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ABSTRACT
International migration is an important issue for many high-income countries and is a
situation that is accompanied by opportunities, as well as challenges. South Asians are the
largest minority ethnic group in the United Kingdom and this diaspora is reflective of the
growing diversity of British society. An empirical study was performed to ascertain the faith
based values, beliefs, views and attitudes of participants in relation to their perception of
issues pertaining to end-of-life care. Empirical observations from this study, as well as the
extant knowledge-base from the literature, are used to support and contextualise our
reflections against a socio-legal backdrop. We argue for accommodation of faith based values
of migrants at end-of-life within normative structures of receiving countries. We posit the
ethically relevant principles of inclusiveness, integration and embedment, for an innovative
bioethical framework as a vehicle for accommodating faith based values and needs of
migrants at end-of-life. These tenets work conjunctively, as well as individually, in respect of
individual care, enabling processes and procedures, and ultimately for formulating policy and
strategy.

* We wish to acknowledge the Leicester Centre for Ethnic Health Research for its assistance with recruitment
and to thank the participants who gave their time and enthusiasm.

INTRODUCTION

1

The current scale of international migration is an important issue for many high-income
countries, a situation accompanied by opportunities as well as challenges.1 In Europe,
Germany witnessed the largest increase in international migration and between 2014 and
2015 the United Kingdom (UK) saw an increase of twenty-four per-cent.2 Data from the most
recent UK census reveals significant changes in ethnic and religious diversity.3 Since 2001
the proportion of White British dropped from 87.5% to 80.5% of the population. There were
four million fewer Christians in England and Wales in 2011 compared with 10 years
previously and there has been a substantial increase in the number of persons professing nonChristian faiths, or no religious belief.

While the UK has accepted migrants for centuries,

the last decade has been different particularly in respect of free movement of mainly younger,
economically active, persons from Eastern Europe.
Despite recent demographic trends from Eastern Europe, South Asians (who began to arrive
in the UK nearly seventy years ago) remain the largest minority ethnic group in the United
Kingdom.4 Many of these first generation migrants are now reaching the ends of their lives
and the availability of responsive end of life care has become a new priority.
It has long been recognised that views and perceptions of end of life care are diverse and tend
to be influenced by notions of culture, faith and belief. Although the population of Britain
has traditionally been Christian a significant proportion is affiliated to other religions or to no
religion at all.5 Faith and religious belief can be expected to have particular significance at
end of life where philosophical, moral and spiritual considerations are likely to engage.
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A liberal and economically developed society ostensibly respects and recognises the rights of
persons and purports to uphold values such as tolerance, equality and diversity in the context
of its trans-cultural socio-legal framework. These values are exemplified by initiatives such
as reforms to the equality and diversity agenda, as well as the more established human rights
jurisprudence which collectively proscribes discrimination by service providers on grounds
that include religion and belief.
The right to freedom of religion or belief is enshrined in Article 9 of the European
Convention on Human Rights. The scope of this freedom has broad application and confers
absolute protection to the internal dimension of religious belief (‘forum internum’) and
proscribes coercive interference with freedom to have, or adopt, a religion or belief of one’s
personal choice. In respect of freedom to express or manifest personal faith or belief (‘forum
externum’) restrictions may be applied in order to pursue a legitimate aim. Nevertheless, any
restriction must be a proportionate response.6
In Great Britain legal recognition of freedom of religion (or none) has become clear
following implementation of the Equality Act 2010. Section 4 of the Act describes ‘religion
and belief’ (or none) as being a protected characteristic where ‘religion’ means any religion
and ‘belief’ means any religious or philosophical belief.7 It is unlawful for service providers
or those exercising a public function, to discriminate, harass or victimise those with a
protected characteristic.8 This duty is accompanied by positive obligations to have ‘due
regard’ to equality of opportunity and the need to foster good relations.9 In the UK it remains
the case that most people die in public hospitals. All public bodies that provide end-of-life
care therefore have a positive duty to promote equality of opportunity and good relations
between people of different faiths as well as the secular. Service users are protected when
requesting services as well as during service provision and provider organisations and those
exercising public functions have a duty to make reasonable adjustments.10
In a previous paper we presented aspects of a focus group study that pertained specifically
to perceptions of South Asians cultural values in respect of end-of-life care.
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values that emerged were dignity, equality, religious beliefs and relational acceptance of
decision making for themselves by others (with lesser reliance on self-determined choice).
In this paper we propose a bioethical framework that accommodates religious and faith-based
values of migrants at end-of-life, within the normative canvas of receiving countries. We
articulate this innovative framework on the basis of our personal reflections embedded within
an ethical and socio-legal context, and illustrated by empirical observations obtained from a
focus group study of South Asians living in the UK. Its message is relevant for all countries
that are experiencing increased migration of diverse populations.
THE EMPIRICAL STUDY
For the purpose of this article ‘South Asians’ are persons who originate through their family
line from the Indian sub-continent, and who self-identify themselves as such in respect of
their ethnicity. In the main they comprise either first, or second, generation migrants to the
UK. Although the focus of this article is “faith based”, ethnicity (as opposed to “race”)
nevertheless remains a relevant category as values and attitudes of persons are linked to both
culture and ethnicity. The categorisation of race and ethnicity has been helpfully clarified by
a research project that was conducted at Ludwig Maximilians Universitat Munchen Institute
for Sociology. 12 Racial categorization is based upon grouping by a commonality of physical,
biological and genetic traits usually resulting from ancestry. Ethnic categorization is founded
on a commonality of geographic origin, language and culture resulting in values that may be
shared and held in high esteem by members of that group. Our study focuses on the latter. We
therefore do not see the need for digression into race, but hold that ethnicity is relevant for
our discourse.
The study took place in Leicester, a city in the Midlands, which has one of the largest
Asian/Asian-British populations. Ethical approval was obtained from De Montfort
University, Leicester. Prior to commencement outline details of the study aims and objectives
were given to participants. Consent was obtained for the discussions to be digitally recorded.
The participants were self-selected members of the South Asian community who responded
to an advertised call (made on our behalf) by the Leicester Centre for Ethnic Health Research.
The Centre has a public consultation panel and an established acumen for supporting research
12
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projects that seek to recruit participants of black minority ethnic origin. Participants were of
both genders, of Hindu and Islamic faiths, and were born abroad or in the United Kingdom.
The age range was between 28 and 72 years. In total there were 12 participants, six males and
six females, seven Hindu and five of Muslim faith.
A qualitative approach was chosen to ascertain the values, beliefs, views and attitudes of
participants in relation to their perception of issues pertaining to end-of –life care.

