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Introduction


This literature review is to explore and examine the scope of Inequalities in Palliative care, support, impact.   According to (WHO 2002) Palliative care is defined as an approach that improves the quality of life of patients and their families facing the problems associated with life-threatening illness, through the prevention and relief of suffering by means of early identification and impeccable treatment of pain and other problems, physical, psychosocial and spiritual.  
The definition of Inequality is complex to understand as there are many ways in which one can experience this i.e., economically, socially etc. However according to (United Nations 2022) it is an imbalance of power, uneven/unequal distribution of resources or opportunities amongst other members of society.
By examining and exploring the different elements that affect this specialised and interdisciplinary field, either to a lesser or greater extent, in providing the “best” quality of care, and standards of support to the long-term sufferer or terminal patient.  To highlight the challenges, obstacles and barriers when working and accessing services across these settings: 
· Community-based care: Most life-limiting conditions and end-of-life prefer to receive care and die in their own homes.
· Hospital care: Where most palliative patients end up seeing out their last days and dying.
· Hospice end-of-life care: This tends to be when the patients end-life is imminent but are referred at a much later stage in the process.
Also, looking into the services and types of support that are available to patients and their families, to assess why certain groups in society do not receive the support that they need from the Palliative care services, highlighting the disparities, and inequalities, in the quality of care, the measures that are in place to address this, and the effects and determining factors of those changes taking place. 
To gain an insight into how death is often broached within our society, whatever our beliefs i.e., that every person deserves to have, or to be shown dignity at the end-of- life, and how even though other research has been done on this sector, that it is challenging, as death is viewed differently by different cultures and socioeconomic groups.  A highly sensitive issue i.e., with how long the patient has left, as they could still outlive their prognosis. This process of life and death brings with it a lot of difficult emotions hence needing a multidisciplinary/interdisciplinary approach to support many aspects of their lives.  What is at stake, and who are adversely affected and disadvantaged by this?


Literature review

Palliative care & support: Emotional, Medical, Financial
Palliative care impact:  Economy, Relationships, Health care professionals
Palliative care: inequalities:  Race, Gender, Age

2.1 Palliative care & support: According to Kononovas and McGee, (2017) early diagnosis is crucial in the steps that follow, as this allows for an Advanced Care Plan to be put into place, it supports not just the individual, but also their family members for as long as required, this is a key part of palliative care. To pay attention to everyone’s concerns, and to follow the wishes of the person you are caring for, support from the persons specialist nurse, social worker, counsellor, chaplain.  A review of Choice at the end-of-life care, Department of Health, (DH, 2015) also states that by 2020 everyone who is affected by terminal illness has a choice., ‘a review of choice’.
2.1.1-Emotional Support:  It is difficult to gauge how well a patient is coping when faced with their life-limiting diagnosis or impending death, the spiritual, emotional and social aspects of the patient’s needs to be acknowledged, to help alleviate and support them through various treatments for example, by having psychotherapy for depression and anxiety, treatments such as cognitive behavioural therapy (CBT) these things can be accessed through local GP’s initially to find healthy coping strategies.
2.1.2-Medical Support: Is provided by the hospice, and consists of symptom relief, and pain management, to keep the patient as comfortable as they would like, with a team of medical professionals, that will ensure they are monitored and given the best care.  The aim of Palliative care is symptom control by a combination of non-pharmacological measures and drugs.  It has to be ethical so the patient on their impending death is not helped into it. (Masman et al., 2015)


2.1.3-Financial Support: Psychosocial and financial support are closely linked, at a time when end-of-life is on the horizon.  A frequently asked question is if this care is “free” for anyone in the uk during this process?  Firstly, there are several charities that provide support for free such as: Marie Curie, Sue Ryder, St Mary’s hospice.  Alongside these they offer advice and counselling support.  There is also access to apply for a Macmillan grant, or through the citizens advice bureau.  Check eligibility for any of these benefits: Attendance Allowance, ESA: Employment and support Allowance, Pension credit, Housing benefit.  Not everyone is eligible for these.



