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ABSTRACT

Background: Palliative care access, experiences and outcomes of care disadvantage those
from ethnically diverse, Indigenous, First nation and First people communities. Research into
this field of inquiry raises unique theoretical, methodological, and moral issues. Without the
critical reflection of methods of study and reporting of findings, researchers may inadvertently
compromise their contribution to reducing injustices and perpetuating racism.

Aim: To examine key evidence of the place of minoritised communities in palliative care
research to devise recommendations that improve the precision and rigour of research and
reporting of findings.

Methods: Narrative review of articles identified from PubMed, CINAHL and Google Scholar
for 10 years augmented with supplementary searches.

Results: We identified and appraised 109 relevant articles. Four main themes were identified
(1) Lack of precision when working with a difference; (ii) ‘black box epidemiology’ and its
presence in palliative care research; (iii) the inclusion of minoritised communities in palliative
care research; and (iv) the potential to cause harm. All stymie opportunities to ‘level up’ health
gain across the palliative care spectrum.

Conclusions: Based on the findings of this review palliative care research must reflect on and
justify the classification of minoritised communities, explore and understand intersectionality,

optimise data quality, decolonise research teams and methods, and focus on reducing inequities



to level up end-of-life care experiences and outcomes. Palliative care research must be
forthright in explicitly naming structural and systemic racism, describing its operation and

engaging in non-judgmental debate on changes required.



What is already known about the topic?

There is evidence that health experiences and outcomes of care disadvantage those from
ethnically diverse, Indigenous, First nation and First people communities. Inequalities and
inequity are well recognized but inadequately addressed.

In the generation and reporting of research evidence, palliative care researchers play a vital
part in influencing service provision, clinical practice and discussion of ways to reduce
inequity. However, this is associated with significant methodological, conceptual and
ethical challenges. Without honest discussion of these issues, progress remains stymied,

and racism persists.

What does this paper add?

Critical examination of palliative care research that has focused on ethnically diverse,
Indigenous, First nation and First people communities identify a lack of precision in how
terminology is employed. This compromises scientific rigour.

Evidence of the harms inadvertently caused by current palliative care research practice is
commensurate with structural, systemic and procedural racism.

A detailed understanding of the underrepresentation of these communities in the palliative
care research process can be mitigated by the decolonisation of research teams and methods

used.

Implications for practice, theory, or policy

The recommendations proposed by this review constitute the basis for guidance for the
conception, conduct and reporting of ethnically diverse, Indigenous, First nation and First
people communities in palliative care research.

We suggest they serve as a guide for researchers undertaking studies that focus on these
communities, for authors publishing them, as well as for reviewers and journal editors when

evaluating the quality of the study design and the transparency of reporting.



BACKGROUND

Throughout history, individuals, families and groups have migrated from their original or
previous homes for many reasons: as refugees to escape war, colonisation and domination by
others, genocide, famine, political torture or other conflicts, for the prospect of educational,
economic or social advantage, or to reunite with other family members!. Increasingly,
globalization has brought with it an unparalleled number of people who have moved to high-
income countries. From 2010 to 2020, North America and Europe received 25.9 million
international migrants®. Migration has also witnessed mostly white people moving to countries
where their colonisation has overwhelmed minoritised, Indigenous, First nation or First people
communities, bringing with them systems and structures associated with social injustice®. The
implications of this for palliative care are profound. Health and social care professionals, many
of who themselves may come from a diverse range of ethnocultural backgrounds, will be
providing care for those whose backgrounds are different to their own. Moreover, patients may
arrive at a critical junction with different repertoires for how they comprehend illness,

symptoms, expectations of care and make use of services®.

In recent times, movements of the tectonic plates of the ethnocultural landscape in the United
Kingdom, USA, Australia, New Zealand and many countries across Europe have exposed
societal fissures that demand attention. ‘Empire Windrush’>, the response to acts of violence
metered out to people of colour® 7 and the COVID-19 pandemic that exacted disproportionately
high mortality among certain minority communities # ® %12 have brought into sharper relief the
inequity minority ethnic communities experience. Organisations, including those in palliative
care!3, have made public commitments to listen more attentively and redress injustices. This
was reiterated in the recent Lancet Commission on the Value of Death*. In a recent editorial in

Palliative Medicine, three authors of this paper (JH, SB and JK) laid claim to the presence of



racism in palliative care. They highlighted the imperative to collect and analyze data to monitor
ethnic disparities and their intersection with other protected and social characteristics!. Most
recently, the presence of racism is embedded across the entire health research landscape from
question construction, racism in research commissioning, racism in academia and
dissemination in peer-reviewed journals!®. Like others'® we believe there is no space for
palliative care research to be complacent about this issue. The aim of this review is therefore
to identify and critically appraise evidence to question the veracity of this assumption and

where necessary formulate a methodological agenda for change.