Two

focus groups of two hours duration were facilitated during which participants were
encouraged to interact among themselves rather than with the facilitator who intervened, at
times, to clarify ambiguities and challenge apparent inconsistencies. Participants were asked
to express their views in terms of what they would expect for someone of their faith or
religion, in respect of end-of-life care provided within an institutional setting in the receiving
country. They were to do so by reflecting (separately) upon two hypothetical scenarios: first,
if the recipient was a known close family member, and second, if the recipient was a distant
unknown person.
Verbatim transcripts were generated within a week of each session, verified for accuracy
against the voice recordings, and then played back to ensure that the speech extractions were
mapped appropriately to follow each individual’s personal contribution.

Unabridged

transcripts were used to enhance the rigor of the strategy. 13 An open coding system was used
followed by axial coding to identify generic categories themes and link these to their
subcategories14 using a variant of content analysis with words and phrases being assigned to
the generic categories. In order to ensure verifiable results and to reduce the possibility of
bias, two persons worked independently on the data. Collaborative discussion of the findings
took place (between JS and AS) in order to avoid critical issues being overlooked.
EXPLICATION OF FINDINGS AND DISCUSSION
a) Methodological challenges
Perhaps because of the nature of the subject, we received an outpouring of personal tales with
emotive stories that contained sensitive information. As a result, after having analysed the
transcripts, we determined that the usable data in terms of verbatim quotations would be
13
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limited. However, there were a number of extractions that were potentially valuable from an
ethical perspective.
We are mindful of the growing use of empirical research to inform debate in normative
ethics. This has been deployed principally for gathering qualitatively rich data, and using the
methods of research from the social sciences.15 It is quite rightly urged that empirical data in
the context of ethics should be used cautiously and responsibly so as not to distort results
inadvertently and thereby generating misleading normative ethical conclusions. Marcel Mertz
and colleagues have helpfully set out a “road map” with detailed criteria for conforming to
empirical research in ethics.16 Nonetheless we are equally mindful that in combining ethics
with empirical data, a useful starting point is people’s actual beliefs, intuitions and other
attributes such as values and attitudes.17
With this in mind we recourse to a “hybrid methodology” which we believe is best suited to
encompass the transdisciplinary arc of clinical practice and law within which our expertise
lies. We present our findings and subsequent discussion in the light of a perspective that
attempts to integrate socio-empirical and normative methods. In this paper we use extractions
from the data sets to illustrate concepts of key relevance to the area of managing faith based
values and expectations of South Asians (of Hindu and Muslim faith). Illustrative quotations
have been infused within the discussion to maintain fluidity of discourse. The sources of
contributions are indicated according to gender and religious denomination: Muslim male;
Muslim female; Hindu male; and Hindu female.

