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The delivery of effective healthcare entails the configuration and resourcing of health economies to address the burden of disease, including
acute and chronic heart failure, that affects local populations. Increasing migration is leading to more multicultural and ethnically diverse
societies worldwide, with migration research suggesting that minority populations are often subject to discrimination, socio-economic
disadvantage, and inequity of access to optimal clinical support. Within these contexts, the provision of person-centred care requires medical
and nursing staff to be aware of and become adept in navigating the nuances of cultural diversity, and how that can impact some individuals
and families entrusted to their care. This paper will examine current evidence, provide practical guidance, and signpost professionals on
developing cultural competence within the setting of patients with advanced heart failure who may benefit from palliative care.
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Promoting cultural competence in the management of patients with advanced heart failure.
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Introduction

Population movement is a distinctive feature of modern life, the
World Health Organization (WHO) noting in 2017 that at least 92
million people living in their European Region were international
migrants.” An individual’s decision to migrate may be determined
by an assortment of ‘push and pull’ factors, such as forced migration
secondary to geopolitical drivers, including international or civil
war, or voluntary, when they seek to better themselves. Wherever
the individual resides, throughout Europe or across the globe, the
backdrop of wellbeing and illness, chronic disease epidemiology,
and healthcare delivery differs.>® Despite medical advancements,
the prevalence of heart failure (HF), estimated at 64.3 million indi-
viduals worldwide,** is projected to rise in the coming decades.®’
Many health professionals, including those working in HF, are con-
scious of the range of ethno-racial diversity within their clinical
practice, and question how best to recognize and respond to the
culturally determined needs of those in their care. This questioning
is relevant to all professionals responsible for the care of individu-
als across the entire HF disease trajectory. This includes those in
primary care dealing with individuals at risk of HF, those offering
specialist HF services, and those treating patients with advanced
HF. Patients in the latter clinical cohort, the primary focus of this
document, are often subject to burdensome symptoms refractory
to guideline-directed therapy, an awareness of prognostic uncer-
tainty, and experience existential distress.® This timely paper seeks
to raise awareness of the principles of cultural competence, and
to provide practical tools and guidance to support clinicians in

becoming more culturally competent in the care of their patients
with advanced HF, and to better meet their palliative care needs.
Reference will be made to other factors including socio-economic
status and gender. Given the authorship, we acknowledge that this
statement offers a predominantly Western approach to the subject.

Cultural competence for heart
failure multidisciplinary team

Cultural competence may be defined as an understanding of how
culture affects an individual’s beliefs, values and behaviours.’ Today,
healthcare providers and organizations are expected to provide
a person-centred approach to care which requires recognition of
the cultural, social, and religious/spiritual preferences of patients
and their families. This entails the development of strategies to
ascertain and address the bespoke needs of individuals across
the cultural spectrum within local populations. A meta-analysis of
19 review articles published between 2000 and 2012 concluded
that interventions to increase cultural competence were effec-
tive in enhancing the knowledge, skills and attitudes of healthcare
providers, leading to clinical benefits for patients/clients through
improved access and utilization of healthcare.’® Indeed cultural
competence may improve quality of care and drive national and
international initiatives to reduce healthcare inequalities in mul-
ticultural societies.!” Relevant to the HF multidisciplinary team,
good practice requires that all members achieve an appropriate
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level of cultural competence, this proficiency being applicable for
every clinical encounter.

A growing number of cultural competence self-assessment tools
are available. Some of these are in the public domain and free to use
online (www.ecald.com/resources/cross-cultural-resources/cross-
cultural-resource), others require payment (IAPCC-SV | Transcul-
tural C.A.RR.E Associates [transculturalcare.net]) or were devel-
oped for specific areas of use — be that for teaching or implemen-
tation studies.'”' The proliferation of interest in cultural compe-
tence has led to a wide range of pedagogical approaches to teaching
and learning, yet there remains a lack of uniformity in the putative
domains of key knowledge and skills, as well as the standards and

measures indicative of effective implementation.’®

Key concepts

Race and ethnicity are social constructs with limited biological
significance, but which can be intimately related to socio-economic
status. Race is generally considered a concept describing popula-
tions who share similar physical characteristics such as skin colour
and facial features. In contrast, ethnicity refers to people with
a common descent who hold to similar cultural traditions and
values. In this consensus statement we have complied with the
recently updated guidance on the reporting of race and ethnicity
in medical and science journals.’® In doing so, we acknowledge
that use of the term ‘Black’ may include people with a mixture of
ancestry and heritage. We also concede that for some cohorts
included in the cited literature, we cannot ascertain if racial or
ethnic groups self-identified as such or were so designated by the
researchers involved.