METHOD

This review follows a narrative methodology suited to a question of this nature!’. This was
enhanced through a systematic sampling approach to address the research question whilst
mitigating some of the limitations of this approach by using clearly defined search criteria, data

extraction and analysis process'® 1°,

Search strategy

A search of the peer-reviewed literature was conducted which involved the following PubMed,
Cumulative Index to Nursing and Allied Health Literature (CINAHL) and Google Scholar
electronic databases from March 2012-March 2022 (table 1). This search was augmented with
an electronic search of key palliative care journals. Finally, bibliographies from articles were

cross-searched to identify any supplementary papers relevant to the review aim.



Table 1: Databases and search terms for narrative review

Database

Controlled

vocabulary

Search Terms

PubMed

MeSH

“Palliative” [Mesh] OR “Palliative Care”
[MeSH] OR “Terminally ill” [Mesh]
“Terminal care” [MeSH] OR “Hospices”
[Mesh] OR “Hospice Care” [MeSH] AND
“Ethnicity” [MeSH] OR “Ethnic” [MeSH]
OR “Race” [MeSH] OR “Racial” [MeSH]
OR “Culture” [Mesh] OR “Indigenous”
[MeSH] OR “First Nation” [MeSH] OR
“First People” [MeSH]) AND “Research”
[MeSH] OR “Study” [MeSH] OR “Studies”
[MeSH]

11,707

CINAHL

Major headings

MM "Hospice and Palliative Nursing") OR
(MM "Palliative Care" OR MH "Terminal
Care" OR MM "Hospice Care" OR MH
"Palliative Medicine" OR "Palliative" OR
"Terminally I11" OR "Hospice" OR MH
"Hospice" or "Palliative care" or "End of
Life Care" or "Terminal Care") AND MH
"Ethnic Minorities" OR "Racial "

OR “Indigenous” OR MM “First Nation”
OR MH “First People” AND MH
"Research" OR "Research Study"

42,738

Google
Scholar

Major headings

"Palliative Care" OR "Hospice Care" OR
"Terminal Care" AND "Ethnic Minorities"
OR "Race OR "Ethnicity OR “First Nation”
OR “First People” OR “Indigenous” AND
"Research Study"

12,700




Criteria for inclusion and exclusion

All searches were limited to full-text articles published in English-language, peer-reviewed
journals. Articles were included where content directly informed the focus and objective of the
narrative review, including discussion papers and scientific papers reporting qualitative and or
quantitative research. Papers were excluded if their focus was not directly relevant to one of

the search terms.

Article management and review

The categorisation and storage of articles were managed using EndNote X9 bibliographic
software. Articles were read and re-read with observations made to inform the review. As noted
by Coughlan'® this represents an effective approach to facilitating the integration of both
theoretical and empirical literature. Further synthesis of the literature was then organised into

themes for critical discussion.

For transparency, the interpretation of evidence for this narrative review was mediated through
the respective cultural lenses of the authors. Specifically, JK is a White British Jewish social
scientist with a track record of conducting research in transcultural palliative care and equity,
JMD is a White British social scientist with expertise in social determinants of health and
palliative care equity, SB is a British Pakistani Muslim and a palliative care clinician and senior
lecturer and works in an inner-London hospital serving a population where 50% of patients are
from ethnically diverse communities and JAH is a British Pakistani Palliative Care Consultant
working in Bradford, a northern UK city where 33% of the population come from ethnically

diverse communities.



RESULTS

A total of 109 articles were used to identify four themes: (1) lack of precision when working
with difference; (2) ‘black box epidemiology’ and its presence in palliative care research; (3)
the inclusion of minoritised communities in palliative care research; and (4) the potential to

cause harm.