The key concepts that we elaborate upon are (i) an intrinsic right to religious and faith based
values at end-of-life; (ii) the right to respect for freedom of religion at end-of-life; and (iii)
culture dependent spiritual beliefs pertaining to death. Our framing of these key concepts is
reflective and dually founded upon several years of clinical experience (AS) of caring for
patients from a migrant South Asian background,18 as well as educed from academic
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literature, which can be an effective way of maximising the utility of the collective
knowledge-base and is an important source of information.19 We contextualise our discourse
against a socio-legal background to enable us to articulate the principles for an innovative
bioethical framework for accommodating minority faith based needs at healthcare
organisational level. We hope that the proposed framework may have some impact upon
informing policy-makers as to the management of minority faith-based values at end of life.

For a hybrid methodology it cannot be claimed that the conventions of any one of the
disciplines (law, clinical practice and ethics) that perfuse this study must be followed strictly
as there is no standardized way (as yet) of describing a process for epistemic integration
across disciplines. However, we do not believe that the approach we have taken detracts from
the usefulness of this study, because to the best of our knowledge, there is very little similar
data from countries receiving South Asian diaspora. We believe that our observations will
add value to the literature in these areas of academia and practice.

b) An intrinsic right of religious and faith based values at end-of-life
Freedom to practice rituals of religious significance at end of life was a shared expectation of
participants. But the question remains as to why the beliefs of any minority group should
merit special recognition in policy, as well as protection in law. Respect for faith and
religious belief derives from the historic suppression of minority groups by dominant
populations and is founded upon sociological arguments that minority interests and
characteristics such as culture, ethnicity and religion are worthy of protection.20 From the
perspective of cultural anthropology the normative content of concepts such as race, rights
and religious minorities has evolved from a shared origin and influenced by the development
of minority rights that have ancestry in religious ideology. It is from here that respect for faith
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secondary analysis of a qualitative data set. Qualitative Health Research 1997, 7(3): 408-424
20
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and belief have developed alongside ethnicity and culture to become major players on the
contemporary legal and political scene.
Attempts to avoid religious conflict lie at the heart of policies of tolerance that have evolved
subsequently into laws and policies to protect minority rights. Recognition of religion as a
human right can be viewed as part of the wider notion of respect for ‘peoplehood’ in
representing the depiction of the person as part of a unified collective, or else as a shared
value belonging to a defined class of persons.21 Nevertheless, these societal values that depict
the universality of human rights have developed from the wellspring of Western thought and
it is these same thoughts and values that have transmuted into ideals of almost global
influence. The extent to which assumptions such as these can still be justified, or whether
such ideals represent a form of cultural hegemony, is debatable.
An accepted formulation of the universal right to freedom of religion might be representation
by its application in a way that reflected characteristics of identity including diversity,
religion, or culture. One participant referred to the recent death of her father by explaining
that the (White British) general practitioner had handled end-of-life care sensitively by
respecting the family’s religious rites and needs, and emphasised that “we were allowed to do
everything according to our religion”.22 The real relevance of this universal right, particularly
in the context of care of the dying, was to embed a genuine ethos of diversity based upon
religious liberty as a collective interest for all, irrespective of race or religion. This was
exemplified by a participant who said that if “a person is dying he must have respect – it does
not matter who he is or what religion”. 23

