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Preface

My curiosity about migrant palliative care started in 2017 when | was employed
at REHPA, The Danish Knowledge Centre for Rehabilitation and Palliative Care
to write an article on the palliative care service in Bangladesh. My visits to the
Center for palliative care at Bangabandhu Sheikh Mujib Medical University,
Dhaka, forced me to compare two incomparable palliative care service provi-
sions: Bangladesh and Denmark. | talked to some of the family caregivers in
Bangladesh who were spending their last penny in a palliative care ward, hop-
ing for curative treatment for their loved ones. My stay in Bangladesh made me
think about the people who migrate to the Western world from a country where
palliative care is non-existent or perceived in a very different way compared to
the world of the West.

As | reflect on my experiences and the emerging worries, | realise that these
concerns come from my professional and personal position as a migrant in
Denmark. As a professional, my physio competency did not allow me to register
as a physiotherapist in Denmark due to poor language skills.

In my personal life, | lost my mother without even saying a formal goodbye. It
has been a decade since we three siblings were together. | gave birth to two
boys in Denmark. They have known Denmark as their home and Danish as
their first language, while my Danish is horrible. Although | don’t speak fluent
Danish or look, dress or eat like most people around me, | have developed a
sense of belonging after living so many years in Denmark. Reflecting on my
positioning makes me aware of several assumptions | hold. One of the assump-
tions is that patients with life-threatening diseases from non-Western back-
grounds may need extra support in the system. Another assumption is that non-
Western migrant families do not know what they are missing or what they do not
know. These assumptions made my path to this PhD.
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Introduction

01.01 Overall aim

This PhD thesis aimed to develop a supportive palliative care intervention to-
wards non-Western migrant patients with a life-threatening disease and their
families in Denmark (See page 29 for the definition of non-Western migrants).
This thesis combines a systematic review, a qualitative study, and a description
of developing a supportive palliative care intervention informed by the Medical
Research Council (MRC) guidance involving patients with/without life-
threatening diseases, family caregivers and health professionals. See table 1,

on page 50, for an overview of the three studies.

01.02 Background

Based on this PhD's overall aim, this section explains palliative care concerning
migrants in the western world and palliative care in low-and-middle-income
countries. This section concludes with a short review of why palliative care
research is essential for migrants in Denmark and how it leads to supportive

intervention towards the migrants that this study investigates.

01.02.01 Migrants and palliative care in
the western world

We will continue to see migration as an essential and growing aspect of our
societies, affecting migrant and host communities equally. Approximately 101
million international migrants live in the World Health Organization (WHO) Eu-

ropean region, more than 13% of the population (1). Some general values and
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beliefs about life, health, illness and death among the migrants are very differ-
ent from those in western culture (2-5).

Death is an inevitable process for all, regardless of background. It is estimated
that almost half of the individuals who die each year around the globe meet
“serious health-related suffering” that might benefit from palliative care (See
“Conceptual framework” on page 22 for the definition of palliative care) (6).
Global migration, therefore, needs a better understanding of palliative care
practice among migrants. Evidence suggests that the quality of and access to
palliative care services, such as health and social services at home or hospices,
differs due to unique cultural, spiritual and existential practices among migrants
living in western societies compared to their natives (2, 4, 7-10). Culture and
religion are interwoven; it can be hard to tell whether current behaviour and
responses result from either (11). However, all humans are cultural beings;
some are religious, and some are not, but culture determines how religion or
irreligion works (12). Thus, understanding the cultural background can help to
understand patients, family caregivers and any cross-cultural connectedness to
religion and spirituality (11). Of note, multiple factors influence the palliative care

preferences, attitudes, values and beliefs of the migrants.

It is crucial to remember that cultural background influences how patients re-
spond to life-threatening illnesses, as well as their beliefs, whether religious or,
more generally, spiritual (11). For example, talking about death is taboo among
many migrant groups (13). The ‘good death’ concept may not be perceived
similarly among migrants (14), such as a ‘good death’ is considered a quick,
unexpected death, while a ‘bad death’ is lengthy, conscious and dependent (7).

Discussing death is often related to a fatal prognosis, fear of losing hope and

14



hastening death (3, 15). Patients with palliative care needs and their family
members try to protect each other by avoiding discussing death. Family mem-
bers of the patient often make decisions on the patient's behalf without involving
them in the decision-making process (3, 15). Such cultural practices are associ-
ated with ‘filial piety’, part of adult children’s responsibility to provide care (16-
18). It is mainly women who care in the home while the men maintain contact
with the outside world and protect their parents from the ‘bad news’ (18, 19).
Hence, for many migrants, breaking bad news is not only about telling about
their illness but also the timing, manner, phrasing, amount of information and
attitude with which the message is conveyed (20, 21). Inconsistency in deliver-
ing information may cause mistrust, poor satisfaction and conflict between fami-
lies and health professionals (20, 22). The concept of filial piety among migrants
often creates misconceptions among health professionals that family caregiving
is widely available among migrants, mainly Asian families. They prefer to “look
after their own”, which is not always accurate (23). Several factors challenge
the assumption, such as the breakup of traditional large family groups, the in-
creased number of women working outside the home and migrants living for
extended periods in the host country (8, 23, 24).

Besides personal issues, migrant families usually experience systemic barriers
in the host country due to culturally insensitive medical care, poor language
skills, lack of information about the healthcare system, and eventually navi-
gating it (2, 25-27). Healthcare services in the host country may not adequately
address the needs and preferences of migrants and may lack the flexibility to

adjust (28). Lack of time and institutionalised strategies may make health pro-
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fessionals unable to manage challenging situations, leading to perceiving mi-

grants as a burden in healthcare (29, 30).

It is inevitable to consider the diversity that exists across and within different
groups of migrants to offer more responsive healthcare services towards mi-
grants. Migrants are a heterogeneous population with a variation in their culture,
religion, language, ethnicity, country of origin, social class and purpose of mi-
gration (5). Nevertheless, migrants often share a similar perspective on family
caregiving, shared decision-making by involving other relatives and the prefer-
ence to die at home (2, 3). Nationwide surveys showed different migrant groups
are more likely to use intensive care units (ICUs) near death and generally die
in a hospital than at a hospice or home (31-33). Despite these findings on ethnic
and cultural differences, no attempt has been made to date to explore the chal-
lenges or facilitators of migrant families accessing and utilising palliative care

more systematically in a European context.

01.02.02 Palliative care in low and middle-
income countries

Palliative care research of hon-Western populations often includes background
discussion on palliative care in the country of origin. It is essential to understand
how palliative care is organised at the country level, practised at the healthcare
services and perceived by individual patients, thus, families in their country of
origin. Understanding palliative care in the country of origin is the first step to
putting in perspective the palliative care utilization among migrants in the host
country. Thus, in this section, | will discuss palliative care in low- and middle-

income countries, although not all non-Western countries are listed as low- and

16



middle-income countries. | chose low and middle-income countries as most of
the migrants in Denmark are from this area. The largest national groups of mi-
grants in Denmark come from (Turkey, Pakistan, Ex-Yugoslavia, Irag, Lebanon,

Somalia, Eritrea, Afghanistan and Syria) (34, 35).

About 78% of adults needing palliative care live and die in low- and middle-
income countries (6). The massive burden of life-threatening diseases, including
cancer, cardiovascular disease (CVD), human immunodeficiency virus infection
(HIV), and others, such as sickle cell disease, associated with physical and
psychosocial suffering, illustrates the need for palliative care in this area of the
world (36). Despite the documented need, palliative care is either limited or not
integrated into the national health systems of low- and middle-income countries,
restricting access to palliative care in countries that need it most (37). Even
though successful palliative care exists, there are different service delivery
models in low- and middle-income countries compared to the West. For exam-
ple, in India, Kerela has shown significant progress in primary palliative care
over the past three decades. In India, where millions live without access to
primary healthcare, Kerala's community participation model shows an efficient,
low-cost, low-technology and equitable palliative care service provision (38).
Generally, access to essential pain control medicines, particularly oral mor-
phine-equivalent opioids, is minimal and fails to meet international conventions
in low and middle-income countries (36).

Moreover, improving access to and using opioids has been primarily ignored
among regulators, health professionals, patients and their families due to the

misconception and fear that will result in non-medical use and opioid addiction
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(6). There is a general lack of national policies recognising palliative care as an
essential component of healthcare. In addition, there is inadequate or non-
existent palliative care training for health professionals (37). According to WHO,
inequalities in palliative care are caused by limited awareness about the benefit
of palliative care among policymakers, health professionals and the public (36).
Finally, social and cultural barriers, i.e. disclosure of life-threatening disease to
the patient and connecting palliative care with death and dying (36, 39, 40).
Even Cicely Saunders recognised the risk of perceiving palliative care negative-
ly due to its association with death: “How could we make sure the hospice was
not seen as a death house’'?” (41). Despite the WHQO'’s definition being 20 years
old, palliative care tends to stay related in the minds of health professionals and
individuals as entirely related to the last weeks of life (36). This connection to
death leads to difficulty with timely access to palliative care and acceptance
among patients with palliative needs and their families.

The inequalities in the palliative care service provision eventually reflect the
research contributions. Therefore, most research on palliative care has been
carried out in high-income countries. A previous study documented an enor-
mous deficit in the palliative care research output between high-income and
low-and middle-income countries (42). As a result, the palliative care practice,
preferences and challenges of patients in low and middle-income countries are
not as well recognised as in high-income countries. Indeed, it is essential to
increase awareness of palliative care; otherwise, it may hinder public ac-
ceptance of evidence-based care service provision. Limited research activity in

low and middle-income countries explains the unfamiliarity or unwillingness of
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potential participants from migrant backgrounds to participate in research pro-
jects (43, 44).

Palliative care has been recognised under the human right to health since 2000
(45). Eventually, many countries have integrated it into universal health cover-
age, including Denmark (37). However, non-Western migrants in Denmark
experience barriers to accessing palliative care services (7, 8). Standardised
palliative care interventions in Denmark are generally directed with limited rele-
vance to this group. The current palliative care practice in Denmark challenges
non-Western migrants with limited Danish proficiency, limited information about
the existing services, and culturally different view regarding palliative care
treatment close to death (7, 46). Migrant patients with palliative care needs are
less likely to receive equal healthcare when one-size-fits-all approaches are
used for palliative care interventions (4, 7, 8). Thus, attention to migrants and
their palliative care in this research was warranted to ensure equal care service
provision. To ensure equality, palliative care intervention needs to be better
tailored for this group considering context, need, focus, flexibility, and social and
cultural relevance (28, 47, 48). To date, several Danish research projects have
shown that engaging individuals, family members, patients, community groups
and organisations in decision-making about their health can potentially reduce
health inequalities (49-52). However, in Denmark, there is a lack of palliative
care practice and research on intervention development engaging respective
health professionals and non-Western migrants. Thus, in this PhD thesis, a
supportive palliative care intervention was developed by engaging non-Western

migrant patients with/without life-threatening diseases, family caregivers and
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health professionals. The intervention development process directs to the sub-

sequent section, where the overall aim and research questions are presented.