Lack of precision when working with difference

Research on race, ethnicity, Indigenous, First peoples and First nation communities creates
conceptual, methodological and moral challenges!. Recently, more attention has been drawn
to how terminology on difference is theorised, operationalised and has evolved in research?®
21, The collection of sociodemographic variables is often poorly thought out concerning the
outcome or phenomena being studied, vaguely defined, and inappropriately considered

22, 23

interchangeable . Good quality research requires carefully considered terminology and

measures to reveal inequities and convey respect.

Race relies on an erroneous belief that people can be categorised according to shared physical
and biological characteristics such as skin colour, facial features, and other hereditary traits.
This framework for categorising people has been largely discredited with a clear demonstration
that genetic variations between racial groups are small, inconsequential, inaccurate and
misleading?®. Instead, we see race as a social representation created to devise social groupings
related to physical appearance to create and maintain a power hierarchy between groups and
enforce systems of privilege, most specifically between white people and people of colour?.

Whilst ‘race’ still appears to have currency in the USA literature we do not advocate its use.



The historical taboo surrounding research into race, the need for a greater understanding of
social and cultural factors that shape and pattern health and disease, and to describe of the
uptake of service provision and outcomes from interventions, created impetus for a new
vocabulary and consequently, ethnicity is often now widely used. We see value in the definition
of ethnicity as comprising two distinct dimensions®®. First, it includes an attributional
dimension that describes the unique sociocultural characteristics (e.g., culture, diet) of groups
that include “a shared culture and way of life, especially as reflected in language, folkways,
religious and other institutional forms, material culture such as clothing and food, and cultural
products such as music, literature, and art” p.109%’. The attributional dimension is useful for
understanding personal identity and group sociocultural characteristics; however, alone it
explains neither groups’ social locations within society nor how societal forces can
differentially influence the health of ethnically defined populations. It therefore needs to
include a relational dimension that captures characteristics of the relationship between an
ethnically defined group and the society in which it is situated. This dimension is particularly
useful when research aims to understand how social stratification and social exposures (i.e.,
risk factors such as discrimination that derive from the social context) contribute to ethnic
health inequities®®. Targeting the relational dimension reduces the possibility of inappropriately
attributing disparities to ethnic group characteristics instead of to the group’s relationship to

the broader society?°.

While ethnicity has no intrinsic biological meaning, this term has important, notwithstanding
contested, social meanings. Neglecting to use ethnicity as a variable in palliative care research
may disregard the reality of social stratification, injustices, and inequities with implications
across the palliative care spectrum of interest. However, there is often highly variable use of

terminology from one study to the next and it is this that concerns us. This comprises the



integrity of the studies and their comparability. One problem is that the meaning of identity
labels like ‘Asian’, ‘white’, ‘Caucasian’, and ‘Hispanic’ is taken for granted and rarely
explained in palliative care research?®-3°. Another issue is that populations identified by current
methods of measuring ethnicity are often too diverse to provide useful information!. At the
crudest extreme, defining individuals as ‘non-white’*%-*% does not satisfactorily describe the
rich cultural, social, and religious nuances that define ethnicity. Another single category of
difference ‘Asian’, is similarly too broad a category and disguises important differences by
country of origin, religion, language, diet, and other factors relevant to palliative, end-of-life
and bereavement care. The same cautions apply to categories including those labelled as being
‘Indian’, ‘Chinese’, ‘Pakistani’, and ‘Afro-Caribbean’. Moreover, collective terms mask

inequalities as they are experienced by different ethnic groups.

The current 18 United Kingdom Office of National Statistics categories and 11 categories in
the USA3 represent a pragmatic starting point®!> 443, However, there is a tension between
greater refinement and the need to interpret findings, particularly where sample sizes are

small**

. As a guiding principle, palliative care researchers must always be mindful of using the
most appropriate ethnicity label and consider how conclusions may be flawed by inappropriate

aggregation.

The United Nations Permanent Forum on Indigenous Issues (UNPFII) set out seven criteria

for the identification of Indigenous peoples®.

o self-identification as Indigenous peoples at the individual level and acceptance by the

community as a member.

e historical continuity with pre-colonial or pre-settler societies.
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o strong link to territories and surrounding natural resources.

o distinct social, economic, or political systems.

o distinct language, culture, and beliefs.

e people from non-dominant groups of society.

e resolve to maintain and reproduce their ancestral environments and systems as

distinctive peoples and communities

There are an estimated 370 million Indigenous people living across 70 countries worldwide*®.
The term “Indigenous” has prevailed as a generic term for many years but some may prefer
to be referred to as “First peoples™ or people from “First nations™*’ Irrespective of this, these
communities hold traditional values, visions, needs and priorities where ancestral land has
fundamental importance for their collective physical and cultural survival and identity*’.
Among the indigenous peoples are those of the Americas (for example, the Lakota in the
USA), Inuit and Aleutians of the circumpolar region, the Saami of northern Europe,

Aborigines and Torres Strait Islanders of Australia and Maori of New Zealand.