One participant argued that the expression of faith and religious belief at end of life should be
unrestrained on the basis that this was “a right since this is part of our society, our beliefs and
our culture.”24 Section 13(1) of the Human Rights Act 199825 provides that “If a court’s
determination of any question arising under this Act might affect the exercise by a religious
organisation (itself or its members collectively) of the Convention right to freedom of
thought, conscience and religion, it must have particular regard to the importance of that
21
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right.” In essence, this implies that the courts ought to give privileged attention to collective
aspects of religious liberty. In protecting this right it is assumed that where there is conflict
the concept of collective liberty ought to prevail justified on the basis of proportionality.
Collective religious liberty operates to empower communities who share a common faith and
who structure and organise their lives according to the principles of their religious ideals.
While the effects will be felt principally on community life, which in turn impacts upon the
lives of individuals, its scope is wider than Article 9 and extends to privileges that can
incorporate (inter alia) hospital care.26

Religious communities can, at times, carry out functions similar to those of the state. These
functions, for example, include marriage, education, burial and care given before, or at the
time of, death. This was illustrated by one participant who stated that: ‘In my religion [Islam]
administering simple hygiene at the time of death should be left to the family and [my
religious] community rather than non-Muslim doctors or nurses.’ This was because care
given by a person of a different gender to the patient could be detrimental spiritually.27 For
followers of Islam the need for expedited disposal of the body is imperative and a definitive
timeframe exists.

Lack of appreciation or facilitation, along with direct or indirect

constraints, could lead to avoidable delays and the possibility of indirect discrimination. This
was a major consideration for one participant because the body needs to be buried on the day
of death.28

Recognition and facilitation of such aspects of religious liberty cannot be achieved without
privileging religious perspectives, or practices, of minority groups. Whilst a liberal
democracy might not wish to debate questions of religious truth, the state is nonetheless
compelled to weigh the relative values of expression of religious belief. A commitment to
religious rights and immunities represents a form of ‘passive’ protection in that it represents a
refusal to use state force to modify behaviour based on a conviction of righteousness founded
upon religious belief (subject to the derogations of Article 9(2). This compares with the
granting of specific privileges, as a form of positive protection, based upon the assessment of
specific religious rituals and needs at end of life in the context of the perceived value of that
religion’s impact upon society.
26
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Although collective religious rights are recognised in law it is debatable whether these rights
have a separate and independent existence.29 Collective rights derive from individual interests
and gain validity and value from the constituents of that collective. Historically, protection of
religious interests has been used to prevent conflict caused by religious diversity. From a
utilitarian perspective this protection might seem to be a relatively weak interest and one to
be prevailed upon readily if this is likely to conflict with the competing rights of others. Calls,
for example, have been made to withdraw state funding from the Multi-faith Group for
Healthcare Chaplaincy.30
A more fundamental reason for protection is based upon respect for dignity.31 Although the
individual is the primary right holder, the collective dimension cannot be ignored since its
value derives from the multiplicity of discrete personal interests. The shared concern of
several participants was that failure to recognise religious interests as a collective right at end
of life would be stark evidence of subjugation of minority faith groups by secularism. If no
protection was afforded then this meant that their religion and faith was unrecognised. The
consensus was that ‘There is a huge knowledge gap in hospitals between what is provided
and what we want on the basis of our religious beliefs.’32
Whether the state should maintain impartial neutrality between the religious beliefs of people
or whether these beliefs ought to be incorporated into the fabric of state policy, to facilitate
manifestation of such beliefs through state emanations such as the National Health Service
(as a government organisation), is moot. Rightly, or wrongly, in the UK there is no neutrality
between the state and the Church which is part of the constitutional structure. Secularism,
founded on the concept of a clear divide between the religious and non-religious, is unlikely
to be perceived as neutral by the devout. The non-allowance, non-acceptance or even neutral
stance taken by public organisations towards manifestation of religious beliefs may lead to
alienation of followers and compel the faithful to behave contrary to their preferred ideal.33
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One narrow secularist view is that religion ought to be a matter confined to the private realm.
This perspective, however, might not align with the ethos of a publicly funded national health
service (as in Britain) and where the majority of deaths still occur in hospitals. Lack of
policy in this area carries risk that health professional discretion might prevail over faithbased end of life preferences and all the more so given the imbalance in power between
health professional and patient.