Overall Aim, specific aims and research questions

The overall aim of this PhD thesis was to develop a supportive intervention
towards non-Western migrant patients with a life-threatening disease in need of
palliative care and their families through three studies with the following aims
and research questions consequently:

Study |

Aim of study | - To identify and describe the European evidence on opportuni-
ties and barriers to access and utilisation of palliative care among non-Western
migrants

The research question of study | - What is the European research-based
knowledge about care experiences and perspectives of non-Western migrant
patients with palliative care needs, family caregivers and health professionals?
Study I

Aim of study Il - To explore the care experiences while utilising palliative care
services of non-Western migrant families from the perspectives of patients,
family caregivers, and health professionals in Denmark.

The research questions of study Il

a. What do non-Western migrant patients and family caregivers find important
and challenging while using institutional palliative care in Denmark?

b. How do health professionals experience possibilities and challenges in
providing palliative care for non-Western patients and family caregivers in Den-

mark?

20



Study Il

Aim of study Il - To describe the development process of a theoretically in-
formed, evidence-based intervention for non-Western migrant patients with
palliative care needs and their families in Denmark.

The research question of study Ill: What is the process of developing support-
ive palliative care intervention for non-Western migrant patients with the life-

threatening disease and their family members?
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02 Conceptual Framework

This section follows an examination of the overall conceptual framework that
guided this PhD study, following definitions of significant concepts: Palliative
care — concept and context, Contextualisation of migrants in Denmark, Culture
and palliative care, Inequality, Patients in palliative care, Stakeholders, Family

caregivers, and Person-centeredness.

02.01 Palliative care — concept and context

Following the Danish national board of health, palliative care is a multidiscipli-
nary approach which aims to relieve physical, psychological, social and spiritual
symptoms resulting from the onset of life-threatening diseases (53). Balford
Mount developed modern palliative care from its roots in the hospice move-
ment founded by Cicely Saunders, St Christopher’s Hospice in England, in
1967. Cicely Saunders was a nurse and social worker who later trained as a
physician and described the concept of “total pain” as a holistic approach to a
patient’s pain and suffering. It is about understanding pain as one complex
phenomenon and interaction between physical, psychosocial, social and spir-
itual dimensions (40, 54). She aimed to improve the quality of life of the dying
by providing relief of the "total pain” through the interdisciplinary model of pallia-
tive care by emphasising the importance of clinical care, training, and research
(40, 54). Inspired and informed by the hospice in the United Kingdom (UK),
Balford Mount created a hospice-style inpatient unit in a Canadian hospital and
first coined the English term “Palliative care”(40) in 1974. The success of St
Christopher’s Hospice led to speared hospice development within the UK and

the rest of Europe around the 1980s. In Denmark, palliative care has been an
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emerging arena since the late 1980s, and the first Danish hospice was estab-
lished in 1992 (55). Historically Danish palliative care evolved and, until now,
primarily focuses on cancer patients, among other reasons, because it is easier
to identify the transition from curative to palliative care among these patients
(56). However, since 2017 Danish national board of health has extended pallia-
tive care to anyone with a life-threatening disease (57). Therefore, it remains
suitable for cancer patients, and still, it includes people with other life-
threatening illnesses, such as CVD, chronic obstructive pulmonary disease

(COPD), and dementia.

The European Association for Palliative Care (EAPC) distinguishes palliative
care into two levels - specialised and general palliative care (58). Specialised
palliative care (SPC) is care provided by health professionals with specialised
training. They provide palliative care exclusively, with a multidisciplinary ap-
proach and mainly to patients with complex needs, e.g., hospices, palliative
care teams, and palliative care units in hospitals and nursing homes (58).
Health professionals provide general palliative care with basic competence in
palliative care. It occasionally serves patients in the palliative phases of their
diseases, e.g., nursing homes, general hospital wards and home care (58).
Palliative care includes different types of services, though the structure of these
services may differ across countries (59). In Denmark, like many other coun-
tries, palliative care service provision is organised in specialised and general
settings (57). Health professionals in general settings ideally relieve symptoms
and address the needs of the patient and family members from the time of di-
agnosis (57). Patients with complex needs which are not adequately managed

by other treatment options are referred to SPC (57). In Denmark, around one-
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third of patients receive SPC, and most (89%) have cancer (60). Thus, the ma-
jority of palliative care efforts should be directed towards the general level, mak-
ing palliative care a task almost all health professionals should be able to per-

form (61).

Danish healthcare settings follow the WHO definition of palliative care from
2002, which is based on the concept of “total pain”. According to the definition,
palliative care is an “approach that improves the quality of life of patients and
their families facing the problems associated with life-threatening illness,
through the prevention and relief of suffering through early identification and
impeccable assessment and treatment of pain and other problems, physical,

psychosocial and spiritual” (62).

Since 1974, the term “Palliative care” has evolved in its definitions and thus in
its tasks and goals. There remains a lack of consensus on the definition. The
Lancet commission of pain and palliative care mentions that the WHO 2002
definition is inappropriate for low- and middle-income countries and limited
resource settings. Thus, they recommended revising the definition by including
three specific features, 1. Not to limit access to palliative care based on prog-
nostic limitation, 2. Consider all settings and levels of care, including general
and specialised care, and 3. To include care for complex acute or chronic life-
threatening or life-limiting illnesses (6). Following the recommendation, the
International Association for Hospice and Palliative Care (IAHPC) developed a
global consensus-based new definition of palliative care. The new definition of
“Palliative care is the active, holistic care of individuals across all ages with

serious health-related suffering due to severe illness, especially those near the

24



end of life. It aims to improve the quality of life of patients, their families and
caregivers” (63). Moreover, according to the consensus, palliative care “can be
provided by professionals with basic palliative care training,” but “complex cas-
es need a referral to specialist palliative care with a multi-professional team”
(63). The new definition was developed primarily to increase the relevance of
palliative care for low and middle-income countries (6, 40). Though developed
with consensus, concern was expressed that the definition is too broad and
failed to emphasise early palliative care (40). Thus, EAPC has preferred to
continue with the WHO 2002 definition, despite its recognised limitations (58),

and so did Denmark until now.

In 2020, the WHO made an effort to simplify the language and wording of the
2002 definition to make it easier to translate into different national languages
“Palliative care is an approach that improves the quality of life for patients
(adults and children) and their families who are struggling with life-threatening
illnesses. It prevents and alleviates suffering through early identification, proper
assessment, and treatment of pain and other physical, psychosocial, or spiritual
problems” (36). The most common conditions that may need palliative care are
also listed in the comment section of the 2020 version, which was missing in the
2002 definition (62). Although, the list is neither exhaustive nor limits the criteria

for qualifying patients for palliative care.

| acknowledge that an accurate and consistent definition of palliative care is
essential globally. It will provide a common understanding of palliative care
concerning defining the population needing palliative care, setting a goal and

finding ways to achieve them via clinical practice, research and service devel-
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opment (40). Consecutively, this understanding could be the basis for health
and social policy decision-making in palliative care service provision across
settings (64). Similarly, | recognise that it might be impossible to have a con-
sensus on the definition of palliative care, irrespective of context. For example,
other factors, including culture, resources, and healthcare delivery system,
outline how palliative care is perceived, delivered and defined in a certain situa-
tion (65, 66). Considering this, | have chosen that this PhD study builds on the

WHO'’s definition of palliative care from 2002.

Different organisations worldwide have used the terms ‘palliative care’, ‘end-of-
life care’, ‘hospice care’ and ‘terminal care’ in different definitions (40, 64). Fadul
and colleagues have even suggested changing the name “palliative care” to
“supportive care” to avoid the stigma around palliative care associated with
end-of-life (67). The EAPC states supportive care includes “prevention and
management of the negative effects associated with cancer and its treatment”,
and it is not a synonym for palliative care because supportive care is a compo-
nent of oncology care that includes survivors of cancer (58). Considering this, |
will not use the term “supportive care” instead of palliative care, not even as a
synonym. The definitions of “supportive care” vary widely, including symptom

management in the time of care treatment to survivorship care (68).

Palliative care has evolved (41). Today, in an ideal world, regardless of age and
diagnosis, everyone with a life-threatening disease is covered by palliative care
(6). It is essential to integrate assessments and support skills early, following
the patient's needs and objectives so that patients remain hopeful throughout

the trajectory (69). Early integration of palliative care has received more atten-
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tion in the last decade after Temel and colleagues published their Randomized
Controlled Trials (RCTs), which confirmed that early integration of palliative care
improves the quality of life of patients with palliative care needs (70, 71). The
care can be delivered at any time throughout the disease trajectory, from diag-
nosis to death, along with curative treatments and rehabilitation (6, 36). By now,
it is evident that early palliative care is beneficial and reduces avoidable hospital
admissions and the use of health services (36). However, integrating early palli-
ative care into the patient’s journey remains challenging.
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Figure 1: Integrating palliative care across illness trajectories

Reprint from The Lancet, Knaul, Felicia Marie, et al. "Alleviating the access
abyss in palliative care and pain relief—an imperative of universal health cover-
age: the Lancet Commission report." The Lancet 391.10128 (2018): 1391-1454,

with permission from Elsevier (6).
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Figures illustrate although widely accepted models demonstrate a single, linear
trajectory from diagnosis to death, patients move in and out of palliative care
determined by the disease trajectory around cure, survivorship, and death (6).
International development is also clearly reflected in the Danish context. The
first national guidelines on palliative care from 1999 focused on care for the
seriously ill and dying. Here, the target group was patients with life-threatening
cancer in the last phase of the patient's life (53). In the revised recommenda-
tions in 2011 and the current one in 2017, the target groups and the time for
integrating palliative care have expanded (53, 57). After the Danish Palliative
Care Database (DPD) introduction, it is possible to monitor how many patients
are referred or admitted to SPC, which is recommended to last more than three
months (72). A Danish study reveals that only one out of three patients survived
the suggested three months after starting SPC (73). A nationwide cohort study
from the DPD confirms that only 37% of all patients dying of cancer are admit-
ted to SPC (74). Thus, a considerable knowledge gap remains about general
palliative care and when and how well it is integrated into the patients’ trajectory

of life-threatening diseases.

02.02 Contextualisation of migrants in
Denmark

This PhD thesis focuses on non-Western migrants, as considered in the choice
of terminology. | use migrants as an overreaching term, including migrants and
descendants comprising refugees and asylum. Considering the context of this
study, Denmark, | used the definition of the Danish ministry of immigration and
integration regarding descriptions of migrants, descendants, non-western mi-

grants and persons of Danish origin.
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A migrant is defined as a person born abroad. None of the parents is born in
Denmark and has Danish nationality. If no information is available on any of the
parents and the person was born abroad, the person is also defined as a mi-

grant (34).

A descendant is defined as a person born in Denmark. None of the parents is
born in Denmark and has Danish nationality. If no information is available on
any of the parents and the person in question is a foreign citizen, the person is

also defined as a descendant (34).

Non-western migrants refer to the group of people originating from countries
other than 28 European countries as well as Andorra, Iceland, Liechtenstein,
Monaco, Norway, San Marino, Switzerland, Vatican City State, Canada, USA,

Australia and New Zealand (34).

A person of Danish origin is defined as a person who, regardless of their place
of birth, has at least one parent born in Denmark and has Danish nationality

(34).