Palliative care impact:
Regardless of critical advances in understanding the advantages of early coordination of palliative consideration, many individuals living with a constant life-threatening disease, either do not receive any palliative consideration or support or any benefits until the latter stages of their illness. The impact, of the inability to provide palliative assistance, and the importance of understanding what it is in the first instance, and additionally to that, through this research it has highlighted the inequities in palliative consideration, to certain sections of the community, the impact on the economy, relationships, Health Care practitioners. The study commissioned by Marie Curie of the inequities with the provision of palliative care, conducted by a team from the Personal Social Services Research Unit (PSSRU) at the London School of Economics and Political Science (LSE) with a view to considering the economic implications of expanding palliative care to those currently without equitable access. 
2.2.1-Economy: The impact on the economy in palliative care: This particular sector relies heavily upon charitable donations, and inevitably means that charitable funds are inequitably spread. Even though this has been addressed and recognised by national end of life care strategies in England, Wales, Northern Ireland and Scotland there are at present 470,000 people that die each year in England, 32,000 in Wales 15,000 in Northern Ireland and 54,700 in Scotland.  Even so, the need for palliative care is great, and increasing especially amongst those with non-cancer diagnoses, (Higginson and Addington-Hall, 2021) the numbers of people aged 85 or over, is expected to more than double by 2037 in all four UK countries.  As our population grows, and ages so does the probability of the pressure placed upon an already over-stretched service, and as change is a constant there is a growing and ongoing need to be able to supply the demand.  Are the measures put in place cost effective, treatments and interventions? (Luta et al., 2021)
2.2.2-Family Relationships: After a devastating diagnosis, the families are plunged into uncertainty and turmoil. The levels of stress placed upon the patients’ and their families and the family dynamic, it can often feel burdensome, and the sense of guilt, fear, anger and helplessness can have a detrimental effect on all concerned, but according to (Jaffe,1978; Del Orto and Power 2000) that a more family centred approach can also be the most effective way forward.
2.2.3-Healthcare Professionals: Even trained Healthcare professionals (HCP’s) are challenged, and uncomfortable or uncertain with death, and therefore, the impact on the clinicians weighs heavily on their ability to be adept at their role, whilst remaining compassionate, and to be able to communicate ethically (Randell and Downe, 2018) the clinicians, volunteers towards palliative support, death and on dying that it has a direct impact on the patients’ experience (Leclerc et al., 2014).   
2.3 Palliative care inequalities:   Cultural Consciousness and Competency, has been incorporated into policy and practice to improve the conditions for ethnic minority groups within palliative end-of-life care, in a multicultural environment. (Brown, Franklin and Coad, 2018). 
2.3.1-Race: Palliative care when received can be a positive experience for the patients and their families, but only for those that are fortunate to know about it or have access to these services.  As an article on supportive palliative care by BMJ highlighted the groups of people that were most likely to be affected, just by race, gender, age, or where they lived, and looked at the disparities in America between Blacks and whites the level of care when facing the end of life:  Black patients tended to have more costly and the most invasive treatments.  Within Palliative care and end of life, ‘culture and lifestyles’ are often used by social care agencies to rule out providing ethnic minorities and certain community groups access to resources/ support available as they “look after their own” pressure to endure this burden/weight of their situation by stoically carrying on (Patel1990).  Therefore, a lack of cultural awareness or competency in providing a community- based palliative care service has been a barrier to overcome.  (Hill & Penso 1995, Firth 2001, Johnson et al., 2001) and a more comprehensive study and research into how cultural competence is being developed within Palliative care provision in a day care/ hospice/ hospital setting (Gunaratnam et al 1998).
2.3.2-Gender: Inequalities within gender, gender role, identity and societal norms, this is a key area for discriminatory behaviours. How one identifies themselves, females or male or transgender.  Gender influences people’s experience of and access to healthcare. The way that health services are organized and provided can either limit or enable a person’s access to healthcare information, support and services, and the outcome of those encounters. Health services should be affordable, accessible and acceptable to all, and they should be provided with quality, equity and dignity. (WHO 2022)
2.3.2-Age:  Palliative care in the elderly population is particularly underrepresented considering that they are more likely to have chronic illnesses and conditions that are life-limiting yet, they are most likely to encounter barriers to receiving and accessing care from this service, as there are barriers to accessing this and a lack of resources (Gardiner et al., 2011).  