Most recently and against a backdrop of key ethnocultural events*!2, the debate about the
nomenclature of defining differences concerning the most appropriate way to describe people
of minority ethnic backgrounds and portray them in research has progressed! #+ 4% 4%, Word
choice is critically important in research and continues to evolve; inclusive language supports
diversity and conveys respect'. An important direction for researchers to follow is to provide a
considered and transparent account of the concepts and categories they use. This builds on the
guidance developed by the International Committee of Medical Journal Editors (ICMJE)
recommending, that “authors should define how they determined race or ethnicity [and we

believe other classifications we present] and justify their relevance™.
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‘Black box epidemiology’ and its presence in palliative care research

Much research that has examined the relationship between ethnicity and health®!, can be
described as "black box" epidemiology”. Skrabanek specifies that this type of research focuses
on the relationship between exposures and outcomes but the causal mechanisms behind an
association remain concealed 2. Arguably some palliative care research could be viewed this

Way3l-33, 53

There is a moral imperative for researchers to endeavour to open, expose and
understand the contents of the “black box™. First, researchers must also be mindful to indicate
exactly why ethnicity is relevant for a particular study. Often this is not present - the inclusion
of ethnicity has become a ‘knee-jerk’ reflex, accompanying many tables that examine
demographic differences>*. Whilst it might be appropriate to record self-assigned ethnicity and

to analyse it, the reality that it was collected may not be sufficient reason to analyse outcomes

associated with it.

Few studies have further examined the intersection between ethnicity and other important
social determinants of health, such as socioeconomic position and age as well as contextual or
cultural factors®=% A recent systematic review, conducted before Covid-19, highlighted
persistent structural and systemic inequalities among hospice care providers for some groups
that included social factors, for example, ethnicity>®. We require more studies that examine the
underlying multifarious mechanisms and mediating pathways and the complex interaction

between factors that lead to poor palliative care outcomes®’.

In addition to this, studies that have elucidated ethnic differences have not progressed research

to examine if recommendations for clinical care or policy have been implemented and

evaluated. We argue for a need to move from the repetitious demonstration of ethnicity
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variations that have already been demonstrated in palliative care research to advance research

more strategically to deliver meaningful paths to patient, family and societal benefit.

The inclusion of minoritised communities in palliative care research

The inclusion of ethnically diverse, Indigenous, First nation and First people populations in
palliative care studies is critical to ensure that improvements in health are relevant and
effective. The exclusion of people from these groups from research perpetuates health
inequities and may contravene human rights legislation that aims to prevent discrimination®!.
It is well recognised that in health research generally, in clinical trials®?and palliative care
research?® % minoritised groups are chronically underrepresented. This fact was further
highlighted during the Covid-19 pandemic®#%6. Reasons for the exclusion of individuals from
these groups may be due to ‘planned exclusion’, ‘inadvertent exclusion’, ‘non-participation,’
or a combination of these factors. Table 2 summarises the complex, multifarious explanations

to account for this.
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Table 2: Potential individual, professional, system and structural reasons for inequitable
representation or reporting of minority ethnic groups in palliative care research

Reasons for
underrepresentation

and reporting

Explanation

Individual includes
health and illness-
related beliefs and

worldview

e The wish to be involved in some studies may be governed by
culturally patterned and channelled perceptions of illness. For
example, fatalistic illness attributions associated with cancer®’ and
multiple sclerosis® have been identified to be closely associated with
faith-based beliefs. This may influence individuals’ views of the
relevance of study participation to them.

e Decisions to participate in research are also largely guided by the
individualistic western-centric conception of personal autonomy.
This may not be a relevant and motivating factor for some individuals
from ethnically diverse groups where more familial or communal
approaches may also influence the decision-making to be (or not)

involved in research studies.