In Denmark, like other European countries, the number of migrants has been
growing steadily over the last half-century, shifting the relatively homogenous
society to a gradually progressive heterogeneous society (75). According to
Denmark's statistics report published in 2021, migrants contribute 14% of the
population. Among them, more than two-thirds originate from non-Western
countries (35), and the number will increase in the coming years. Migrants in
Denmark tend to settle in major metropolitan cities, including Copenhagen,

Aarhus, and Odense (76). | considered concentrating on non-Western migrants
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as they have increased by six-fold in the Danish population since 1980 and
contribute as the majority (64%) of migrants in Denmark (76). Moreover, non-
Western migrants mainly originate from low and middle-income countries where
palliative care service provision is integrated differently into the healthcare sys-
tem than in Denmark (77). Finally, non-Western migrants’ cultures differ most
from native Danes, which may affect health and hinder access to palliative care

services (78).

Non-Western migrants in Denmark are a very heterogeneous group. They vast-
ly differ in linguistic, cultural or religious backgrounds and with equally different
health, social and economic needs and resources (78). Migrants' socioeconom-
ic status varies and is often linked to their country of origin, but migrants in
Denmark generally have a lower socioeconomic status than native Danes. For
instance, around 40% of migrants do not have any education beyond compulso-
ry schooling (79). However, this changes very significantly for second-
generation migrants. In particular, women who are descendants of refugees or
migrants are more likely to enter higher education than ethnic Danes (80).
Some migrants came here at an early age, between 1960 and 1970, among
others, Turkey and Pakistan as so-called "guest workers", while others came
later as family reunified parents or as refugees from, e.g. Bosnian, Syria, Yugo-
slavia, Iran and Iraq (78). Therefore, migration background and basis for resi-
dence in Denmark are also very different (78). Non-Western migrants, however,
also have a lot in common, which makes them in need of support in several
areas than the majority of the population in Denmark. For instance, their physi-
cal and poorer mental health status than most ethnic Danes (78, 81-83). They

are often affected by life-threatening, chronic and infectious diseases such as
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CVD, diabetes, bloodstream infections and psychological disorders such as
anxiety and depression (78, 82-84). The exposure to different risk factors at
different migration phases may explain the reasons behind poor health. Pre-
migration factors may include poverty, lack of access to healthcare, and refu-
gees witnessing war, trauma, violence and torture (78, 85, 86). During the mi-
gration process, it may also include mental and physical stress. Those who
migrate willingly for higher education or as skilled worker may be safe for many
of these factors (78, 85, 86). However, regardless of migration history, all mi-
grants experience common challenges after migration while starting life in a
new country, such as social marginalisation, isolation, loss of identity, or with
issues linked to social status, such as discrimination and racism (78, 85, 86). In
the healthcare system, all migrants may face challenges associated with ‘new-
ness’ such as language and communication barriers and service provider fac-
tors such as stigmatisation and lack of cultural competencies, which might delay
diagnosis and treatment (78, 85, 86). To address the palliative care needs of
migrants, understanding differences in disease and illness patterns is essential.
However, alone they do not deliver an in-depth understanding of how the lives
of migrants affect health and illness. Indeed, these experiences are most ap-
propriate for understanding the ethnic patterning of disease and how palliative
care services are needed and used. For example, within one or two genera-
tions, cancer incidence rates among migrants are similar to those of the host

population (87).

There are some exceptions, though generally, the group of migrants with poor
economic conditions and limited Danish language skills are growing in number.

A significant increase must be expected to lead to increased demand for public
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care and concern (88). In addition, the beginning of a breakup in the traditional
family patterns, integration of the adult children into Danish society and general
orientation towards a more western lifestyle means that families might have
more difficulties covering family members' palliative care needs without outside
help (7, 8, 88). Therefore, there might be an increasing need for palliative care
to be supplemented with and perhaps replaced by public assistance (7, 8, 88).
In a time when resources are scarce, priorities are often razor-sharp in munici-
palities and regions. There is a need to consider how the care can be organised
intersectoral (e.g. combining hospitals and municipalities). Thus, the health
sector is inclusive for non-Western migrants, for the benefit of non-Western

migrants, their families and the municipal economy in the long term.

As mentioned earlier, this population is at increased risk of developing ad-
vanced life-threatening diseases (non-malignant and malignant), bringing about
physical, psychological and social needs which could benefit from a palliative
care approach. As this population continues to diversify, increase in number
and age, profound issues like palliative care are becoming significantly crucial

to investigation among this population.

02.03 Culture and palliative care

Culture is becoming increasingly crucial concerning palliative care in the context
of globalization, migration and European integration (89). Culture is “dynamic,
adaptive, ecologically based multilevel and multidimensional system for a popu-
lation group that creates a social structure. The structure provides its members
with beliefs, expectations, and tangible means to achieve a sense of safety,

identity, and meaning of and for life” (90). Cultures are constructed by lan-
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guage, knowledge, beliefs, assumptions, and values that shape how one per-
ceives the world and relates to it. A person's unique characteristics are de-
scribed by gender, age, race, ethnicity and socioeconomic status (11). Culture
and religion are interconnected (11). Religious beliefs and practices can also be
a significant element of our connection with others, along with shared values,
behaviours, rituals, and symbols. A person's beliefs and values are vital to their
sense of identity and may also be expressed in a broader spiritual sense out-
side formal religious contexts (11). However, not necessarily all members of a
group that share practices, language and expressions of belief spontaneously
share the same value (91). Therefore, culture does not associate merely with
ethnic identity, nor does it simply refer to groups of people with the same ethnic
background (91). Itis often associated with social stratification, mainly in multi-
cultural societies, that the dominant culture adversely affects life opportunities in
lower socioeconomic groups and individuals (90). Considering financial limita-
tions, socioeconomic status produces security and insecurity in every culture
that intersects with nationalities, ethnicities, genders, and political ideologies.

Thus economic equity is a massive part of cultural representation (91).

Research indicates that differences in cultural attitudes, values, perceptions,
experiences and preferences are significant regarding palliative care across and
within societies (90). Preferences are complex and influenced by cultural and
structural features, e.g., availability, acceptability, accessibility, and knowledge
about available services. Besides forming preferences, religion and culture
influence how we see the world, thus guiding the decision-making related to

palliative care (2, 90, 92). That might lead to ethical dilemmas if palliative care is
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delivered to diverse populations through the local clinical and ethical framework
(93). As the Danish population becomes more diverse, the need to offer cultur-
ally competent palliative care increases. Cultural competence is the awareness
of the cultural factors that influence another’s views and attitudes and assimilat-
ing that awareness into professional practice (91). Thus, health professionals
need curiosity, humility, willingness and flexibility to understand and respond to
patients' beliefs and how they want to be treated (94). For some patients, it may
be inappropriate to inform them in detail about the truth about their life-
threatening disease or to ask openly about treatment planning (94). The mean-
ing of truth is relative and exit in many forms, depending on what an individual
perceives as true. Thus, one of the first steps of the patient-provider encounter
is asking questions about a patient's cultural background to understand how
they perceive their situation, how they learn to make decisions, and what kind of
care they would like to receive (95). Thus, there is a need for culturally sensitive
and competent cross-cultural communication (90). Although cultural specifics
may generally apply to people with similar cultural backgrounds, health profes-
sionals should acknowledge that cultural and religious groups are not homoge-
neous, with beliefs varying within families or across generations (90, 95).

As mentioned, culture is dynamic, merging and changing; cultural diversity
ensures that different lifestyles and beliefs exist, providing distinct, autonomous
systems of value (90, 91). Therefore, culture is not only habits and beliefs about
perceived well-being but also political, economic, legal, ethical, and moral prac-
tices and values (91). Most people are unaware of the cultural influences on
their moral perspectives. Most people only recognize their cultural influences

when the values they ascribe differ from or conflict with those of others (91). For
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example, in Denmark, patients have a legislative, ethical, and culturally condi-
tioned right to know about their diagnosis, even if it is life-threatening and thus
make an informed decision about palliative care (94). Therefore, the health
professionals assume the truth is clear and the patient has “the right to know”.
However, in many societies, the patient has “the right not to know,” which
health professionals in Denmark find an ethical dilemma challenging to accept
(94). Culture can also influence the role of the family in palliative care in other
ways. For example, in some cultures (e.g., Asian), the family is the smallest
unit, and individual family members cannot autonomously make decisions about
illness, treatment, or death (3, 94).

Therefore, patient empowerment and shared decision-making strategies are
helpful for patients who believe they can positively change their health by taking
responsibility for themselves. Different approaches are required for patients who
are not empowered to improve their health. These strategies are generally
based on opportunities for engaging with person-to-person and building trust
(94). However, culture is not limited to the direct action of health professionals.
It

also comprises the priorities of policymakers, researchers and collective behav-
iours founded on social agreements and assumptions (91).

Using ethnic background as a simplified, straight, and definitive indicator of faith
or behaviour leads to risky stereotyping and culturally insensitive palliative care
for the individual (94). Culture is meaningful when it is understood in light of the
individual migrant patient’s history, family structure, patterns of decision-making,
and socioeconomic status (94). Predicting a patient’s preferences and values is

impossible by classifying the individual into an ethnic group (94). For diverse
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communities, cultural consideration can include but is not limited to the pre-
ferred language used, disclosure of diagnosis and prognosis, the role of family
and their involvement in decision making, preferred setting of care, personal
care rituals, diet and food choices, ways of conceptualizing and customs around
death, burial and bereavement (95).

Everyone is influenced by their cultural background (96). Avoiding cultural con-
flicts does not require that health professionals be experts in a wide range of
cultural beliefs and practices (91, 94). Professionals can listen to patients and
their families from different cultures to learn about their attitudes, preferences,
and practices and incorporate them into an appropriate care plan (91). Achiev-
ing equitable and high-quality care for people with life-threatening diseases
requires acknowledging cultural systems of value and understanding and re-

specting cultural diversity in research and palliative care practice (90, 91).

02.04 Inequality

The Nordic welfare states of Denmark, Iceland, Finland, Norway and Sweden
have been recognized for their active labour market policies, high similarity, and
universal approach to delivering and financing welfare benefits and services,
including healthcare (97). The universal approach allows the migrants with legal
residence to have equal access to healthcare in the country as other citizens
(97). However, legal rights often differ from what is in practice or functioning in
the real world (97). Previous literature has mentioned several factors that may
have contributed, such as language difficulties, poverty, poor knowledge of the
system, and cultural, spiritual and existential differences that hinder access,

consequently indicating that the outcome might not be equal (85, 97).
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The health and well-being of an individual is a complex interplay of genetics,
upbringing, social relations, environment, experiences, and social living condi-
tions, and the help an individual can receive from the welfare state when need-
ed, for example, education, health and social support (94). Dissimilarities in
these elements generally result in alterations in health status. Health inequali-
ties defined as "Social inequities in healthcare is a systematic difference in
health status among diverse socio-economic groups. These inequities are so-
cially produced, unfair and therefore modifiable" (98). However, the definition is
not universal. Definitions, thus understanding the concept of health inequalities,
varies across continents. Such as, in the USA, health inequalities apply to the
differences in health status between groups that are not necessarily unfair, such
as the probability of death being higher among the elderly compared to young
adults. “Health inequity” is linguistically the correct term to define unfair dissimi-
larities resulting from social injustice. According to WHO, equity is the absence
of unfair, avoidable differences among different groups defined by their social,
economic, geographical and/or other aspects of inequality (e.g. ethnicity, sex,

disability) (99).