To become more culturally competent healthcare professionals
must become self-aware that their own cultural background, deter-
mining their interlinked personal morals, attitudes, and beliefs,
might introduce bias within their practice. Concepts of cultural
awareness, cultural humility, and additional key constructs, along-
side their definitions and implications for clinical practice, are out-
lined in Table 7.1017-33

Religion and spirituality
Religion and spirituality lie outside the biomedical model of care
and are not included in medical and nursing curricula yet may be the
bedrock of many patients’ lives. For those patients with advanced
HF, religion and spirituality may play major roles in enabling them
to cope with advanced therapies (such as mechanical circulatory
support [MCS] or transplantation), or in bolstering emotional
welfare, alleviating health concerns, and improving adherence to
treatment.®

Spirituality appears to be associated with better quality of life;
however, evidence is limited on the impact of spirituality on patient
care and end-of-life decision-making.3* Recognized and included
within the WHO definition of palliative care, patients with chronic
illnesses often have their spiritual needs inadequately addressed
by healthcare professionals.3® Effective strategies developed and
adopted within the specialty of oncology, could inform better

integration of spiritual support into the care of patients and fam-
ilies dealing with advanced HF3¢ For simplicity, the major world
religions can be grouped into three faith strands — Abrahamic,
Eastern and Indigenous faiths (Table 2 and online supplementary
material).

Heart failure prevalence

The prevalence of HF varies across European countries, ranging
from 1.3% in Belgium to 4% in Germany, with similar diver-
sity recorded in North America (range 2.4-3.6%). A lower
prevalence was reported in Japan, India, and in some regions
of China (0.8%, 0.3% and 1.3%, respectively).’’ Such hetero-
geneity is also within countries, as illustrated by the higher
cardiovascular rate of South Asian immigrants compared to other
migrant groups living in Europe.3® Furthermore, a survey of >1
million patients registered for primary care in England, found
individuals of Pakistani, Bangladeshi or Arab origin experienced
poorer health-related quality of life compared to White British
residents.’’

Contributing factors

Socio-economic status has been found to have an impact on the
prevalence of HF as shown in the United Kingdom (UK), whereby it
is 2% in the most deprived areas compared to 1.2% in more affluent
communities.** Age-specific trends were also found in Denmark, in
that incident rates for HF have declined over the last two decades
among individuals aged >50years, whereas they have increased

in the <50-year cohort.*!

Gender-specific disparities are also
becoming more evident, with a lower incidence of HF with reduced
ejection fraction in women, this contrasting with a rising incidence
of the preserved ejection fraction phenotype.*? Meanwhile, the
prevalence of advanced HF, as shown in the Olmsted County
cohort study, has increased over time in both sexes, reaching 13.7%
of the total HF sample, with a median time of 12 months from the
diagnosis of advanced HF to death.*

Interpreting reported health outcomes based on ethnicity alone
is complex and flawed, due to heterogeneity within groups, often
not explored within studies. In addition, other factors may be
contributory. For example, older White men (aged between 55
and 64years) from Roma or lIrish Traveller communities who
live in socially deprived circumstances, will develop more comor-
bidities, have poorer health outcomes and health-related qual-
ity of life, compared to other White men of a similar age liv-
ing in Ireland or the UK.° Furthermore, of African Ameri-
can women origin living in the United States of America (USA)
are three times more likely to die in hospital with peripartum
cardiomyopathy, compared to White mothers.'®* The question
remains on whether this is primarily due to genetic predisposi-
tions, socio-economic status, inequality of access to healthcare,
or variation in response to treatment. Indeed, it could be argued
that only in rare exceptions can being of a specific ethnic origin,
be a valid proxy for genetic risk (online supplementary material,
Case Study 1).