At end of life the notion of religion and its linked spirituality can be of crucial importance to
the individual, the family and the wider community. A dichotomy between manifestation of
religious belief and secular acceptance of the same could cause tension. If policymakers feel
bound to prioritise the religious perspective (or none) of the majority then this could impact
negatively upon minority groups. A middle path is needed that draws upon both reason and
faith in decision making that can be expected to impinge upon personal choice about how to
die in a hospital.34 Participants felt that as members of minority faiths they had a right to a
defined space for religious expression within this public domain. As an example, a comment
was made emphasising that it was necessary to raise the ‘religious rights of [minority group]
patients and make them aware of these rights.’35
c) The right to respect for freedom of religion at end-of-life
Religious freedom at end of life was expressed strongly by one participant who felt that: ’Our
religious sensitivities need to be respected. We are entitled to this right’36 Debates about law
and freedom of religion tend to be argued from two sides. One perspective, grounded in
equality and parity of religious and secular belief argues against conferment of privilege upon
religious perspectives and ideologies. 37 This approach, in effect, removes religion from the
equation and in so doing prevents its selection for prejudice, or partiality. With regard to end
of life care, the liberal humanitarian approach would be to flexibly consider the needs of each
and every individual on an empathic and personalised basis as opposed to an application of
rule-based process designed chiefly to mitigate against discrimination. Pro-forma based end
of life care plans, for example, prevent religious belief from being selected for preferential

34
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35
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recognition and favour with the touchstone as ‘equality’ rather than respect for religion or
belief.
The alternative approach is that religion has an essential quality of inherent worth.38 This
calls for respect for religion and belief as a core characteristic, recognised as intrinsically
valuable, which justifies rights to freedom of religion. A potential problem with this approach
is the wide variation in beliefs and practices. Distillation of an irreducible core of divergent
religions is not simple.39 For one participant the principal need was for ‘... raising rights of
patients and making them aware [as this] will allow translational conveyance of the message
to the clinical staff.’40 On probing the point it was apparent that the ‘message’ that
participants wanted to convey consisted of two components: first, that minority non-Christian
faiths (in common with Christianity) held a core element that was prized by the devout;
second, that one’s inner values were reflected in religious belief. At times these components
tended to be conflated during cross-discussion within the group. There was an expectation
that: ‘People giving medical care at end of life should respect ethical and moral religious
implications’41 . This was supported by a comment ‘I think that personal values should be
taken into account like washing and hygiene [at end of life].’42 Expressions such as these
would suggest that consideration of one’s own inner beliefs and attempts to define a synergy
with these and other existing values might not wholly align in respect of migrant group
expectations from the receiving country.
For participants the overarching expectation was that the NHS, as a public body, would
facilitate religiously motivated end of life requirements deemed necessary by the faithful
based on their religious beliefs. This would align with a liberal state which recognises and
supports an equitable value system. Participants felt that ‘There is a huge knowledge gap
between what is provided [by the NHS] and what [followers of minority faiths] want,’43 and
that it was important for health professionals to understand and respect religious feelings.

44

This was particularly apparent at end of life when ‘personal values should be taken into
account’ when religious and cultural ‘sensitivities need to be respected.’45 There are two
38
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principal reasons for this. First, it is equitable and fair to all and yet compatible with the
possibly strongly held beliefs of some individuals. Second, it avoids the need to justify (on
grounds of political theory) the reasons why special recognition, or protection, on the basis of
faith should extend to some, when those beliefs are not shared by all.46

d) Culture dependent spiritual beliefs pertaining to death
All participants held the view that a dignified death was paramount within their frames of
reference. This was exemplified by reluctance to being just kept alive by artificial means: ‘if
there was) a high chance I would never regain consciousness, I would not want to be kept
alive by machines,’47 and that ‘there is no point in being kept alive on machines if they do not
wake you up.’48 While conceptions of dignity were fundamental equally important was the
support and presence of family and friends. There was a reluctance to accept medical
treatment that preserved life in an impaired state of consciousness: “Look at the Liverpool
Care Pathway. The main option is one of pain relief and you are dosed up. I do not believe in
that. We, as Muslims, want to be alert for as long as possible in order to read our final prayers
(Shahada) which is a declaration of faith”.49
Similar views were held by others: ‘That is a problem with Hindus as well. If you are dying
you need to read Bhagavad Gita. You pass from one body to another. The person should be
conscious for that.’50 There was a clear expectation that a dignified death, on this
interpretation, ought to be facilitated by public healthcare. The unanimous view was that if
organisations could not provide the necessary environments for some aspects of spiritual
beliefs as articulated as ‘hospitals cannot help when the soul comes out of the body because
you have to die’ .51 Participants were emphatic about the need to avoid treatments that could
blunt conscious awareness at end of life. This need was founded upon belief of the need to
allow passage of the immortal soul as a separate entity from the physical body.
From a Westernised perspective it might be difficult to appreciate why some minority faith
groups consider that consequences could be devastating if specific spiritual rituals are not
46
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adhered to at end of life. Assumptions that modern Christian theological beliefs ought to
prevail over non-Christian dualism that characterises the beliefs of some minority faith
followers can cause tensions, particularly if the beliefs of the latter are injured in some way
around the time of death. The concept of man as a unified being is a solipsistic conclusion
that can be challenged on the basis that dualism has been the consensus for centuries. In fact,
the pre-Darwinian traditional concept of the soul as the incorporeal entity of divine creativity
derives from orthodox Western theology.52

