the systematic assessment; (2) emotional responses to caregiver reflection; (3) validation, reassurance, and empowerment; and (4) accessing support and how this was experienced (Aoun et al., 2015)
The main recommendations put forward by the above papers include:

· The Carer Support Needs Assessment Tool presented a simple, yet potentially effective intervention to help palliative care providers systematically assess and address family caregivers’ needs. The Carer Support Needs Assessment Tool provided a formal structure to facilitate discussions with family caregivers to enable needs to be addressed.

Autonomy and Choice 

· The predominating definition of autonomy as a capacity to make an independent rational choice may not be suitable for patients in palliative care. Therefrom arises the actual need for more contextualized perspectives on autonomy to promote the quality of life and satisfaction with care of terminally ill patients (Houska & Loučka, 2019)
· Patient autonomy in healthcare is bounded, as while patients were generally encouraged to express their preferences for care, medical norms about the quality and ‘reasonableness’ of care, the availability of services and the patients’ family relationships act to enhance or limit patients’ capacity to realize their preferences. Autonomous palliative care programs, therefore, may be rejected by healthcare professionals as irrelevant to care or may have the unintended consequence of limiting patient autonomy when used as a professional tool to encourage a ‘right’ way to die (Johnson et al., 2018)
· Respect for autonomy is a paramount principle in end-of-life ethics. Nevertheless, empirical studies show that decision-making, exclusively focused on the individual exercise of autonomy fails to align well with patients’ preferences at the end of life. The need for a more contextualized approach that meets real-life complexities experienced in end-of-life practices has been repeatedly advocated (Gómez-Vírseda et al., 2020)



The main recommendations put forward by the above papers include:

· Maintaining autonomy at the end of life is not only a concern of making choices and decisions about treatment and care but that emphasis should be also put on supporting the patients' engagement in daily activities, in contributing to others, and in active preparation for dying.
· A singular focus on bureaucratic Autonomous Palliative Care programs, which reduce patient autonomy to a ‘tick box’ exercise, may fail to enhance End Of Life care in any meaningful way.
· Autonomy entails more than merely possessing cognitive capacity and autonomy is not a binary ‘all – or – nothing’ notion but rather a multidimensional capacity. Often, this makes autonomy more complex and less neat. This, however, is a fair price to pay when focusing on “actual autonomy” and not on “ideal autonomy”. Focusing on actual autonomy brings ethical reflection to bear on the mundane, interstitial, ongoing reality, rather than on idealized crises or problems. Rather than creating neat procedural outcomes for hypothetical ethical conflicts, relational ethics is particularly helpful in guiding day-to-day ethical situations that occur between real people.
Compassionate and Community Care

· Promoting good social, psychological, spiritual as well as physical health while living with a life-limiting illness makes good sense. Involving schools, workplaces, places of worship, the mass media or local businesses could help mobilize untapped sources of social and spiritual care and support as well as practical resources (Kellehear, 2013)
· There is poor evidence of the implementation and evaluation models of Compassionate Communities and Cities (CCC) at the end of life. There is little and low-/very low-quality evidence about CCC development and assessment models. We found no data published on care intervention in advance disease and end of life. A global model for the development and evaluation of CCC at the end of life seems to be necessary (Librada-Flores et al., 2020)
· Over the last decade or so, the public health approach to end of life care has increasingly been adopted and advocated by international palliative care services (Kellehear, 2015)

The main recommendations put forward by the above papers include:

· End-of-life care, like contemporary health care as it currently exists, could partner with community efforts to provide support and care for death, dying, loss and practical caring. Families and palliative care, dementia care or bereavement care services for examples, would not be alone in shouldering the responsibility for these kinds of care.
· A global model for the development and evaluation of CCC at end of life care seems to be necessary. Systemizing the processes will help emergent organizations or communities to develop Compassionate Communities and Cities and it will facilitate the assessment or its impact and effectiveness.
· The introduction of a Compassionate City Charter may help to establish networks for those facing the need to access palliative care, and their families/carers.
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