© 2023 The Authors. European Journal of Heart Failure published by John Wiley & Sons Ltd on behalf of European Society of Cardiology.
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Table 1 Definition of key concepts

Concept

Meaning

Examples in clinical practice

Culture

Ethnicity

Race

Cultural awareness

Cultural humility

Unconscious bias

Migrant

Intersectionality

Gender Identity

The beliefs, values and customs that determine peoples’
worldview. These may be expressed in things like diet,
clothing, or rituals, or in the form of language, societal
structure, or political systems.'®

Distinctive shared origins or social backgrounds and
traditions of a group of people that are maintained
between generations and bring about a sense of identity
that may encompass a common language and religion.'®

Socially constructed concept, usually dissociated from
biological or genetic traits.

Recognition of one’s biases, prejudices and assumptions
about individuals who are different.’%2!

Integrated part of cultural competence wherein health
professionals question their possible assumptions,
beliefs, and biases.

Bias is a personal judgement or prejudice favouring or
rejecting a certain concept, person, or group and is
considered to be unfair. When it occurs unintentionally
and without an individual’s awareness, this is known as
unconscious bias.?>?3

An individual who changes his or her country of usual
residence, irrespective of the reason for migration, and
independent of their legal status within the host
country.?®

Complex, cumulative way in which the effects of multiple
forms of discrimination combine, overlap, or intersect in
the experiences of some marginalized individuals or
groups.?” Aspects are closely connected to the
resilience, quality, and equity of health service delivery,
and intimately linked to social determinants of health

Non-cisgender individuals choose to identify as a different
gender from that biologically assigned at birth. They may
be either transgender male or female or non-binary.32

During the 9t month of the Islamic calendar, Muslims
fast. Healthcare providers should discuss and
collaborate with patients regarding how best to
adjust medication and optimize self-care.’®

Individuals of south Asian or African descent living in
the UK have a higher prevalence of heart failure,

including peripartum cardiomyopathy.’®

Patients of African origin are more likely to suffer
angioedema than people of a different heritage.?°
Working in partnership with the patient and family so

that individual needs and preferences are addressed.

Ability to recognize personal limitations to avoid
making assumptions about another individual’s
culture.

Unconscious bias is purported to influence healthcare
practitioners’ decisions to deem patients of African
descent often less suitable for heart transplantation,
at least as first-line therapy, than white patients.?*

An individual who recently changed their country of
residence may experience communication and

language difficulties.?®

Relevance to heart failure care provision and outcomes
has recently been emphasised.?8-30 For example,
marital status, gender and employment intersect, so
married females more frequently assume a caring
role in supporting their sick husbands?’

Increased risk of cardiovascular events, such as stroke
and myocardial infarction in transgender females.??

Table 2 Three main strands of religion

Faiths Religion

Monotheistic or Abrahamic  Judaism, Christianity and Islam.

Hinduism, Buddhism, Confucianism,
Taoism, Shintoism.

Eastern

Indigenous folk or archaic Aboriginal or animist: often blended
with another larger faith tradition,
a process termed syncretism.

Ethnocultural diversity: Heart
failure treatment provision
and response

Whilst data fail to demonstrate significant differences in access
to primary care based on ethnicity, the subjective experience of
accessing primary care remains poorest amongst ethnic minority

groups.>? This has implications for the screening for risk factors
and the identification of structural heart disease which might
be aetiologically relevant to the later development of HF. For
example, in a study including 497 Black and 8199 non-Black
patients diagnosed with hypertension, after adjusting for a num-
ber of clinical factors, there was a 130% higher adjusted risk
of developing HF in Black participants.**#¢ This demands public
and professional education, and underscores the need to make
every clinical interaction count to identify such factors, and better
facilitate early diagnosis and treatment.