By comparison, the ‘no soul’ doctrine as

typically employed in its modern (Western) formulation, has been dominant only for the last
century or so.53 Dualism, as a commonplace view in everyday life and morality (right versus
wrong) might be expected to permeate circumstances normatively at end of life. Faith and
religious belief are often governed by traditional customs and systems. Within the framework
of law and jurisprudence in a multi-cultural society these customs and systems need explicit
acknowledgement by the courts in the event of litigation that involves freedom of religion.
Faith based practices and rituals carried out at the time of death may have profound
significance for the dying individual and their loved ones. Yet facilitating these practices
within mainstream health services may present real challenges.54

Empirical evidence

suggests that at the time of death, and during bereavement, the prevailing characteristics are
emotional intensity, existential anxiety and spiritual or religious concerns.55 Minority ethnic
faith groups may commemorate death from an explicit faith based perspective set in the
nuanced context of belief in the divine and the afterlife which demands preparation, and
never more so than at the time of death.56
While every religion incorporates a common, deeper strand that reflects a universal element
of the psycho-spiritual experience, some attitudes to spirituality are faith specific. One study
carried out in a non-European population revealed fundamental beliefs that gave comfort at
52
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the time of death.57 One of these was the importance of dying in a manner that ensures
transmigration of the soul which characterises some faiths that are not practised by a
substantial part of the European population. Family and friends are expected to facilitate the
peaceful passing of the soul through the medium of religious and spiritual rituals in
accordance with the inevitability of karma which resonates with conceptions of peaceful
death for Hindus.58
Specific end of life rituals can be fundamentally important for the dying (and for their family
and friends) in sustaining spiritual bonds and offering a sense of dignity and meaning during
the transition from life. The adoption of a trans-cultural approach may well be a challenge for
healthcare policy as well as the need to comply with equality and human rights.

e) Limitations of the data
Due to resource constraints the data were derived from only two focus groups. Purposive
sampling was used to invite 12 participants who were self-selected according to their interest
in the research and on the basis of their self-identified religious affiliation. The study did not
seek to draw a random sample and it cannot be inferred therefore that the results are
representative, nor can they be presented as “scientific evidence”. The focus of the empirical
study was end of life care, and did not explore wider issues such as the attitudes of Hinduism
and Islam to treatment decisions, palliative sedation or culturally related spiritual beliefs that
favour consciousness thereby impacting upon pain and symptom management.
We do not aver that our data found normative recommendations. For the reasons above (as
well as some already discussed as part of methodological challenges) we have used data to
illustrate the themes of this paper. We offer our empirical observations in support of our
reflective constructs within this area of humanitarian care at the time of death and align these
with concepts arising from clinical experience as well as the literature.