Trust includes historical
and current racial
discrimination,

prejudice and abuse

o There a well-known historic examples both in the USA (the Tuskegee
syphilis study®’) and the UK (Stop rickets campaign’®) where health-
related research was associated with ethical mistreatment and
exploitation that erode the potential for trusting relationships with
health professionals. Whilst these events have been shown to impact
the willingness to participate in research’' this may be amplified by
previous negative health-related encounters among people from
minority ethnic communities’

e Moreover, interviews with British Social Asian cancer trial
participants identified that some perceived that they were treated as
‘outsiders’ to society and therefore their willingness to contribute to

knowledge was thwarted or discouraged.”

Structural barriers
include issues around
literacy, education,

language,

o Evidence suggests that inadvertent exclusion from palliative care
research may result from a combination of complex factors including
patient literacy, community in-reach, dominant language ability and
the additional costs of translation of key study materials into locally
relevant languages to research teams and funders and the availability

of researchers proficient in different languages.”
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Study-related factors
include data quality, site
access, discrimination of
recruiters, flexibility in
study design,
representation of study

staff

The reasons why people enrol in palliative care studies are multiple
but include supporting medical research and altruism, among other
factors” ", Interpersonal relations with health professionals built on
a foundation of trust have also been shown to be an important
motivation for participation in clinical trials among patients with
cancer. Whilst this has been demonstrated in a study of patients with
myeloma, more common among the Black Caribbean community”’,
this cannot be assumed across ethnic groups and may be negatively
influenced by previous poor health encounters with health services.
Access to study sites is a general issue that may include factors
directly or indirectly associated with ethnicity. People from minority
ethnic groups are typically more likely to live in urban centres where
issues of intersectionality, for example, material deprivation co-
reside and social deprivation. Given demonstrable socio-economic
disparities between ethnic groups, the underrepresentation of some
ethnic groups in studies may result in part from racially determined
socio-economic factors that amplify difference and inequity’' 37
Financial incentives may be required’ "’

The comprehensive collection of ethnicity data used for research
purposes remains incomplete across the life course and is present at
multiple points associated with end-of-life care from diagnosis®,

""" 8 and outcomes of care®. The European

referral to services
Commission recommends the monitoring of ethnic equality data
across all EU member states. However, only three countries (Ireland,
Finland, UK) have placed a legal duty of data collection on public
bodies®’. Moreover, unlike the USA™, there is currently no explicit
legal requirement to include ethnically diverse participants in
publicly funded research intended to inform clinical decisions. In
other countries, the benefits of wider inclusion are beginning to be
extolled®. Palliative care often makes use of routine data to examine
pertinent questions for example cause of death and place of death.
However, currently, analysis of UK death registration certificates
allows for the description of patterns within a whole population ***’
but does not include ethnicity. This is not the case in countries
including the USA, Australia and Canada®. Instead, UK studies have

relied on “country of birth” or “country of origin” as a proxy for
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ethnicity *' which is open to criticism as it may only represent first-
generation migrants. This invisibility — a potential manifestation of
implicit racism - became visible during Covid-19 when
disproportionate Covid-19 -related deaths were discovered among
certain ethnic groups®. The UK government is now making the
recording of ethnicity mandatory®. Another approach to further
comprehending health variations across different ethnic groups is the
use of hospital episode statistics (HES). However, whilst the
completeness of HES has improved in recent years’' *2, it still does
not fully represent all patient episodes.

Explicit and implicit bias and prejudice may deter health care
professionals from discussing research with patients from minority
ethnic groups”. Some health professionals may incorrectly believe
they know their patient's preferences”. Of concern, in the USA,
research has identified that some health professionals possess
implicit negative attitudes about African Americans that may lead
them to believe they will be poor candidates for clinical trials’’. For
example, one study found that primary care physicians believed
treatment compliance would be lower in patients from ethnically
diverse communities than in white patients”®. Consequently, fewer
are invited compromising the ethical principle of justice. Yet studies
from wider health services research have highlighted that people
from minoritised communities are willing to participate in research if
the study has direct relevance to them and their community and if
they are approached with sensitivity and given clear explanations of
what participation involves.”’

Lack of cultural competency by researchers and referring health
professionals has been identified as an important barrier to minority
ethnic group participation in studies.”®

Inadequate representation of researchers from minoritised
communities in the development and conduct of palliative care-
related studies. Diversity ensures that the research workforce and
cultural literacy of a research team reflect changing population mixes

and can meet the needs of all stakeholder communities."
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THE POTENTIAL TO CAUSE HARM
There are many historical examples of racist research?-193, Contemporary research on ethnicity
in palliative care is guided by more robust ethical principles that prevent such overtly racist

practices. However, we should always be mindful of potential unintended harms.