Variation in diagnosis and treatment

In terms of diagnosis, data from the European Society of Cardi-
ology (ESC) Heart Failure Association’s (HFA) recently published
Atlas-HF revealed large inter-country variations concerning the
availability of natriuretic peptide measurement, cardiac magnetic
resonance imaging, and cardiopulmonary exercise testing.? For
example, natriuretic peptide was unavailable in Kyrgyzstan, but
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widely used across Germany. Therefore, those living in low-income
countries may be exposed to both an increased incidence of
HF, and more limited diagnostic protocols.*’ Yet treatment dis-
parities exist even in high-income countries with well-developed
clinical services. Black Americans and Latinx patients presenting
with HF at a Boston emergency department were less likely than
the corresponding White cohort to be admitted to a cardiology
service.” Also in the USA, based on aggregated data from the
National Hospital Ambulatory Medical Care Survey, Black patients
presenting to emergency departments with acute HF symptoms
were less frequently hospitalized than White patients with similar
presentations.*®

Self-care behaviours

Cultural beliefs and practices can impact patients’ self-care
behaviours.*” In a qualitative study involving 12 healthcare
providers from different cultural backgrounds across Israel, shared
cultural background, knowledge, and awareness of differences,
positively influenced the self-care of the patients they encountered.
Culture-specific factors influencing self-care include maintaining
dietary traditions that may run contrary to the recommended
diet,*° variation in the degree of willingness to undertake self-care,
and beliefs conflicting with proposed medical treatment.>’ There-
fore, healthcare professionals must be sensitive to how self-care
advice might align with cultural beliefs and adapt patient and family
education and support accordingly.

Implantable cardioverter-defibrillator
implantation

In terms of specific therapies, a study conducted by Mistry
et al>? found that South Asians patients with HF living in
the UK were significantly less likely to receive implantable
cardioverter-defibrillators (ICDs), either as primary or secondary
prevention, compared to an age-matched co-located White pop-
ulation. Possible barriers were associated with communication
(including language), a reluctance to discuss death or possible
modes of dying, or administrative limitations leading to poor edu-
cation affecting treatment acceptance.>® However, given that many
of the participants in the Mistry study were not first-generation
immigrants, some of the discrepancy may reflect clinician and
systemic biases.’2**>> An individual’s health beliefs, shaped by
education, culture, and spirituality or religious belief, may also
contribute to rejection of modern therapies (online supplementary
material, Case Study 2).

Ethnicity and socio-economic factors
as determinants of heart failure therapy

Importantly, it must be conceded that a recent systematic bib-
liometric review found that <38% of 414 randomized controlled
trials of HF even reported on ethnicity. Among those so report-
ing, <19% of participants were described by the researchers
as people of colour, indigenous or non-White.>® Indeed, the

underrepresentation of ethnic minorities within clinical trials was
recognized more than two decades ago.”’ While international
guidelines tend not to differentiate treatment protocols accord-
ing to race,” it has been perceived that African Americans are
more at risk of angioedema associated with angiotensin-converting
enzyme inhibitors than White patients.' Therefore, in 2005
the combination of hydralazine hydrochloride and isosorbide
dinitrate was specifically approved by the US Food and Drug
Administration (FDA) as a possible treatment alternative to
angiotensin-converting enzyme inhibitors for such patients with
HF and reduced ejection fraction.®® Despite this drug combi-
nation significantly reducing HF-related mortality in this cohort
compared to responses from other ethnic groups, the decision
by the FDA was seen as somewhat controversial, with concerns
that it undermined efforts to lessen health inequalities.> Inter-
estingly, the HART study (Heart failure Adherence and Retention
Trial) found four significant independent predictors of physicians’
failure to prescribe evidence-based medication. These factors
included comorbidities (p=0.030), age (p=0.016), New York
Heart Association class Ill HF (p=0.004) and minority status
(b <0.001).%° Additionally, although ethnicity was not described, a
study of >44 000 patients within the Swedish HF registry demon-
strated that those of female gender or of lower socio-economic
status had increased diuretic use, a lack of specialist referral,
and lower rates of device therapy, resulting in greater morbidity
and mortality risks.®" Such disparities were addressed in a recent
consensus paper from the HFA promoting patient profiling as a
means to facilitate the wider implementation of evidence-based

therapies.®?

Advanced heart failure interventions

Differences in patients’ cultural values and beliefs can also impact
aspects of advanced HF therapies, particularly polices for MCS
and heart transplantation. Strictness of MCS eligibility criteria
(especially as destination therapy) may be perceived differently
between various socio-cultural groups based on beliefs surrounding
the perception of death, and notions of the sanctity versus quality
of life in severe chronic illness.®3 Such perspectives reflect patients’
personal cultural mores.