Review Methodology

Research topic:  Inequalities in Palliative care (support, impact)
Whilst researching my topic these key words were used, using the google scholar search engine: 
· “Inequalities+Palliative care+Support”, this generated 1, 290,000
·  “Palliative care” + “impact”, “Palliative care” + “inequalities” also searching articles and journals from 2015 -2021, some from anytime incorporating the ones that were relevant to this research.  
· It came up with different articles, journals i.e., study conducted commissioned by Marie Curie, conducted by (LSE) The London School of Economics & Political Science.  
Other similar articles regarding palliative care came from the original search, and were relevant to the topic which I have included in this review.
When under-taking this particular research, as it is in such a sensitive area, regarding data protection, patient confidentiality.   I approached the Manager of the Hospice at Marie Curie via letter to ask and consult with them regarding this research project, in order to gain consent to conduct the research in the first instance.  I enclosed my credentials, explaining that I am currently studying for a BSc in Health & Social Care, and that I am the Research Assistant, researching the inequalities within Palliative care (support, impacts).  The preferred method would be to speak directly to the patient or family member, it could raise some ethical challenges, but being aware that this could put them at greater risk, this would be done by using a retrospective survey, liaise with the medical professionals to gain a better understanding of the daily challenges of working closely with people facing this end-of-life phase as the main source of research-based questions or through questionnaires.  Mindful to adhere to, and respect confidentiality, and making sure confidential records are stored securely with limited access.










Findings & discussion
The findings were that Palliative care, although it has spanned for over 40 years plus, that the terminology still creates a level of uncertainty, as to the meaning, of which there are many definitions, that are always evolving, and are perceived very differently by healthcare professionals, the patients and their families alike.  During this research, there were key areas and socioethnic groups i.e., Black, Asian and Multi Ethnic (BAME) community groups that were underrepresented, and that were more likely to have little to no access to the services in palliative care, or poor treatment.  Inequalities that also extended itself to age, gender.  This also seemed to be the case around the world, showing these similarities, having sourced different journals and articles it became apparent.  How inequality and inequities even though they exist within Palliative care, it can provide patients with a ‘good death’/ end of life support structure within multidisciplinary agencies/ services to create a fitting end-of-life plan but that is few and far between. Palliative care is an essential service for those experiencing life-limiting illness, terminal conditions, an area charity funded.  There are different care pathways: Hospice, Community palliative care, Hospital end-of-life services but it is complicated to access /understand.  How difficult it is to manage devastating diagnoses, prognosis and to keep daily life afloat, this impacts on every aspect of life, and with a support structure, systems in place c sets the legal framework for councils and social care responsibilities, to support and ease the dying, life-limited patient, nearing the end of their lives financial status, spiritual aspects that eases some of those pressures for their families and carers.















Conclusion & Recommendations

In this literature review it has explored what Palliative Care is, the inequalities that exist, due to the lack of support and the impact of that lack, that exists for certain cultural groups, age and gender.  It is a human right and a requirement for everyone to receive and have access to this i.e., emotional support, that assists the patient and their families throughout a devastating life change, supporting them through their stages of grief and difficult emotions, in order to help them to adjust to their diagnosis.  Inequality does exist on many levels; it is deeply facetted and combined with Palliative care is highly more sensitive and nuanced area.  How inequality and inequities are different but from time to time can converge, support available.  The aim is not to lose sight of how inequality can affect people but to develop a social conscience that supports promotes and maintains ethical behaviour, with empathy and compassion at it’s foundation.


The recommendations:  
· Raise Awareness campaign, to incorporate into the framework and structure Palliative care as a natural part of the healthcare process. According to the Equality Act 2010 there is a legal duty to consider the needs of the life-limited individual in day-to-day work, in end-of-life care, unfortunately this was not always adhered to by all the commissioners and providers.
· Funding: As the population is growing there is an urgent need for funding within this sector. 
· A willingness to breakdown those barriers through i.e., Effective communication, 
· Include support for the deprived areas, more support from local councils/ government.
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