Victim blaming - There are numerous critics of ethnicity-based research who have concerns
that research has the potential to be racist and is associated with victim-blaming. The belief
that people from minoritised communities as being inherently unhealthy was once common.
The Tuskegee study of untreated syphilis among African American sharecroppers in Macon
County, Alabama, when interventions were present'% and the ‘Stop Rickets’ health promotion
campaign in the UK that incorrectly focused on individual dietary change rather than vitamin

D fortification of food at a population level'%

are both cogent examples of this type of research.
These explicit examples are worthy of mention for the following reason. First, with hindsight
current critical, reflective appraisal of the methods and ethics underpinning research of this
type could now be considered to be racist. The lasting messages from this work may perpetuate
racial prejudice through the portrayal of people from minoritised ethnic groups as deficient,
inferior and less deserving of services!®®. It chants to an assimilationist assumption about
research and service provision. Second, we believe few people researching ethnicity and
palliative care are deliberately racist and most hold benevolent and honourable views. Many,
however, may inadvertently be working toward a racialised research agenda. This situation is
uncomfortable to admit but demands our attention. Third, there may be some who would
repudiate the value of ethnicity-based research, especially where it has historically been
conflated with race due to its association with social Darwinism, European colonisation,

slavery, segregation, apartheid in South Africa, the notorious philosophy of racial hygiene in

German-occupied countries and more recent examples of genocide in Rwanda, Bosnia and
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Herzegovina. This perspective is present in the legislature in Finland, Sweden, France, Austria

and Germany!'?’

. However, this may inadvertently renounce important work that attempts to
examine equity-based issues in access to palliative care. Last, whilst researchers cannot be held
responsible for media reporting, they must, nevertheless, be cognizant of the potential impact
of the way their research is reported by others and wider race relations. Researchers must depart
from using phrases that include “ethnic minority”, “hard to reach”, “difficult to engage” and
possibly even “marginalised”, associated with de-centering by a dominant, white, middle-class

perspective %, None are neutral and all have the potential to be construed pejoratively and

reinforce racist ideologies.

Comparing - Most research into ethnicity and palliative care that has taken place in the USA,
the UK, Australia and New Zealand is based largely on the comparative architecture and
present data that invariably use the “white” population, albeit unintentionally, as the standard?!:
32,5382, 109-115 'Thjg racial and ethnic nomenclature has the potential to lead to the phenomena
of ethnocentricity or an inherent predisposition to view a single and often the majority culture
as the standard against which others are or should be judged!'s. This has consequences for
many aspects of palliative care research where ethnicity is a focus. Moreover, it has the
potential to influence which research questions are considered important and legitimate, the
methods employed to undertake research studies and the presentation and interpretation of
findings. “Value-free”, impartial examination of important issues become compromised. This
labelling and comparison, although it is changing in certain countries, conceal considerable
variation between peoples who could be defined as white, conceals fascinating heterogeneity
within cultures and inadvertently fosters the division of society by skin colour. This

consequently may reinforce racial and ethnic stereotyping.
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In comparative palliative care research, including a group from the majority population, and
making use of terms such as ‘reference’, ‘control’, or ‘comparison’ population has distinct
advantages compared to ‘white or ‘EBuropean’. Bhopal'!” and more recently guidance by
Khunti** suggest this approach creates fewer expectations and prior assumptions. Nevertheless,
all researchers must strive to provide more explicit detail on the populations studied, including
their heterogeneity and origins. We acknowledge that this does not resolve all the dilemmas in
how individuals perceive themselves in society. Moreover, it does not manage all the
controversies regarding classification when collecting statistics. However, it does free
researchers involved in palliative care studies from using imprecise and non-meaningful

nomenclature.