Similar factors can influence all stages of the heart transplan-
tation process, from the diagnosis of end-stage HF, pre-transplant
evaluation, organ allocation, to post-transplant care. Organ dona-
tion from cadaveric donors (including heart donation) can be
affected by the beliefs of the donor and their family regarding deter-
mination of the point of death.®* The major cultural and religious
traditions differ in their acceptance of the concept of brain death.®
Western cultures tend to agree that the presence of irreversible
brain damage leading to loss of one’s higher executive functions
indicates death is inevitable, thereby allowing organ harvesting from
brain dead donors.®® Attitudes vary across faith traditions, with
Hindus uneasy with the above neurological criterion, and people
of Jewish Orthodox faith divided between those who agree, and
those who believe that death is solely defined by cessation of the
heartbeat. Other groups such as Animists are reluctant to even
discuss death.®” Some Eastern cultures believe that personhood is

© 2023 The Authors. European Journal of Heart Failure published by John Wiley & Sons Ltd on behalf of European Society of Cardiology.
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distributed throughout the body and not solely in the brain, stress-
ing the importance of the physical body remaining whole and
intact, thereby potentially rejecting approaches for organ procure-
ment.®® However, people assuming this cultural viewpoint, and
doubting the validity of the medical criteria determining death, may
still favour discontinuation of futile therapy, providing the relevant
spiritual or religious rituals can be observed.®*’® The manner of
decision-making with regard to withdrawal of therapies also varies
across cultures, faiths and beliefs, with many preferring to rely on
physicians’ or collective families’ decision processes.”’ Recognizing
and accommodating their central cultural and religious beliefs as
best possible, may aid negotiation with a potential organ donor
and his/her family if such factors are included in the conversa-
tion with appropriate sensitivity. The coordinating team should
seek training and may need to receive advice from faith and com-
munity leaders to best address the cultural perspectives of their
local populations, enabling confident, considerate communication
that balances potential treatment elements with the values and
beliefs of patients and families (online supplementary material, Case
Study 3).

However, organizational prejudices may also influence the per-
ception of transplantation as a useful option for those patients
with advanced HE7273 In a study of approximately 19 000 patients
treated by heart transplantation in the USA over a 10-year
period, Black Americans showed an increased 1-year postoper-
ative mortality compared to White patients.>’ There was a ten-
dency for these patients to be treated and followed in centres with
higher-than-expected institutional mortality rates. However, the
inter-group difference in 1-year mortality persisted and was even
greater for Black Americans transplanted at well performing surgi-
cal sites. The accompanying editorial suggested that these findings
may arise from a complex interplay of biological and intersectional
factors and emphasized the need for further research.®® A more
recent US study has confirmed persisting underutilization of MCS
and transplantation in Black patients with similar health preferences
to their White counterparts, even when correcting for HF sever-
ity, quality of life, and social determinants of health. The authors
posit that decision-making for this treatment may be influenced by
structural racism, discrimination, and provider bias.”* Profession-
als must acknowledge that socio-cultural minority groups may face
such challenges when accessing healthcare and in securing opti-
mal HF therapies. Being culturally competent, and aware of the
dissimilarities arising from a combination of biological responses,
socio-economic factors, and attitudinal variation, offers the poten-
tial to improve diagnosis, therapy, and therefore clinical outcomes
in the diverse HF population.

Cultural awareness towards
the end of life

Patients from different ethno-cultural groups exhibit a diverse
range of ideologies and traditions which affect how best to respond
to their palliative care needs. A review by Baker,’> published
>20years ago, identified that culture and ethnicity were more
likely to determine the provision, access and receipt of palliative

care than age, education, socio-economic status or other variables.
One such aspect is communication, including family involvement in
healthcare discussions and decision-making, treatment choice, and
emotional expression at the end of life.”>’¢ As illness progresses
many patients, family members and healthcare professionals are
reluctant to discuss end-of-life concerns.””’® This is particularly
evident in Anglophone and northern European countries where
discussing death is often discouraged, this standpoint potentially

affecting professional policies on advance care planning (ACP).””