A FRAMEWORK FOR ADDRESSING ETHICAL IMPLICATIONS FOR HEALTHCARE
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a) Faith based values and expectations as a moral right
In considering a rights-based approach to faith-based values at end of life Moskop argues:
“Since the duty to provide adequate health care cannot be fulfilled by individuals, we will
require a theory which posits important rights against society with corresponding social
obligations and which seek to integrate such rights and obligations within a coherent and
morally defensible social system”.59 Moskop applies Rawls’ theory of justice as fairness to
the distribution of healthcare,60 which is built upon a theory of justice whereby all individuals
matter equally and maximally61.
For Rawls the question as to whether religious belief ought to be given special status and
respect depends upon the interrelationship of the key concepts of ‘comprehensive doctrine’
and ‘reasonable pluralism.’62 A comprehensive doctrine combines value in human life and
principles of personal character with ideals of friendship, family and associational
relationships. Human reason is exercised within a framework of reasonable pluralism and
represents plurality of reasonable (yet possibly incompatible) comprehensive doctrines.
‘Comprehensive doctrines’ may therefore be composed of a range of disparate values
subsumed within reasonable pluralism and may encompass faith and religious belief. On this
interpretation there should be nothing particularly distinctive about either faith or religion that
would permit unusual privilege. Reasonable people should therefore be willing to set aside
contested beliefs for the purpose of advancing the cause of justice as part of overall political
ideology.
Rawls uses the ‘justice as fairness’ approach to justify protection of individual freedom of
religion based upon liberalism as a political doctrine. Political liberalism is based upon social
orders or a justified hierarchy of values.

The tension that inevitably underpins this thesis

relates to the validity that all reasonable people ascribe to purist principles of justice without
recourse to personal privileges based on reasons of faith or belief. The reasonableness
paradigm is wide and predicated on co-operation on even terms with all persons enjoying
equal status.63
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Rawls’ justification for liberal rights (including freedom of religion) depends upon
reasonable people’s respect for equality of citizenship and co-operation on terms that are
acceptable to all. This aligns with Kant’s supreme principle of morality which requires us to:
‘[a]ct in such a way that you treat humanity, whether in your own person or in the person of
another, always at the same time as an end and never simply as a means’.64 A right, according
to Kant, is ‘[a]ny action…if it can coexist with everyone’s freedom in accordance with a
universal law’.65 Thus, a moral obligation must be capable of being applied universally,
equally applicable to all individuals.66 Consequently, the significance of a rights-based
approach is that it recognises that each individual person is important. Individuals possess
rights by virtue of the fact of being human.
b) A framework to accommodate faith based values and expectations
Based upon our personal and experiential reflections and our discourse supported by
empirical observation we propose principles for a framework to accommodate faith based
values and expectations of migrant groups at end of life, and suggest that this might assist
receiving countries in providing ethnically and culturally sensitive care for this group of
people. The ethically relevant principles that may have key implications for policy and
healthcare derive are inclusiveness, integration and embedment. These tenets impact
respectively on end of life care at individual, institutional and policy levels and are integral to
the ethical values of virtue, tolerance and respect for the individual.
Inclusiveness
Globalisation, as well as international migration, has led to the mushrooming of cultural
diversity in many receiving countries that were characterised previously by their long
histories of monochromatic communities. It has long been recognised that lack of
understanding of different cultures may lead to health disparities.67 Racial stereotyping can
also affect the ability of migrants to use public services.68 These inequalities have
predominantly been recognised in relation to physical diseases.69 We have argued previously
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that healthcare providers have a duty to acknowledge the multiracial character of the
populations they serve and be prepared to address these needs proactively.70
Recognition of diverse religious and faith-based values at end-of-life is essential for full
inclusiveness of migrants within receiving societies and to provide needs responsive
healthcare.

We have already advanced rights based arguments in support which are

buttressed by respect for the individual and protection of dignity. These values are of
universal application premised on the basis of equality of persons. Although freedom of
religion is enshrined in law,

71

meeting faith-based values at end of life is different and

requires commitment to inclusion of people within the fabric of society, conceptually
founded on moral, or humanitarian, rights.
The significance of this distinction relates to the subjective experience of the dying person, as
opposed to an ideological commitment or preservation of an orthodox health professional rule
or guideline. Pluralism of values at end-of-life implies that good care should properly be
centred on the person’s own conceptions on what is good. Unless there is true inclusiveness
there will be a mismatch between expectations formed on diverse faith and religion-based
values, and the experiences of the individual, as well as family members, at end-of-life.
Integration
In order to benefit the individual migrant, inclusiveness needs to be integrated into
institutional

processes.