Further confusion may arise with the term ‘health disparities’, described as the
differences in opportunities to achieve optimal health usually experienced by
socially vulnerable populations (100). Thus, health equity and health disparities
are connected. Health equity is the social justice in health, and health disparities
are the standards to measure improvement towards achieving health equity.
Consequently, health equity is achievable by reducing health disparities (99). In
Europe, health inequity is not usually used, and health inequalities are used

instead, or both terms are used interchangeably (101). In this PhD, the term
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health inequality is understood in the light of the definition on page 37. It briefly
and effectively represents the basic principles of health equity and health dis-

parities and why it is inevitable to eradicate them.

02.05 Patients in palliative care

There is no consensus about the definition of the patient population in palliative
care (102). Therefore, it is difficult to define the patient population in research
and clinical practice, thus to decide when patients need palliative care in their
illness trajectory. There has been an effort to describe palliative care in terms of
phases and trajectories of a patient's illness to understand better the target
group and timing of palliative care (103). Early-phase patients have incurable
illnesses that have low symptom burdens and receive active curative treatment
and palliative care; late palliative patients have incurable ilinesses with less than
one year to live. Progressive symptoms and curative treatments may be offered
in addition to palliative care (103). Those who are expected to die within days or
weeks are in the terminal phase after curative treatment is completed and pal-
liative care has been provided (103). The Gold Standard Framework (GSF)
developed three proactive identification guidelines for care providers to identify
patients in the last year of life for better provision of high-quality palliative care
(104). These include a. the surprise question, ‘Would you be surprised if this
patient were to die within the next few months, weeks or days?’, b. general
indicators of decline and increasing needs and; c. specific indicators related to
single/multiple organ failure, for example, supportive and palliative care indica-
tors tool (SPICT) (104). Culturally adapted SPICT helps Danish health profes-

sionals to identify individuals at risk of deteriorating and dying with life-
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threatening diseases irrespective of the condition and setting (105, 106). In
study Il, non-Western migrant patients with palliative care needs were included.

In this thesis, they will be referred to as patients.

02.06 Stakeholders

Engaging stakeholders is one of the core elements of the latest MRC framework
(107). According to MRC, stakeholders are those affected by the intervention or
policy and those involved in its development or delivery (i.e. those with a stake
in the topic). Professionals, patients and the general public all are involved
(108). It is suggested to engage stakeholders early in the research process and
continue throughout the development, evaluation and implementation (108).
Many stakeholder groups exist, e.g., patients, consumers, providers, research-
ers, the general public, and policymakers. In the updated version of the MRC
framework, stakeholders from professional groups and Patient and Public In-

volvement (PPI) are described independently (108).

Similarly, within palliative care, stakeholders include professionals (e.g. service
officials, health professionals and academics) and lay people (e.g. patients and
their family caregivers) (109). Most literature focuses on engagement with the
general public, patients, and community stakeholders. Within palliative care also
in general, user involvement (In Danish: brugerinddragelse) has received con-
siderable attention in Denmark and internationally in the form of other compara-
ble initiatives such as PPI, participatory approaches and public engagement
(110-113). However, there is no gold standard on who they are “stakeholders”,
when to involve them in the research process and how to define their “involve-

ment”(112, 114). Depending on the context, other terms for involvement, such
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as participation, partnership, collaboration, engagement, and co-production, are
also used in the literature (112, 114, 115). Following the MRC recommendation,
in this PhD, multiple stakeholders, including patients, the public, and health
professionals, were involved at different stages of the intervention development

process (108).

In this PhD thesis, | used the term key stakeholders for the patients and the
public. In studies Il and lll, key stakeholders include non-Western migrant pa-
tients with and without a life-threatening disease, respectively and family care-
givers. In studies Il and lll, key stakeholders shared their lived experience of
utilising health and social care services. In addition, | used the term professional
stakeholders for the social and health professionals. In studies Il and lll, the
professional stakeholders shared their clinical experience of providing palliative
care towards non-Western migrants within the Danish health and social care
system. The professional stakeholders include physicians, nurses, physiothera-
pists, health consultants, social workers and psychologists. | have discussed
how stakeholders helped to develop the intervention in the co-production via

workshops in study Il under methods of data collection.

02.07 Family caregivers
Within the scientific literature, family caregivers are called family members,
informal caregivers, caregivers, relatives or careers (116). They may or may not
recognize themselves as family caregivers but are often involved in providing

care and support.
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The National Institute for Health and Clinical Excellence (NICE) states that
family caregivers are people with a close social and emotional bond, not just
those related by kinship or marriage (117). Family caregivers are crucial in
palliative care and decision-making in different cultural contexts since they in-
fluence caregiving and dying experiences. In palliative care, family caregivers
contribute to direct care, goal-setting, decision-making, and advanced care
planning (ACP) (118). ACP is “a process whereby a patient, in consultation with
health care providers, family members, and important others, makes decisions
about his or her future health care” (119). Family caregivers have many tasks
including, but not restricted to, providing physical, practical, and/or emotional
care, social and financial support, being a spokesperson, and overall coordinat-
ing all aspects of the palliative care of the patient with a life-threatening disease
(120). In addition to meeting physical and practical needs, they can also meet
spiritual and existential needs, particularly when patients are experiencing spir-
itual and existential distress due to the nature of their illness (17). Family care-
givers and health professionals often have a fundamental role in providing care,
irrespective of whether the patient is in a formal healthcare setting or a home
setting (121). Research among the migrant population indicates that family
members wish to be involved in their loved one’s palliative care. Although, how
family caregivers are involved in palliative care also differs. Some cultures be-
lieve caring is the family’s duty and obligation, so they actively participate in
patient care. For example, in some cultural groups (e.g., Asians), extended
family members may make palliative care decisions and provide care (3). Re-
search reveals that migrant families from cultures that follow filial piety influence

the patient’s palliative care treatment options (13, 16, 17). However, the bur-
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dens caused by filial piety on the younger generation of migrants can create a
set of uncertainties about how children want to involve in family caregiving in
the context of palliative care (122). There are multiple existing synonyms of the
term “family caregiver”’(116). This study defines family caregivers in a broad
context (117). | have used “family members” and “family caregivers” inter-

changeably.

02.08 Person-centredness

Palliative care emphasizes holistic, personalized, family and team care and
incorporates principles of person-centred care (123-125). Person-centred care
identifies that patients are at the centre of care (123, 124). Being sensitive to
patient circumstances and life stories, needs, preferences, and values, and
incorporating knowledge of the patient and the health professional's compe-
tence to provide the best possible quality of life to the patient (and their families)
(94, 123-125). In light of this, the palliative care and services that are provided
to non-Western migrant patients with life-threatening diseases truly reflect the
principles of person-centred care, for example, providing care for the individual
and whole person in a dignified and humane way. Person-centred care with
non-Western migrants with life-threatening diseases is to be open to how they
describe, recognize, or interpret their iliness. Therefore, person-centeredness
concerns how cultural beliefs influence symptoms, distress, the pattern of help-

seeking, and what constitutes a positive outcome for an individual (126).

In paper 3, | have used the term patient-centred. The discrepancy in terminolo-
gy may be partly explained by the fact that the terms ‘patient-centred’ (125, 127)

and ‘person-centred’ (36, 128) have been used in palliative care. Scholars
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found it challenging to entirely distinguish one from another as the key elements
of the two care philosophies are similar, including a few differences (128). De-
spite differences, both terms are used interchangeably within palliative care
(129). In light of this consideration, in this thesis, | will use “person-centred”.

However, this does not exclude the view that all patients are persons.
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03 Methods and Results

| arranged the section “Methods and Results” inspired by Creswell and Cre-
swell's “three components involved in determining research approach”(130).
They mentioned that the research approaches (e.g. qualitative, quantitative) are
the plan to conduct research. This plan involves the intersection of philosophical
worldview (e.g. constructivist, pragmatic), research designs (e.g., qualitative,
ethnographies; quantitative, experiments) and specific methods (e.g. data col-
lection, data analysis) (130). They argue that the researchers must consider the
philosophical worldview assumptions that convey to the study, the research
design related to this worldview, and particular research methods that translate

the approach into practice (130).

Creswell and Creswell used worldview (over paradigm or epistemology and
ontology), which is “a basic set of beliefs that guide action”. They see the
worldviews as philosophical aspects concerning the world and the nature of
the research that researchers bring to the study (130). The second element,
research designs, provide a particular direction for procedures in a research
study based on the type of investigation. The final component of research
methods includes data collection, analysis and interpretation that researchers
intend for studies. In sum, the worldview, the designs and the methods all to-
gether contribute to a research approach that might be qualitative, quantitative
or mixed (130). In the following section, | will explain the overall philosophical
worldview of the PhD study. Next, the research design, methods and results will

be presented for the three studies.
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03.01 Philosophical worldview/Research para-
digm

| approached this PhD study from a pragmatic worldview/paradigm, which pro-
vides an action-oriented framework for the researcher to discover the truth and
reality about the investigated issue (131). The pragmatic worldview includes
features of positivism/post-positivism and constructivism; and is often related to
mixed-methods research (132-134). At the same time, researchers argue that
for pragmatists, the suitable method is the most effective one in achieving the
desired results of the investigation, whether it is a single method, multiple meth-
ods or a mixed-methods (135). Although born in the light of mixing qualitative
and quantitative methods, pragmatism is applied in multiple methods, e.g. mul-

tiple qualitative methods (136).

Pragmatism is not committed to a system of philosophy but rather arises out of
situations, actions and consequences (130). It rejects the traditional philosophi-
cal dualism of positivism or post-positivism and constructivism and permits
researchers to abandon involuntary separations (130). The ontological assump-
tion of pragmatism focuses on “what works at the time”, the problem to be in-
vestigated, and the value of the findings (130, 137). | combined multiple data
sources and knowledge to answer the research questions, as | needed to com-
prehensively understand the phenomenon by exploring the issue from different

directions.

Epistemology requires considering how the researcher knows the world and
gains knowledge, the relationship between the researcher and that being re-

searched (132). Thus, the worldview of this PhD thesis was concerned with
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solving practical problems in the “real world” to address the research question
(137) rather than assumptions about the nature of knowledge. | valued practical
solutions to the issues that suit the aim of palliative care, a problem-oriented
and goal-oriented approach to assess and address the multidimensional needs
of patients with a life-threatening disease and their family members, as ad-

dressed by WHO (36).

Within pragmatism, researchers can adopt a need-based methodological ap-
proach, including mixed or multiple methods, to conduct practical and relevant
research (132, 134, 138). In essence, pragmatism as a research paradigm
attracted me as a physiotherapist. Indeed, pragmatism focuses on practicality
over philosophizing and advocacy for shared values, e.g. freedom, democracy,
and equality (134, 139). According to Allemang and colleagues, pragmatism is
suitable for addressing complex social issues as it is based on democratic val-
ues and collaborative approaches to problem-solving (131). Considering onto-
logical, epistemological, and methodological orientations of pragmatism, | used
a multi-method qualitative approach from secondary qualitative data analysis,
engaging stakeholders to explore the experiences of receiving and providing
care. Moreover, health professionals demonstrated which changes are possible
in clinical practice, what interventions might work and how, thus, endorsing

several realities and subjective viewpoints besides my values.

03.02 Research Design

The MRC framework for developing and evaluating complex interventions was
applied as the overreaching framework for this PhD thesis (107, 140). The

framework demonstrates a nonlinear, reasonably flexible and iterative approach
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that outlines four phases: development, feasibility testing and piloting, evalua-
tion, and implementation (107, 140). A supportive palliative care intervention
was developed following the steps recommended by the MRC framework in this
PhD thesis, which is narrowly in the development phase. For the development
phase, three stages are recommended: identification of the evidence base,
identification or development of theory, and modelling process and outcomes

(140).