Advance care planning and device
withdrawal

Cultural factors can also deter patients and family members from
considering or making decisions about future care through an
advanced directive or other form of ACP. For example, this may
complicate decision-making relating to the withdrawal of MCS
if severe device-related complications render this therapy futile,
if this is considered more burdensome than beneficial in the
face of inexorable progression of HF, or with the development
of other life-limiting comorbidities.®® Similar cultural variation is
noted regarding discussions and decisions on ICD deactivation.
A systematic review of willingness to discuss deactivation found
wide differences in patient perspectives ranging from just 12% in
an Irish cohort compared to 79% in a Dutch population.®’8 In
a USA study, Latinx patients and those described generically by
the authors as ‘Asians’ were more likely to prefer family-centred
decision-making than other racial or ethnic groups.®* Self-reported
race was found to be a significant predictor of ACP and treatment
decisions even after controlling for socio-demographic factors.®
However, for many patients, the lack of any opportunity to discuss
ACP was most concerning and described as unsatisfactory and
disempowering.8¢

Intensive care support and resuscitation

In a multicentre observational study of >31 000 patients admitted
to intensive care units (ICUs) across Europe, regional variations
were noted in the use or limitations of aggressive forms of treat-
ment, and the manner of dying.8” Withdrawal versus continuing
life-sustaining therapy was significantly associated with patient age,
acute and chronic diagnoses, number of days in the ICU, and reli-
gion. The follow-up Ethicus-2 study, designed to assess whether
there had been a change in end-of-life practices in European ICUs
between 1999-2000 and 2015-2016, found that of 4248 patients,
cardiopulmonary resuscitation was more actively used and with-
drawal of therapies less frequent in Southern Europe compared to
Central or Northern European countries (p <0.01).88 However,
some ethnic groups desire more invasive, life-sustaining medical
interventions compared to others. For example, in an American
study involving 800 individuals from four ethnic groups — European
Americans, African Americans, Korean Americans and Mexican
Americans —, European Americans were least likely to want life
support (p <0.001), whereas Mexican Americans were generally
more positive (p < 0.001).8? Korean Americans were very positive
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regarding life support but preferred not to participate personally
in the associated decision-making (p = 0.45), choosing to delegate
decisions on continuing life support to family members. African
Americans were the most likely to prefer life be preserved at all
costs (p=10.002), but suspected treatment allocation was largely
based on one’s ability to pay.?’

We recognize that euthanasia and assisted dying are legally sanc-
tioned in some countries and territories and, as in our earlier
position paper, we adopt a neutral stance on such issues.”® A recent
review highlights that cultural attitudes do affect engagement with
such policies, but the authors emphasized that some cultural
groups have been significantly underrepresented in empirical
research to date.”

Place of death

The care plan may include measures to achieve the preferred place
of death, this having become a proxy for good quality end-of-life
care — greater rates of home deaths within Western paradigms
considered the most desirable outcomes. This is illustrated in
the general reluctance of some Aboriginal people of Canada to
receive aggressive treatment at the end of life in favour of dying
at home.”"2 However, preferences for home deaths vary across
studies, estimates ranging from 43% to 94%.>** Historically, people
wished to die at home within the comfort of their personal
space, surrounded by their family, and with easy access to any
religious or spiritual rituals.”® The preference of a particular place
of death depends on many factors and involves parameters such
as the ability of the family and close persons to fulfill patients’
wishes, access and acceptability to medical or nursing support, as
well as economic status.”®%® Some cultures emphasize the moral
obligation of children to care for and respect their elders and
believe that family members should care for their ill and dying loved
ones with unlimited personal interaction.”®'® A gendering issue
may be relevant to achieving a home death in that men with HF
receive disproportionately more care from their spouses. Older
females with HF, who are more often widowed, may be devoid of
that spousal support.