Integration

requires

acceptance

and

acknowledgement

of

inclusiveness and personal values. Participants in this study shared the expectation that those
near to death had the right to manifest their religious beliefs openly in public and felt that
there should be legal protection for the same.72 Certain rituals motivated by religious belief
may not align readily with normative Western values and therefore may be less likely to be
acknowledged by healthcare professionals. By way of example, Hindu participants referred to
the importance of bedside chanting by the extended family. Public expression of grief, such
as weeping and wailing, were perceived as facilitative and a necessary requirement to ensure
the safe onward passage of the soul. Furthermore, at end-of-life, certain religious rites
demand that no foreign material is present in the body. A decision to follow this religious
70
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ritual might conceivably conflict with medical advice. For integration, it is necessary to raise
awareness and knowledge about minority faith-based and religious values at end-of-life. This
requires education and training of staff at all levels so that health professionals are adequately
equipped with the transactional skills for multi-cultural end-of life care. Such training needs
to be disseminated widely and monitored, to ensure sustainable consistency for respect and
empowerment of migrant values.
In addition to these educational imperatives, a further potential challenge is lack of resources.
While undoubtedly important and a current priority, certain adaptations might be achieved
relatively easily without incurring considerable expense. Muslim participants, for example,
explained that wearing a jilbab a loose, full-length body covering, is required for devout
persons at the time of death, and yet this option is not available routinely in hospital settings.
The issue of wearing a jilbab (as part of school uniform) has been tested in the House of
Lords.73 Although the circumstances were different to those at end-of-life, the court was
impressed by the ‘immense pains’ the school had taken to devise an inclusive policy to
respect religious beliefs by engaging with local communities to ascertain real, as opposed to
perceived, cultural and religious needs without detriment to the wider society and norms.

Integration at healthcare institutional level is based on an assessment of the needs of
migrants, and addressed by raising awareness, providing training and developing services that
are culturally compliant.

Embedment
For inclusiveness and integration to have real meaning, culture-specific values for end of life
care need to be embedded in decision-making at all levels. Such embedment needs to be
driven through strategy and policy in order to overcome obstructions to social cohesion
within wider communitarian norms.
Within Europe, there is a large difference in health policy approaches that are directed at
addressing migrant healthcare needs.74 While some countries have tried to develop suitable
initiatives, specific strategies are often lacking. This is despite recognising that over a decade
ago the European Commission stressed the need to remove barriers of inequality, such as
73
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health as well as the more general and universal needs of migrants, including end-of-life care,
when vulnerabilities become more acute.75 Although some focus has centred (over the last 40
years) on health needs,76 less attention has been paid to health care needs more generally. The
challenge for receiving nations will be to provide end of life and healthcare more generally
for migrants with specific characteristics and requirements by translation into creative new
models for the provision of such care.
The importance of early embedment cannot be overemphasised because any change from
embedment takes time. England has a long history and experience in receiving migrants and
having a National Health system that provides universal coverage and equal rights to access
as for the native population. It promotes racial equality values77 and supports the inclusion of
minority groups in programmes that deal with health promotion.78 Yet such initiatives 79 can
be successful only if there is a clear recognition that embedment into health policy works
most effectively in conjunction with integration into processes, along with inclusiveness of
individual values.
Although hospitals must have an equality and diversity policy in place that is consistent with
multi-faith perspectives, it is arguable that the public sector duty to advance the equality
agenda could turn into a mere ‘tick box’ exercise that emphasises compliance with
bureaucratic process rather than introducing positive change.80 The achievement of real and
substantive enhancement of quality and acceptance of the nuances of migrant faith-based
values at end-of-life requires a new, proactive culture. A narrow approach based on policy
objectives alone may have little effect other than perpetuating a restrictive regime for those of
minority groups.
CONCLUSION
In this paper we argue that the faith-based and cultural values of migrants regarding end-oflife care expectations should be accepted and accommodated as part of the receiving
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country’s societal norms. End of life care is a live theme at a time when increasing
international migration is leading to new challenges for providers of public healthcare. We
argue that an expectation for tolerance of these values is supported on the ethical basis of a
moral right.
However, it would be jejune to merely acknowledge such an entitlement.

Supportive

healthcare systems are necessary for actual fulfilment of these values, by enabling care at
end-of-life that is meaningful spiritually, as well as physically.
In order to achieve this, we have posited the ethically relevant principles of inclusiveness,
integration and embedment, for a bioethical framework as a vehicle for translating a moral
supposition into practice. These tenets work conjunctively, as well as individually, in respect
of individual care, enabling processes and procedures, and ultimately for formulating policy
and strategy.
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