According to MRC, a complex intervention have several interacting compo-
nents, including outcomes, characteristics of target groups, and context and
tailoring of the intervention is recommended (107). Palliative care service provi-
sion, including earlier steps such as identification of patients with palliative care
needs, is by definition a complex intervention as it usually includes several
components, such as symptom management and care planning (62). Thus,
supportive palliative care intervention for non-Western migrants fulfils these
criteria as mentioned by Sepulveda, C. et al. 2002 (62). MRC framework guided
the intervention development and helped make appropriate methodological and
practical choices throughout this thesis. For instance, the MRC framework calls
for integrating qualitative methods to design complex interventions (108). Multi-
ple qualitative methods were used to develop this intervention, from secondary
qualitative data analysis to interviews and workshops with stakeholders. By
employing a qualitative approach, facilitators and barriers to access were identi-
fied, the complex and diverse needs of palliative care service users and provid-
ers were explored, and finally, the current practice and contextual factors and
implementation challenges were discussed. Qualitative methods are consistent

with pragmatism, where research questions can be answered using qualitative,
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quantitative, or mixed methods (137). Based on a pragmatic worldview and
gualitative methods, this PhD study emphasizes participants' perspectives, uses
inductive and deductive reasoning, recommends the researcher's role in guiding
interpretations, and emphasizes context as recommended by Kaushik and

Walsh; and Creswell and Creswell (130, 138).

03.03 Methods of data collection, analysis and
trustworthiness

03.03.01 Systematic review: study |

Study | followed the systematic review methodology by identifying existing stud-
ies, selecting and evaluating contributions, analyzing and synthesizing data,
and reporting the evidence that allowed us to reach reliable conclusions about
what is known and unknown (141). This review protocol was registered with the
PROSPERQO, a prospective international register of systematic reviews (regis-
tration number: CRD42020193651,

https://www.crd.york.ac.uk/PROSPERO/display record.php?RecordID=193651.

It is highly recommended that authors publish their protocols before submitting
their manuscripts for publication (142). The protocol registered in advance sup-
ports transparency, helps to lessen the potential for bias, and assists in avoiding
unintentional replication of reviews (143). The systematic review was conducted
and reported according to Preferred Reporting Items for Systematic Reviews

and Meta-analyses (PRISMA) (144).
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| searched in four databases: CINAHL, Embase, Medline, and Psyclinfo the 22"
of June 2020. A hand search of the included articles and citation tracking in
Google Scholar was also done.

The search process started with Medline, where keywords and the thesaurus
were recognised, tested and adjusted. The keywords in the databases were
discussed with supervisors and with an experienced research librarian (Anne
Faber Hansen). Anne supervised testing new keywords and combinations; and
suggested developing a board search strategy to have the most relevant hits in
this area. This process was time-consuming and challenging. However, it al-
lowed me to see if there is any existing palliative care intervention towards mi-
grants. As mentioned, the systematic review was the first step aimed at devel-
oping a supportive palliative care intervention towards non-Western migrants in
Denmark. The intervention was planned to be developed, eventually adjusted,
and implemented in Denmark. Thus, Denmark's context was considered while
conducting the review of the authors. Context is essential when conducting the
study and implementing the intervention (145). Denmark is one of the five Nor-
dic countries which adheres to the concept of a welfare state with healthcare as
an essential element and equal and easy access to healthcare as a fundamen-
tal goal (146). Considering the similarities of the health system, the review ini-
tially searched for studies conducted in Nordic countries, but only four studies

were found, so we decided to search for European studies.
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Paradigm Pragmatism
worldview
Research design MRC framework

Methodological
approach

Systematic review

Qualitative research design

Study |

Study Il

Study Ill

Studies/Participants

Qualitative studies, n=29
Quantitative studies, n=6

Patients with a life-
threatening disease,
n=8

Family caregivers, n=11
Health professionals,
n=10

User panel at the MHC
Health professionals

Methods
collection

of data

Medline
CINAHL
PsychINFO
EMBASE
Google Scholar

Individual
n=19
Joint interviews, n=3

interviews,

Group interviews, n=1

Workshops, n=3

Data analysis

Thematic  analysis  of

research articles

Thematic analysis of
interviews

Thematic analysis of

workshops

Results

35 peer-reviewed articles
29 qualitative articles

6 quantitative articles
Four themes were identi-
fied as related to the
utilization of palliative
care services within

Europe:
Communication and
language

Knowledge and
awareness

Patient preferences,
cultural and religious
issues; and

Lack of resources at
different levels of pallia-
tive care service provi-
sion

29 participants included
8 patients with a life-
threatening disease

11 family caregivers

10 health professionals
The analysis identified
three themes:

Communication
between families and
health professionals;
Building and lack of
trusting relations, and
feeling safe, and
Access to information
and navigating in the
healthcare system.

11 participants included
5 members of user
panel MHC, OUH

6 health professionals
The analysis identified
the intervention in-
cluding three compo-

nents:

Education and training
sessions;

Consultations with the
health professional; and
Coordination of care

Table 1. Overview of the three studies
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However, the provision of palliative care varies between and within European
countries (147-149). Still, the European human rights convention has common
law to protect the dignity, equality, freedom of religion, and respect for self-
determined choice for all citizens near death (150). The common goal of Euro-
pean countries is to provide equal palliative care to all citizens, directing the
search for the entire of Europe. The review did not include studies outside of
Europe, for example, from Australia or the USA, to avoid even more differences

in healthcare compared to Denmark.

The search combined keywords for “palliative care” and “ethnic groups”. After
the first search in Medline, the search was adapted to the remaining databases.
See Paper 1, Table 3 for the search strategy in Ovid Medline. Mette Raunkizger
(M.R.) and | screened n=6170 records for eligibility, screening titles and ab-
stracts for relevance, inclusion or exclusion criteria and research question. See
Paper 1, Table 2 for inclusion and exclusion criteria. The titles and abstract
screening were conducted in Covidence, a screening and data extraction tool
for organizing and systematizing articles (151). Afterwards, 116 articles were
included for the title and abstract screening and were imported to a classifica-
tion system in EndNote (152). In EndNote, articles were grouped into include or
exclude. The reason for exclusion was stated within EndNote. Moreover, End-

Note was used as a reference manager to help format citations (152).

03.03.02 Recruiting participants (study Il
and Il

In concept, palliative care research has the potential to reduce ethnic inequali-

ties. It can help to identify the reason behind inequalities, implement and evalu-
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ate interventions to reduce them, and thus support improving quality and inno-
vations in palliative care (153, 154). Researchers must, however, be able to
recruit study participants among migrant populations to reduce inequalities
through research. In palliative care research, recruiting study participants is
challenging due to ethical and methodological concerns surrounding working
with patients with terminal illnesses (155). A study reports that recruiting partici-
pants with an ethnic minority background in palliative care research is even
more challenging (156). | was aware of these challenges from my previous
research experience of working with the south-Asian migrants in Denmark with
palliative care needs (157). In that project, | failed to recruit a single participant
for the qualitative part of the study. Being concerned about the scenario, before
my PhD started, | planned to get in contact with the “"gate keeper”. Gatekeepers
in this study involved the individuals and/or groups of individuals who were
important for gaining access to the research field due to their knowledge and
formal or informal connections to the research population (158). | approached
both formal and informal gatekeepers to recruit participants. Formal gatekeep-
ers are the ones who have administrative authority to allow a researcher access
(159). In this PhD, the formal gatekeepers are professionals working at hospi-
tals, research centres, municipalities, and hospices. Informal gatekeepers are
the ones who have no formal authority to allow or restrict the process; however,
they can influence the recruitment of the project. In this PhD, informal gate-
keepers are the community organizations, influential lead of the community, and
respected members of the community, as it is suggested to contact community
organizations that can facilitate access to the target population (160, 161). In

my PhD, | contacted, e.g. Danish Pakistani Affairs Council. Apart from organiza-
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tions, key people in the community can also help access, for instance, commu-
nity leaders and religious leaders (160) f.x. Imam in the mosque. Coming from a
Muslim background, | knew it was more appropriate to approach the imam via
man. Therefore, my husband approached several Imams in the mosques. Key
people in the non-Western community were approached directly to explain the
study, including health professionals from the non-Western community and
friends. | placed information leaflets (see attachment 1) in Turkish, Pakistani,
and African shops, restaurants, and daycare institutions for my kids. However, |
did not receive any feedback or enquiries from potential participants. The rea-
sons for not responding are ambiguous and probably have multiple aspects,
e.g. mistrust in research or researchers, lack of interest, fear of potential harm,
lack of perceived benefit, stigma, mistreatment or exploitation (156, 161). Litera-
ture suggests that involving community groups is one of the solutions for recruit-
ing participants from migrants (160-162). However, this strategy did not result in
recruiting participants in my PhD study.

| went to present my study to several settings, e.g., departments of hospitals,
municipalities and hospices for recruitment. Generally, health professionals
agreed to work as gatekeepers to recruit families, which gave me access to
potential participants. If any patient or family member showed interest, the gate-
keeper conveyed their contact information to me. Of note, | combined different
recruitment strategies to recruit participants for this study as suggested by the

existing evidence (161, 163, 164).
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03.03.03 Interviews: study I

Qualitative interviews allow understanding of the world from the interviewee's
perspective, unfolding the meaning of their experiences and uncovering their
lived world before scientific interpretations (165). In study Il, semi-structured
interviews were used to gather information from stakeholders (patients, family
caregivers and health professionals) with personal experiences, views, percep-
tions, attitudes, and beliefs related to the research questions, as suggested by
DeJonckheere and Vaughn (166). Here | used F for the family, Pt for the pa-
tient, R for the family caregiver and HCP for the health professionals with con-
secutive numbers. See table 3 and table 4 in paper 2 for an overview of the
participants.

Before conducting interviews, | was aware of ethical issues (see details on page
77 in the Ethical considerations section) and planned logistic aspects. For ex-
ample, | distributed an information leaflet (see appendix 1) about this PhD study
to get in contact with potential participants. | obtained informed consent (see
appendix 2) and arranged and tested recording equipment before the inter-
views. | was flexible about the interview's time, location and preferred language.
| could conduct interviews in Bengali (my first language), Danish, English, Hindi
and Urdu. | contacted an interpreter in advance if any participant wanted to be
interviewed other than in these five languages. Being able to conduct interviews
in five different languages gave me the freedom to conduct most interviews (but
one) without the presence of a third party (interpreter). The literature suggests
that conducting interviews via interpreters might result in different styles of in-
terpretation and miscommunication with interpreters (167). Moreover, partici-

pants might not open up during interviews in the presence of an interpreter
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(167). In study II, | avoided using an interpreter at the request of a participant
(Pt 3). See table 3 in paper 2 for an overview of the migrant families. The ex-
ample of the Pt 3 participant is discussed in detail on page 56.