While most patients with terminal HF still die in acute medical

101102 recent work, also from Canada, suggests that

facilities,
palliative care involvement doubles the likelihood of these patients
dying at home.'® Despite the high morbidity and mortality rates
associated with advanced HF, hospice utilization remains low
across Europe, as formal integration of HF and palliative care

194 If resources do permit, some patients

services is still unusual.
with HF are now favourably inclined to die in hospices, but these
patients tend to access such care later in the disease course
compared to those with other chronic illnesses.”®'% |t is further
recognized that there is particularly low engagement of patients
with HF from ethnic and cultural minority groups with palliative
care and hospice services.'%1%7

People may refer to having a good death when they die at an
advanced age,w&109

any unfinished business."'%"1? However, a good death may also be

having completed life’s tasks and attended to

equated to a lack of suffering, perhaps exemplified in a sudden
cardiac death. Regardless of cultural background, people approach

death with a variety of beliefs, attitudes, superstitions, hopes and
fears.!3 A ‘peaceful death’ is one that is ubiquitously important to

all religious communities.”

Impact of culture on
communication and the role of
the family

Communication

Providing compassionate care requires a combination of
person-centred care and cultural sensitivity, and language bar-
riers can add a layer of complexity to the delivery of optimal
HF treatment.'™ From initial meeting at the point of diagnosis,
and through each subsequent consultation, open communication,
acknowledging uncertainty in the disease trajectory and prognosis,
and accommodating the values of patients and families, facilitates
shared decision-making.>"'"® The manuscript by Brown et al.®
provides a framework of communication strategies to promote
cultural competency within nephrology. However, this approach is
readily transferable to the care of patients with HF. Such an open
discourse is consistent within the precepts of Anglo—American
medical ethics, while the norm in other countries may deter-
mine that clinical practice is underpinned by family or surrogate
decision-making, or the assumption of medical beneficence.'’”
The HFA has developed an ‘aide memoire’ for clinical settings to
prompt such discussions (Figure 7).

Professionals must be culturally competent to navigate potential
conflicts between patients, families and clinical colleagues, partic-
ularly when treatment preferences and choices do not align with
guideline-directed clinical practice.’'® Indeed, a lack of understand-
ing of the beliefs of patients and families can potentially damage
the patient—provider relationship. In preserving and bolstering this
professional bond, the use of an interpreter may be vital, be that
an institutional employee or a bilingual family member. The latter
approach is not permitted within the UK. The wishes of the patient
should remain paramount in terms of information exchange, and
whoever they choose to participate alongside them or as partners
in that process. For example, in many European countries, clinicians
have a legal and professional obligation to respect patient autonomy
and confidentiality. This may be challenged by ethnic groups, such
as highlighted in the case studies.

Structure and role of the family

Families are the basic components of all societies, founded on
parental duty, mutually supportive relationships, emotional com-
mitment, and oriented to protection and social bonding."” In
recent decades, the structure and organization of the family has

been transformed,'2%121 122

with the concept of chosen family
adopting a family-centred model of care and healthcare provi-
sion.’” The care provided by family members or friends is an
important factor throughout the HF trajectory, but particularly

so, in the advanced stages of the illness (online supplementary

© 2023 The Authors. European Journal of Heart Failure published by John Wiley & Sons Ltd on behalf of European Society of Cardiology.
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Figure 1 Myths and facts about palliative care in heart fail-
ure. CRT, cardiac resynchronization therapy; CRTD, cardiac
resynchronization therapy with defibrillator; ICD, implantable

HFA
Heart Failure
Association

10 Myths About
Palliative Care

in Heart Failure

A palliative care
approach is
applicable when
death is imminent.

A palliative care
approach is the
responsibility of the
specialist Palliative
care team.

Cardiologist solely
decides future
management.

A palliative care
approach is best
provided in
hospital.

Discussing end of
life issues causes
undue anxiety.

Conversations and
future planning
should be left until
prognosis is
certain.

When a palliative care
approach is initiated,
evidence- hased
medications should
be withdrawn.

A palliative care approach
should not be introduced if
the patient is being
considered or actively listed
for mechanical circulatory
support or transplant.

Implantable
devices (i.e., ICD or
CRTD) can only be
deactivated once.

Curative and
palliative
treatment cannot
be provided
together.

cardioverter-defibrillator.

Early introduction of a
palliative approach
has been shown to
improve quality of life.

All members of the
multidisciplinary team
can provide elements
of a palliative care
approach.

Shared decision-
making ensures care is
consistent with the
wishes of patients and
significant others.

A palliative care
approach should be
available in any
setting of the
patient's choosing.

Many patients find
open and honest
conversations
reassuring and
desirable.