Indifference to quality of palliative care service provision - The potential implications of
comparative research, including the risk of ethnocentrism may lead to the misguided perception
that the needs of people living with and dying from advanced diseases from ethnically diverse
communities are inherently different from those of the majority population. Consequently,
separate strategies may be required (but often do not materialise)!''® '!° or where national
strategies are developed they provide only cursory mention of ethnically diverse groups'?°. The
continued emphasis on descriptive ethnicity and race-directed palliative care studies has meant
a focus on variation in diseases and service utilisation, as opposed to the quality and outcomes
of services received. There is a huge hole in the record of research on the quality of care

received by patients and their families from ethnically diverse groups’ 121122,

DISCUSSION
Our concern to develop a new agenda for the research that accommodates minoritised

communities was driven by a growing body of evidence that identifies that they are more at
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risk of experiencing poor outcomes at the end of life. How to effect change, however, will
continue to be stymied if a radical change to how research takes place and is reported is not
considered and does not expose manifestations of racism where they are present. Only with

this will a path to patient and family benefit commence.

Recommendation 1 — Focus on equity. Research on ethnicity and health should explicitly be
for the well-being of the populations being studied and equity should be the guiding ethical
and moral principle. Ethnicity (and associated factors) has had renewed interest following the
Covid-19 pandemic and the wish to level up services’’. Evaluations of end-of-life care
interventions rarely consider differential outcomes for groups according to their socio-
economic position which may also include ethnicity. Few interventions have been developed
to specifically reduce social inequality in care received towards the end of life’. However,
there are important lessons from interventions outside palliative care, particularly those
targeting older people to reduce social inequality!?® that share similar objectives to enhance
quality of life. Palliative care researchers and funders of research have a moral imperative to
invest in high-quality research that adopts a range of methodologies to identify and redress

instances of inequity leading to improved outcomes of care.

Recommendation 2 — Reflect on and justify ethnicity classification. Higher priority should
be paid to improving the methods for the classification of ethnicity and difference relevant to
palliative care!?*. First, if the concept of ethnicity is used it should be viewed as being different
from race and not as a synonym for it?!. In the current absence of a consensus statement,
developed using a Delphi approach, researchers must be explicit in stating their understanding
of this concept, describe the characteristics of both the study and comparison populations, and

provide and justify the ethnic coding. We argue that like other aspects of palliative care
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research, investigators should be cognisant to recognise the potential influence of their values,
including the potential for ethnocentricity. We all are accompanied by implicit and explicit
bias. This can inadvertently result in result in stereotyping or stigmatizing the populations we
wish to research. Moreover, this has considerable potential to influence question formulation,
study design and interpretation of findings. In addition, ethnicity's complex and dynamic nature
should be respected**. This has ramifications for how the results of studies are interpreted and

generalised; the context of and timing of research should present caution warnings.

Recommendation 3 — Explore and understand intersectionality. Examination of ethnic,
Indigenous, First nation and First people inequalities and inequities must pay appropriate
regard to the potential ways in which these variables intersect with other forms of social
difference® >8, While census categories collected by different countries are often invaluable
for revealing disadvantages other complementary metrics are necessary to examine processes
through which disadvantage is created, experienced and influences palliative care outcomes.
Among others, they include gender, income, education, occupation, private medical insurance

status, housing tenure, housing quality and area-based deprivation®.

Recommendation 4- Optimise data quality. In addition, robust analysis of the intersection
between ethnicity (which could include Indigenous, First people and First nation communities)
and other socioeconomic variables can only take in the presence of complete data that reflects

an individual’s ethnicity!'?*

. Whilst this concern is well known®" 8 the issue of missing
ethnicity data became more evident during Covid-19 when it was realised this variable was not

recorded on death certificates. This meant that disproportionate mortality rates among minority

ethnic communities were not confirmed for non-hospital deaths. In line with several other
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countries, the UK is now making the recording of ethnicity on death certificates in England

mandatory to mitigate their invisibility 2.

Moreover, data are not neutral entities. Statistics are ‘human artefacts’ and in colonizing
nation-states these numbers applied to minoritised, Indigenous, First nation or First people have
a ‘raced’ reality. Data are created and patterned by the assumptive determinations of
researchers to collect items of information and not others, to interrogate some relationships
over others, and to see truths in some and not others. The notion of indigenous data sovereignty
is gaining attention and may pave a way for examining the currency of data collected and how

it is spent 126

Recommendation 5 —Decolonising research teams and methods. Patient and public
involvement (PPI) in palliative care research are of value to palliative care studies!?’- 128 129-131
and systematic reviews!*?. However, representation of individuals from minoritised
communities in the PPI process is currently insufficient!3* 34, This can result in a power
imbalance, present in much health services research and may also be evident in palliative
care!3 124 In response, we must develop strategies that creatively reach out to communities we
must better serve. Guidance on appropriate and acceptable models for involving members from
ethnically diverse, Indigenous, First nation and First people communities across the entire