Under the supervision of my three PhD supervisors, | developed a semi-
structured interview guide. The interview guide includes three types of ques-
tions: introduction, follow-up and probes (168). | initially developed the interview
guide toward migrant families based on findings of the systematic review (study
I) and other reviews (2, 3, 25) on the experience of migrant families in access-
ing and utilising local palliative care services. See Appendix 3 for an interview
guide for patient and family caregivers and Appendix 4 for health professionals.
As a relatively inexperienced researcher, the semi-structured interview guide
initially helped me focus on the interview questions. Gradually when | became
more familiar with the field, | was better off conducting the interviews spontane-
ously and still being able to maintain the essential research queries. As the data
collection progressed, new questions and additional probes evolved to explore
unique aspects introduced by participants in earlier interviews (166). The
boundaries of my understanding of the research questions expanded as | inves-
tigated further the interviews with the stakeholders. | started interviews with a
general and context background question before | moved to more complicated
or in-depth questions, as suggested by Britten N. (169). The interviews are a
special human relationship where the interviewer or researcher is the tool (166,
169). A qualitative interviewer requires the skill to establish rapport and trust so
the participant can share their personal information (166, 169). Therefore, | was

conscious of listening empathetically, respecting the participants' information,
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and encouraging them to share their perspectives. How these tools aided me
during interviews is illustrated with a few examples.

In the interviews with patients and family caregivers, | used individual or joint
interviews. | chose individual interviews, as | was particularly interested in de-
tailed information about the individual patients’ and family caregivers’ perspec-
tives and experiences with access to and utilization of palliative care. However,
families 5 and 15 preferred to be interviewed together, as they wished to sup-
plement each other during the interview. | showed respect for their preference.
Indeed, both couples helped each other during the interviews to supplement
events. To this end, | did not consider group interviews as an option, as it will
risk the participants opening up fully due to the type of sharing of sensitive per-
sonal experiences.

DeJonckheere and Vaughn described that awareness of contextual or cultural
factors that influence participants' perspectives might be helpful as background
knowledge (166). Therefore, being a non-Western migrant helped me under-
stand the factors affecting the informants' perspectives. For example, one of the
participants (Pt 3) was offered the option of an interpreter, as | do not speak his
language. He refused to use an interpreter and preferred to be interviewed in
English, although he was not fluent in speaking. | respected his choice of pre-
ferred language and interviewed him in English. | could sense that he refused
the presence of an interpreter, as he was afraid of leaking personal information
in his community, which he confirmed during the interview. The interview lasted
for 104 minutes, giving me a sense that he opened up his personal information,
as he was not afraid to share sensitive information. | planned to conduct face-

to-face interviews with migrant families. However, after the outbreak of COVID-
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19, many families preferred to be interviewed online due to the risk of spread-
ing. It had both positive and negative sides (170). The opportunity to conduct
interviews online allowed me to collect data, which was impossible otherwise.
However, when collecting data online, | did not have the chance to have an idea

of the contextual factors—for example, the living condition of the participants.

A different interview guide was developed for the health professionals. The
interview guide was developed based on the interviews conducted among mi-
grant families and the systematic review (study I). Various issues mentioned by
the families were raised as an example while interviewing health professionals.
Initially, | chose group interviews with health professionals. The emphasis of
group interviews has not been on the interaction and dynamics of the inform-
ants, as in traditional focus groups (171). Rather the mutual interaction and
individual informants' experiences have been given a voice and the opportunity
to be elaborated on, as in individual interviews (172). | wanted to explore how
participants shared views and experiences to explore further their perceptions
of providing treatment/care towards patients with palliative needs from non-
Western countries and their families. However, for two reasons, | wished to
restrict the group interviews to health professionals from the same department.
First, | wanted health professionals from each department to discuss their
shared experiences and thus reflect upon their organization’s role in mitigating
challenges. Second, | did not want different departments to affect participants’
participation and interaction. For example, mixing health professionals from
different departments can restrict the discussion to opening up in fear of sharing

internal organization information with other health professionals. As | was con-
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cerned that health professionals from different departments might not open up
to each other, | considered interviewing professionals and their peers. Although
| planned group interviews, | conducted individual, joint and group interviews (2-
5 people) face-to-face or online. This was a pragmatic choice based on what
was practically possible under COVID-19 and what informants preferred. Thus, |
conducted four individual interviews, one joint and one group interview with the
health professionals. Except for one, all other interviews with professionals were
conducted online. For health professionals, participating online was a time sav-
er in a busy working day.

At the beginning of the interview with health professionals, | welcomed partici-
pants, introduced this PhD study, and described the population of interest, pa-
tients with life-threatening diseases from non-Western countries and their fami-
lies. | did this to make the participants consider this specific population when
sharing their thoughts and experiences. The group interview was conducted
with health professionals during their working time. M.R. and | conducted the
interview. During the group interview, | asked questions and facilitated the inter-
view. M.R. acted as a co-moderator by monitoring time, taking notes, and ask-

ing follow-up questions. All interviews were audio-recorded.

03.03.04 Co-production: study Il

Co-production in public services is about “the involvement of users and public
sector professionals in the delivery of public services”. Co-production refers to
various relational interactions between service providers and users operating at
different levels (individual, group, collective) (173). Moreover, it may comprise

several dimensions (e.g., dialogue, practical matters, and cooperation) at differ-
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ent phases of a service cycle (commissioning, design, delivery, and assess-
ment) and aids in generating personal and/or societal benefits for all parties
involved (173, 174). Co-production is increasingly being recognized as a rea-
sonable approach to developing intervention, including migrants (47, 175-178).
Developing partnerships with stakeholders through co-production is a valuable
way to move from research-driven interventions to interventions developed in
collaboration with stakeholders (179). It is vital to involve stakeholders with
knowledge and experience of existing interventions, the target population and
delivery settings to develop a high-quality intervention suitable to the implemen-
tation context (175). For example, engaging targeted service receivers during
co-production has the potential to confirm that intervention will be developed to
address their needs and is acceptable (175). Moreover, engaging service pro-
viders help the intervention by addressing practical agendas as they know the
delivery setting and have experience implementing previous interventions (175).
Increasingly, academics, practitioners, and policymakers are interested in co-
production as an innovative way to address the growing burden on welfare
states, provide public services tailored to all citizens' needs, and address demo-

cratic deficits and inequalities (47, 180-182).

In this PhD, an intervention development group including the research team (the
PhD student and supervisors), key stakeholders and professional stakeholders
was established to coproduce the intervention content in study Ill. In the next

section, | will describe the co-production workshops in study Ill.
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03.03.05 Workshops: study lli

Three workshops with key stakeholders (migrants, n=5) and professional stake-
holders (social and health professionals, n=6) were conducted, and each work-
shop lasted two hours. See appendix 7 and 8 for the program of workshops 11
and Il, respectively. | started each workshop with an introduction to the research
team, the project, and the workshop's aim. It was necessary to start the work-
shop with basic knowledge about life-threatening diseases and palliative care
among user panel members from Migrant Health Clinic (MHC) at Odense Uni-
versity Hospital (OUH) (see the following paragraph for user panel members).
Then, | presented the results of prior research on the systematic review and
interviews among patients, family caregivers, and health professionals. During
the workshops, participants discussed the applicability of intervention compo-
nents, activities, and intervention and training materials relating to their experi-
ences as professionals or migrants and community representatives. Participants
generated numerous ideas in the workshops. They jointly developed the logic
model (See Paper 3, Table 2 for the logic model) and modified it by the re-
search team (consisting of my PhD supervisors and me). After each workshop, |
created a draft summarizing the discussion and adjusted intervention compo-
nents accordingly. Thus, drafts were sent to the other research team members
by e-mail. Research team members added, adjusted, and the consensus
agreed upon the final draft. Thus, the revised draft guided the next workshop or
discussion. The research team discussed and reviewed the formulation and
content of the intervention. Two out of three (workshops Il and IIl) workshops

were audio-recorded.
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Workshop | and Il (named Workshop 3. a and 3. b in paper 3) was conducted
with a user panel at the MHC at OUH. The MHC is an outpatient clinic that
treats migrant and refugee patients suffering from complex, chronic, and unex-
plained symptoms, often associated with language barriers and compliance
problems (183, 184). The MHC initiated a user panel of members from diverse
countries of origin, social backgrounds, languages, gender, and age in January
2017. The user panel meet every second month for two hours, with the pres-
ence of the clinic’s staff, to discuss potential improvements in practice (183).
The panel members provide suggestions by focusing on the collective well-
being of the migrants rather than making an effort to deal with their concerns. If
needed, the interpreter is also invited to meetings at MHC (183, 184). | invited
the user panel to their planned meeting to participate in workshops as an advi-
sory group for developing an intervention for this PhD study. Invitations were
sent to the members in their e-boks, messages on their mobile phones, and a
reminder message on the workshop day. See appendix 5 for participant infor-
mation and invitation letter for user panel members at MHC — Study lll. One of
the clinic’s staff, Dorthe Nielsen (D.N.), also a co-supervisor in my PhD, attend-
ed workshops | and Il. The user panel members knew each other and D.N. from
their earlier meetings or previous visit to MHC, which facilitated the conversation
and enriched understanding. Five and three user panel members patrticipated in
workshops | (26.10.2021) and Il (29.03.2022). In workshop 1, M.R. was also
present. Both M.R. and D.N. facilitated workshops and took relevant notes while

| was leading the workshop.

Workshop Ill was conducted on 04.05.2022 (workshop 3.c in paper 3). Health

professionals who participated or were approached to participate in study I
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were invited to attend workshop 11l on confirmation workshop. Six professionals
involved in palliative care, including three nurses, one health consultant, and
two physiotherapists' participated in workshop Ill. See appendix 6 for participant
information and invitation letter for health professionals in workshop I11.

In workshops | and Il with user panel members, | encouraged them to suggest
the health professionals' affiliation in providing supportive intervention. They
expressed feeling safer and more secure with health professionals from the
hospital rather than the municipality. They told migrants generally lack trust in
municipal support due to previous negative experiences. They further suggest-
ed that the health professional affiliated with their own doctor could be trusted

and helpful.

During workshop Il with social and health professionals, | raised the issue of
missing trust among migrants from workshops | and Il. Social and health pro-
fessionals could recognize the problem from their practice. Thus, they suggest-
ed that collaboration between general practitioners, professionals at the munici-
pality, and the hospital could be a solution to gain trust among migrant families.
They also affirmed that continuity of care is especially important among migrant
families as it has the potential to facilitate communication and build a trusting
relationship.

Moreover, the participants in workshops I-lll expressed the need for training
among existing health professionals and to engage more health professionals
from different cultural backgrounds to embrace cultural diversity. Besides, the
involvement of volunteers from the same cultural background to help navigate
the healthcare system was discussed. Participants shared the pros and cons of

involving volunteers from the same cultural background. Finally, they stressed
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the need for a volunteer with a professional background who is knowledgeable
about the existing healthcare system. Nevertheless, panel members expressed
their concern about engaging volunteers from their same original background in
fear of leaking family information within the community.

In workshops I-11l, participants valued the need for a professional interpreter
during the conversation, especially among recent migrants. According to the
panel members, recent migrants need the maximum support regarding lan-
guage, healthcare, and other practical information. Thus, they suggested as-
sessing the individual family's needs through an assessment by the respective
health professionals.

Participants of panel members were asked about the language preferences of
the intervention material to improve their knowledge of palliative care. All mem-
bers expressed the need for information. However, they suggested that the
information leaflets should be in simple Danish, with and/or without their lan-
guage. The participants explained that migrants often lack primary education
from their home country. Thus, reading information material in their language is
inconvenient. Rather information material written in simple Danish would be
helpful as the children at home can help to read the leaflet for parents. The
social and health professionals also knew that the migrant families with family

and social support could better manage the palliative trajectory.