Given the prognostic
ambiguity, early
discussion for future
planning is advisable.

Maintaining prognostically
beneficial therapy and
diuretics may still be
necessary for symptom
control but might require
dose adjustment.

The co-provision of a
palliative care approach is
entirely appropriate for
those being considered or
listed for advanced
therapies.

1CDs can be re-activated
according to the wishes of
the patient and significant
others. Maintenance of CRT
therapy may provide
symptomatic benefit, even
close to the end of life.

Integrating guideline

symptoms, quality of life
and reduce hospitalizations.

material, Case Study 3). These individuals play significant roles in
patient empowerment, coping and self-care, and provide practi-
cal, financial, and psychological assistance, individualized to sup-
port the patient’s day-to-day requirements.”®'2412> They also act
as an information resource and potentially contribute as surro-
gate decision-makers. ldentifying the role and value placed on
family members and/or friends by the patient should determine
their degree of involvement in care. Nevertheless, professionals
should also be mindful of the caregiver burden, reflecting the phys-
ical demands and emotional concerns intrinsic to this supportive
role, and the stresses associated with participation in complex
decision-making towards the end of life which can complicate
bereavement.'?*'?” Consequently, care from culturally competent
professionals should be made available to family members, not only
from the time of diagnosis and especially during the advanced stages
of HF, but also into the period after death.

Conclusion

Treatment for HF has evolved significantly over recent decades
as our understanding of the complex pathophysiology underlying
this condition has flourished. Despite the extensive implemen-
tation of effective guideline-directed therapy, this illness remains
burdensome and life-limiting, affecting a predominately aged, mul-
timorbid and increasingly culturally diverse population. How-
ever, widespread access to culturally competent care within clin-
ical practice is currently lacking. Improved cultural competence
makes a positive impact on patient outcomes, access to health-
care resources, and the delivery of a tailored patient-centred
approach to care. This is particularly relevant for health profes-
sionals involved with people affected by the advanced and terminal
stages of HF, when the predominant requirement is to address
their palliative care needs. Assimilation of this skillset will better
ensure the provision of bespoke comprehensive care consistent
with patients’ and families’ culturally determined norms and ele-
mental values.

Good clinical practice requires that all healthcare professionals
achieve a level of cultural competence which is appropriate for
every engagement with a patient. Therefore, we should pause and
ask ourselves:

1 In your daily practice do you recognize the need for better
cultural competence to enable you to address the entire
spectrum of care required by your patients?

2 Have you access to resources or professionals to support you
meeting the specific needs of individual patients/clients from
different ethnic groups?

3 Have you participated in any formal training programmes
related to cultural considerations?

Answering No to any of the questions, highlights the need to
update your practice.

© 2023 The Authors. European Journal of Heart Failure published by John Wiley & Sons Ltd on behalf of European Society of Cardiology.
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Advice for practice, education and policy
Practice

e Review each patient’s cultural background and consider con-
sequences on advanced HF treatment and future care whilst
appreciating an individual’s preferences and beliefs may be at
odds with others from the same cultural background.

e Each professional should review their own cultural beliefs
and background, and potential consequences on advanced HF
treatment and future care.

o I|dentification of the role of the family members/social network
and awareness that roles, constitutions, and patterns may differ
for various cultures and ethnic groups.

e Consider patient’s preference for linkage with reli-
gious/spiritual resources and/or advisors.

e Provisions of culturally appropriate communication tools
(interpreter, written resources) to meet the needs of all
patients with advanced HF and their families.

e Audit the level of cultural competence among healthcare staff
and follow feedback from patients with HF and their family
members.

Education

e Incorporation of cultural competence into undergraduate and
postgraduate medical and nursing education.

e Annual mandatory training in cultural competency and diversity
for all healthcare and administrative staff.

Policy

e Provide equal access to services and facilities for patients with
advanced HF, making reasonable individual modifications as
necessary to accommodate the needs of different cultures and
ethnic groups.

e Encourage maintenance of written cultural competency policy
by healthcare providers to ensure diagnostics, treatment and
care are delivered in a culturally competent manner to all
patients and families affected by HF.

Supplementary Information

Additional supporting information may be found online in the
Supporting Information section at the end of the article.
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