research process %6 are available including those from the UK https://tinyurl.com/3tb8zejy!**,

https://tinyurl.com/2p8j53tt'?’, from Australia https:/tinyurl.com/yuweu47k'®, Canada

https:/tinyurl.com/2tjkx89¢!3° and South Africa https:/tinyurl.com/mr2¢ip8y'*°. PPI in all its

forms should be actively endorsed, supported by palliative care researchers, commissioners of
services, policymakers, and scientific journals and adequately resourced by study funders.

However, this alone is insufficient if we are to effect change. We must also be open to critically
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decolonising research agendas, defining research questions, and critically examining what data
is being collected, by what instrument and by whom. We must also work in concert with
minoritised communities using participatory approaches to devise solutions that must then be

evaluated.

Recommendation 6 —Research to reduce inequities. Social inequity present in wider society
has been shown to persist in experiences and outcomes of care received by people towards the
end of life. This must end. However, we must depart from merely describing the panorama.
Instead, analysis and interpretation of ethnicity as an explanatory variable associated with
social inequity must use relevant, valid and reliable theoretical models rather than simple
descriptions of disparities. Moreover, we must attempt to examine how we can successfully
follow through with the findings with the anti-racist actions outlined above and then rigorously
evaluate their impact to identify best practices. Analysis of health inequality and inequity
relevant to palliative care must consider the social context and processes in which ‘differences
that make a difference’ influence health experiences and outcomes. Rigorously conducted
qualitative studies or mixed methods studies, previously used in this area of palliative care

inquiry may offer value by elucidating underlying processes®’- 112 141-144,

Limitations

As this is a critical debate paper we have identified and appraised literature relevant to the aims
of the review. However, we did not undertake a comprehensive or systematic evidence review.
Therefore, there is a possibility that some publications containing useful information may be
absent. Nevertheless, we do draw on previous relevant systematic reviews where available and
this manuscript was written in close collaboration with subject experts and expert

methodologists to help ensure a suitable balance between evidence review and discussion.
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Moreover, while we have attempted to provide global oversight of evidence spanning countries
where the issues outlined in the review are currently germane, we accept that much of the
evidence presented is from English-speaking countries. This may compromise the inferences
that we drew from the evidence that influence the recommendations we suggest. Despite these
limitations, we adhere closely to the quality checklist for maximising rigour in narrative review

articles 1°.

We acknowledge that recommendations to improve methods in palliative care research can be
derived using a Delphi approach following well-established guidance '4°. We believe this
should occur. However, in the process of appraising evidence, we have contrived primary
recommendations to commence a new dialogue that redefines the architecture of palliative care

research. Continued investment beyond this paper is vital.

CONCLUSION

The first step in addressing a problem is recognising there is one. For many from minoritised
communities, the experience of abandonment at the end of life is an immutable truth. Scrutiny
of evidence arrives at a verdict that racism is evident in palliative care research that has
inadvertently been guided by in inherent, structural and systemic superiority of the majority.
This has become normalised and obscured from our line of sight. To ignore commencing with
this agenda of change perpetuates the whitewashing of this pervading issue. We are not naive
to believe the recommendations we propose are not associated with risk or that a paradigm
shift is required to realise them. Equity checklists have been proposed for the submission of
publications which we applaud!®. However, without a root and branch solution, deeper within
the research process, the consequences for the lived experiences and outcomes of care for
patients and their families from minoritised communities are destined to remain in a state of

paralysis'*. We need to face our research shadow and this will require courage. We highlight
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how we can commence this journey many have the intention to make - to mitigate the effects
of racial, social and intersectional injustice. Researchers may be required to engage in creative
training solutions that demystify difference, safely build confidence in the retrenchment of
anxieties when conducting research and foster previously untested collaborations and
community links that build trust and empathy!4. This will not be resource neutral. It may also
disrupt existing power balances. Moreover, it requires leadership of academics from racial,
ethnic and/or culturally dominant groups and organisations, including the European
Association for Palliative Care (EAPC) and International Association for Hospice and
Palliative Care (IAHPC) to effect changes from the front, allied to the lives of those we must

change.
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