03.03.06 Identifying theory: study Il

The use of existing theory assists in identifying what is essential, relevant, and
feasible, guiding the intervention's objectives and informing its content and
delivery (185). | identified a conceptual framework for complexity in palliative

care established by Pask and her colleagues (186). Although developed based

63

Jp'nps

Jpnps#



on specialized palliative care, | found it relevant for general palliative care as the
framework is patient-centred and contextualizes how a patient with a life-
threatening disease interacts with their context and environment (186). An ex-
ample of how the theory is applied in the analysis procedure to develop the
intervention components is shown in Table 3, paper 3. The process is uploaded
as a supplementary document in Table S 3, paper 3.

Contextualizing the framework within this PhD study refers to the fact that at the
individual level, the migrant patient and family caregiver lives in and interacts
with their other immediate family members. Thus, it highlights the characteris-
tics, needs, and migration history of the patients and family caregivers, which
might have eventually affected the experiences of access and utilization and/or
seeking institutional palliative care services amongst migrant families. For ex-
ample, a refugee patient from a war region has a different migration history than
those migrating to Denmark for education or a better job. At the interpersonal
level, it refers to the connections or interrelationships among various individuals,
such as patients, family caregivers and health professionals. Therefore, it fo-
cuses on the interaction between the patient and family caregivers at home, the
patient and their close social network - family members, friends, other support
groups and their health professionals. For example, a lack of communication
and trusting relationships between migrant families and hospital staff might
negatively impact the patient's disease trajectory. The service level is not direct-
ly connected to the patient or the family. It still influences how a migrant patient
receives palliative care in the Danish healthcare system. These factors might
include issues related to the service provision and system, for example, coordi-

nation between health professionals at various levels of the health and welfare
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system or resource availability to provide skill-based training towards health

professionals involved in palliative care.

03.03.07 Data management

| transcribed all the interviews in the primary language in which the interviews or
workshops were conducted. Then | imported the transcripts into NVivoTM, a
computerized qualitative software package, to manage and analysis qualitative
data. A manual data coding process was also conducted in addition to the tran-
scribed data to have a complete picture.

| wanted to transcribe all the interviews (study 1l) and workshops (study 1)
myself to ensure the transcription was close to the participant’s expression and
to get familiar with the data material, as suggested by Braun and Clark (187). |
transcribed all the qualitative data with a clear marking of the date of the inter-
view or workshop, type of informant (patient or family caregiver or health pro-
fessional) and context. During transcription, | preserved the participants' choice
of words and formulations verbatim. | analyzed transcripts in the inter-
view/workshop language because qualitative data is better analyzed in the
source language. However, | slightly changed a few selected quotations for
readability when the text had to be translated into English for publication in the
journal. A native Danish speaker and a native English speaker checked my
translations to minimize the loss in the translation (188, 189). Expressions for
laughter, crying, pauses, sighs etc., was marked clearly in the interview or
workshop text. It was marked when something appeared indistinct, so | had the
opportunity to go back and re-listen to these passages. | used the method in
several interviews. | anonymized all interview transcripts and workshops and

gave them identification codes. In study IlI, | used F for the family, Pt for the
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patient, R for the family caregiver and HCP for the health professional with

consecutive numbers.

03.03.08 Data analysis

The analyzes in the systematic review, study | are based on a secondary analy-
sis of others' qualitative or quantitative data.

A thematic analysis technique proposed by Braun and Clarke was used to ex-
tract the main themes for studies I-lll (187), under which the result of the stud-
ies are presented. The analysis followed the steps : (a) reading and re-reading
articles/transcripts, (b) assigning initial codes to the individual findings of the
articles/transcripts, (c) arranging similar codes together under some potential
themes, (d) reviewing themes to ensure representation of codes, (e) defining
and naming themes and (f) finally presenting the results (187).

In study I, despite including any study design in the review, data was only ex-
tracted by qualitatively derived themes from the included studies. The review
aims to describe in detail the information on migrants’ facilitators and barriers to
access and utilisation rather than the proportions of participants utilizing pallia-
tive care facilities.

In study lll, to develop the final intervention, | analysed all data materials under
the structure of a scheme. | developed the scheme to plot facilitators, barriers
and suggestions from study |, transcripts from study Il, factors related to this
study based on the framework of complexity in palliative care, and transcribed
data and notes from workshops. See Table 3 in study Il for an example of the
analysis procedure. See the supplementary file (Table S3) in paper 3 for the

entire process.
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03.03.09 Trustworthiness or Rigour

In this section, | will discuss the terms credibility, dependability, confirmability,

transferability and authenticity under trustworthiness or rigour, inspired by the

understandings described by Lincon and Guba (190); and Polit and Beck (191).

Several diverse terms are available in the literature to describe trustworthiness
in qualitative research, such as rigour, quality, and credibility (191-195). To
develop trustworthiness in qualitative research, Lincoln and Guba primarily
introduced four criteria, including credibility, dependability, confirmability and
transferability; they later added authenticity (190). However, Morse and col-
leagues argue that even though reliability and validity are commonly used in
guantitative research, researchers should not abandon these terms while dis-
cussing rigour in qualitative research (196). Although there are variations in
terminology, the soundness and worthiness of the study is the point that all
authors address in trustworthiness, rigour, quality, and credibility (196). In this
section, | will discuss the concepts and some of these strategies employed
during my own research to ensure rigour or trustworthiness in my PhD, includ-
ing credibility, dependability, confirmability, transferability and authenticity. The
strategies | used to enhance quality within each criterion are not exclusive.
Many strategies simultaneously address several criteria. For example, data
triangulation addresses credibility, dependability and confirmability. However, |

will only describe data triangulation strategies concerning dependability.

Credibility refers to the truth and confidence in the value of data, interpretation

of data and representation of the data by the researcher. It is one of the most

important criteria in qualitative research (191). Strategies to enhance credibility
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include, e.g. reflexibility, prolonged engagement, data and method triangulation,
member checking, audio taping and verbatim transcription, peer reviewing and
debriefing and so on (191). Reflexivity is an integral part of this PhD study, as it
produces knowledge in a collaboration between the research team and the
research subjects. In a comprehensive definition, reflexibility is “’a set of contin-
uous, collaborative, and multifaceted practices through which researchers self-
consciously critique, appraise, and evaluate how their subjectivity and context
influence the research processes” (197). Throughout the process, researchers
need to be conscious about their “own projections, attachments, agendas, and
biases — like an eye that sees itself while simultaneously seeing world” (198).
The concept of reflexibility is often considered a repetitive internal dialogue and
critical self-evaluation of the researcher’s positionality (199), while actively ac-
knowledging and recognizing this may affect the research process and outcome
either positively or negatively (200). Therefore, | needed to reflect on my own
position as a migrant researcher. My positionality was not limited to my socio-
demographic characteristics, e.g., age, race, gender, ethnicity, and religious
belief. My position was also informed by my appearance, migration status, pro-
fessional and personal experiences, language, beliefs, biases and preferences.
During this PhD study, | was conscious that the practical focus and substance
of this work might reflect some of my interests and experiences of being a phys-
iotherapy graduate from Bangladesh, working in a spinal cord injury hospital
and never hearing the term “palliative care”.

| did informal patient observation at MHC, OUH and the Palliative treatment
clinic at Herlev hospital to gain insight into the research field. | went to patients’

homes with respective health professionals and was present during patient
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consultations at the hospital. A prior agreement was made with respective pa-
tients and their families regarding my presence. With prior arrangements with
the respective health professionals, I filled out the permission document to ob-
serve certain patients. The observation data is not included in the analysis,
neither the participants of the studies 1l and Il observed. | did the observations
to get familiar with the hospital schedule of the patients, families and health
professionals, as | lacked clinical experience in the Danish healthcare system or
specific data collection settings. During analysing data, the informal observation
helped me to put the role of different stakeholders into perspective.

| started my PhD study eleven years after | left Bangladesh, three years as a
student in Sweden and the rest as a migrant worker in Denmark. As mentioned
earlier, | never worked as a physiotherapist in the Danish healthcare system. At
that time, | was coping with the hardship of my professional identification, facing
the world's most rigid naturalization laws in Denmark (201) and learning to live
in the Danish language, which seemed far from reality. During my PhD study, |
gave birth to our second child and received a permanent residence permit,
which gradually shifted my position as a migrant and belonging to Denmark.
Having shared the migration experience with the study participants (migrant
families), | was positioned as the role of the ‘insider’. That allows easier entry
into the field, knowledge about the topic and familiarity with the culture to some
extent (202). Being a migrant greatly facilitated my data collection. For example,
the families | reached were receptive and cooperative. The migrant families
were happy to help me in my PhD study to achieve my goal. They expressed
confidence that being a migrant myself, | will be able to recognize and represent

their experiences, perspectives, and cultural and religious preferences better
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than a native Dane. It increased their and my level of comfort and assisted in
better communication. During interviews, they often expressed the notion of
“our/us” for me, contrary to “they” to refer to Danish people. However, it also
affected interviews, e.g. during interviewing R1 (study 1), her father-in-law
dropped in the middle of the interview and started to ask me personal ques-
tions, which he would not do to a native Dane, | assume. As | was familiar with
the culture of how an elderly treats a fellow, | stopped interviewing and contin-
ued the conversation with him.

Like my migrant background, wearing a headscarf as a symbol of practising
Islam as a religion also paused challenges during interviewing families. For
example, in study II, while discussing religious beliefs, | could sense that family
5 became a little uncomfortable at sharing that they are Muslim believers but
not practising. Maybe because of my headscarf, they perceived me as more
religious than them. Therefore, they were trying to compensate by describing
that their parents are very religious. | could sense they felt it occurred for not
practising religion. On the other hand, in the same study, while interviewing
family caregiver R (3), she shared her religious acts in detail, thinking that |
would understand her coping mechanism. For example, she explained how
reading The Quran helps her to find peace in her hard time. Therefore, | as-
sume it may be showing my religious identity made some participants from
sharing or withholding their position about religion.

My data collection was paused for a while due to my maternity leave. During the
leave, the world experienced the coronavirus (Covid-19) pandemic, which shift-
ed most of the data collection from face-to-face to online as described by

Coates and Aston (203), and recruitment went slow. The difficulties in recruit-
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ment helped to immerse me in the data. | was concurrently analysing the col-
lected data and looking for new patrticipants. My insights, reflections and under-
standing of the data were slowly changing as my migration status. COVID-19,
permanent residency, a newborn and a school-going child developed my be-
longing to Denmark and my way of interpreting data. Before my own belonging
to Denmark, maybe | viewed families’ experiences through judging lenses, such
as asking myself why don’t they go back to their own country of origin if they are
struggling here. However, my migrant positioning facilitated my data collection
and challenged my analysis. | was aware that the insider’s position and famili-
arity with the researcher bring the risk of placing own values, beliefs and per-
ceptions, and prediction of biases as suggested by Drake (204). As a research
team, we represent the combination of migrant and native Danes. Thus, | ana-
lysed (Danish and English) content with M.R. As an ethnic Dane, M.R. could
see there are more similarities than differences at a personal level, e.g. families
wanting to take care of the elderly at home or continuity of care. Our discus-
sions also made me to see the issues embedded in the organisational level of
the healthcare system in the provision of palliative care rather than personal,
e.g. lack of resources.

In contrast, | was positioned as the role of the “outsider” while recruiting partici-
pants. Not being a health professional in the Danish health system greatly chal-
lenged my recruiting participants (both families and health professionals). It
requires enormous time, sufficient resources and huge networking (43). | had to
use all my professional and personal networks to recruit participants.

As an outsider to the health professionals’, | had a feeling that my migrant

background made them withhold from making any comments against migrants
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in front of me. Ahmed et al. 2011 reported a similar issue; here, the religious
view of the researcher (perceived by participants) refrained participants from
making comments in front of her (205). | was aware of my limitation in profes-
sional experience in the Danish healthcare system. In studies Il and Ill, M.R.
helped by asking probing questions during group interviews (HCP1) and work-
shops (3. ¢) with health professionals. Moreover, my position as an outsider
without experience of having a life-threatening disease or being a family mem-
ber may have forced me to overlook the experiences migrant families meet in
the utilization of palliative care.

My previous experience of conducting qualitative interviews helped me obtain
rich information in this study (206). In particular, my ability to speak several
languages (Danish, English, Urdu, and Bengali) allowed me to communicate
with study participants and ask probing questions. | trained myself to talk to
Danish to collect data for this PhD. My Danish colleagues helped me in the
process. As literature suggests linguistic diversity gives flexibility in the interview
process (207). The participants chose their preferred language for the interview
and workshops, mostly Danish. For example, R 2 (study Il) migrated to Den-
mark as a child. Although he speaks Vietnamese with his parents, he preferred
to be interviewed in Danish. Unlike recent migrants, the participants who lived in
Denmark for longer were more expressive in speaking Danish than in their
mother tongue. My imperfect Danish accent was not a barrier while collecting
data (study Il and Ill). As the researcher needs to be aware of maximising the
space for participants to share their experiences rather than telling their own

(202).
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As a migrant researcher, | took strategies to reduce my own biases. First, | used
triangulation by comparing the same content analysis by my principal supervisor
M.R. | wanted to ensure that the data analysis was a trustworthy illustration of
the themes in the articles/interviews/workshops rather than the image of my
biases. Moreover, my co-supervisors were continually consulted to reflect on
the accuracy of the analysis.

Secondly, in this PhD study, knowledge production was interactive rather than
one-way. During Study IlI, | presented the result of studies | and Il to partici-
pants to reflect on themes related to their personal and professional experienc-
es. Participants could recognize the results, and knowledge was produced neu-
trally in collaboration with participants, free from my own biases.

Thirdly, during data collection, | asked probes for clarification and summarized
the content to the participants at the end of data collection. It allowed migrant
families and health professionals to verify and explain any misconceptions or
additional information.

Finally, | kept a reflective diary throughout my PhD to document my reflections,
assumptions and decision-making, especially after each interview and work-
shop. It helped me to be more responsive towards differences and similarities
between the participants and me. Thus, recording helped minimise the gap
between etic (outsider) and emic (insider) perspectives (208).

The study's dependability refers to the consistency of the data over time and
similar contexts (191). That means a study is dependable if the results are re-
peated when the investigation is replicated with similar participants in a similar
context. Credibility is not achieved in qualitative research until the findings are

dependable (191). The dependability of a study is achieved, for example, by
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data and method triangulation. Triangulation is the use of several referents to
determine what constructs truth. Triangulation aims to overcome intrinsic bias
by involving multiple investigators, data sources, methods and theories. To
ensure data triangulation, | involved other researchers in different steps of this
study (e.g., data collection and analysis) by peer reviewing and debriefing. For
instance, in studies Il and Il1, | recorded reflexive notes after each interview that
outlined details about the interview (e.g., strengths and weaknesses), including
my own reflections while conducting an interview. Afterwards, | conducted phys-
ical meetings with my main supervisor every two weeks and virtual meetings
with the entire research team, including two co-supervisors, every three months.
Here, | shared issues written in the reflexivity note, and we devised strategies to
collect rich data. Moreover, | discussed the analysis of my data related to the
research questions with PhD (and other) colleagues at REHPA, The Dan-

ish Knowledge Centre for Rehabilitation and Palliative Care (studies I-Ill) and
Aldreforskning Syd (Vov-gruppen) at Lund university (study I1). Engaging in
these discussions allowed me to probe my results and analytical process. To
ensure person and space triangulation, | collected data from patients
with/without life-threatening diseases, family caregivers and health profession-
als from different sites in studies Il and Ill. Collecting data on the same phe-
nomenon from different sources gave me the opportunity to validate data
through multiple perspectives. To ensure method triangulation, within PhD, |
used multiple methods to collect data, e.g., interviews and workshops, to devel-
op a complete understanding of the phenomenon. For example, in study |, |
analyzed data from secondary sources. In study I, | collected data through

individual, joint and group interviews. The main data source in study Il was the
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15 migrant families, and then | triangulated these data with the interviews con-
ducted with health professionals.

Confirmability refers to the neutrality or the researchers' ability to demonstrate
the data representing informants’ response free from the researcher’s biases,
motivation or perspectives (191). Qualitative researchers use several methods
to ensure confirmability, e.g., detailed notes of their decisions and the analysis
process, audit trial of analysis, peer review and peer debriefing. Peer debriefing
refers to meetings with peers to review and explore different features of the
investigation (191). In this regard, | discussed the entire research process, in-
cluding my studies I-11l with my PhD supervisors and colleagues at REHPA.
Additionally, study Il with Aldreforskning Syd, they made important discussion in
my written summary of data. Additionally, | used NVivo software. This program
helped to organize and manage all data, including a detailed audit trail. Finally,
as a testament to the high-quality research and peer review, three studies from
my PhD are published in international peer-reviewed journals.

Transferability refers to how findings can be applied to other settings or groups
(191). Within the qualitative study, researchers focus on the participants and
their experiences without saying this is everyone’s experience. The transferabil-
ity of the study is strengthened by the researcher providing a detailed descrip-
tion of its context, location, and participants and being transparent about the
study's analysis and trustworthiness. This vivid picture lets the reader decide if
the findings are transferable (192, 193, 195). Therefore, in study I, | provided
simple and textured descriptions carefully combined with verbatim quotes from
the study participants (see paper 2). Throughout this study, | wanted to provide

a detailed and thick description of the research context and the data collection
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procedure while drawing results. However, there were limits to these descrip-
tions due to word counts in studies | - lll. Thus, writing this PhD dissertation
allowed me to describe the thesis and the analytical process in detail across
studies (I-111), reinforcing the transferability of the findings. For instance, | pro-
vided a more nuanced description of the context of palliative care in relation to
non-Western migrants in Denmark and their country of origin, eventually, how
their background affects ethical considerations; these aspects influenced the
data analysis and results.

Authenticity is the extent to which researchers fairly and faithfully express vari-
ous realities and accurately convey the feelings and emotions of informants’
lives (191). Qualitative researchers select appropriate study participants to
ensure authenticity, providing rich and detailed descriptions (193). The quotes
of participants provide readers with a sense of the experience through this de-
scriptive reporting (192). | ensured authenticity in this study by using purposeful
sampling to select appropriate participants, and the data collection was partici-
pant-focused. To encourage rich data, | asked probing questions for clarification
and depth information during interviews and accurate transcription of audio
recordings.

Additionally, | used the source language to analyze data recognizing the chal-
lenges (e.g., meaning loss, trustworthiness) connected with translation (209). |
only translated the representative quotes from the source language, e.g. Dan-
ish, to English in this manuscript. M.R. then checked the quotes if the meaning

was lost in the translation or expressed the real meaning.
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Ethical considerations

In this section, considerations of ethics across studies Il and Il are outlined.
Study | was the secondary analysis of studies conducted by others, so | did not
collect ethical permission from the participants. However, ethical consideration
was shown while analysing, interpreting and representing secondary data. | did
not want to either over-interpret, misinterpret or manipulate data through the
research process. | had some responsibilities while conducting a systematic
review, including acknowledging contributors, declaring potential conflicts of
interest, and avoiding plagiarism, as suggested by Wager and Wiffen (210). The
following section is organised into three overall headlines informed consent and
ongoing consent, privacy and confidentiality and risks and benefits.

This section will describe my ethical conduct concerning study Il and Il partici-
pants, including migrant patients with/without life-threatening diseases, family
caregivers and health professionals. Although | followed overall ethical consid-
erations for all participants while explaining concerns, | will mainly refer to mi-
grant patients and family caregivers. As evidence suggests that migrant families
with/without life-threatening diseases are even more vulnerable because of
physical symptoms and emotional status (156, 211). Thus, in my study | needed
to pay more attention to the ethical rules regarding the participant migrant fami-
lies.

The Region of Southern Denmark ethics committee assessed that according to
Danish legislation, the study was not subject to ethical notification (journal num-
ber 61269). The PhD study was recorded with The Danish Data Protection
Agency (journal number 10.109). This PhD study's ethical considerations are

based on the Helsinki Declaration (212).
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There is no doubt that palliative care poses ethical challenges for researchers,
primarily because of the vulnerability of those receiving treatment and the diffi-
culties related to the disease trajectory (155). For example, in study Il, partici-
pant patients receiving palliative care were vulnerable because of their physical
or other symptoms, and the patient’s family members were vulnerable due to
their experience of severe mental distress.

It was even more challenging for me to define ethical considerations in this
study as it involves patients with life-threatening diseases, family caregivers and
health professionals from different cultures with a unique and often conflicting
definition of "what is ethical”. Thus, the complexity was impossible to solve with
the help of existing ethical principles and guidelines (39, 43). It is the ethical
responsibility of the investigator to ensure scientific rigour while considering the
significance of the issue and the need to come up with valid data to inform the

research process (213, 214).

04.01 Informed consent and ongoing consent

In studies Il and lll, oral (for online) and/or written (for face-to-face) informed
consent was obtained from participant stakeholders, depending on the mode of
data collection. Like many other migrant groups, non-Western migrants may
face language barriers, particularly in written comprehension. Inspired by van
den Muijsenbergh and collegues, the informed consent form was written in
simple language, using short sentences, without any references to legal issues
and finally was piloted (215). The consent form was in Danish and was translat-
ed into the preferred language for those who do not understand (see appendix

2). The word selection of informed consent was challenging because patients
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and family caregivers often associate palliative care with terminal care and
death. Thus, | had to search for ways to diminish the emotional impact of the
patient information material. The wording of the information material was cho-
sen to be easily understandable. The precaution was taken so that the wording
did not convey a negative feeling among the patient and the family members, as
evidence shows that non-Western migrant patients and family members are
highly sensitive towards words like cancer, death, dying, and terminally ill (13,
94, 164).

During my PhD, | learned that informed consent is a process in human research
rather than a one-time endeavour, requiring planning, enough time and re-
sources. | carefully constructed the informed consent process and was engaged
in discussions with the participants (patients and family caregivers) who did not
know about the research process. For instance, after receiving personal infor-
mation from the gatekeeper health professional, | visited or called the patient or
the family caregiver. | talked to them casually to build up rapport and made an
effort to explain the interview process eventually and how their experiences
would contribute to the research. These procedures were time-consuming. For
example, | sent out an information leaflet in Danish and English to explain the
project's aim (see appendix 1). | added my photo purposefully to inform that a
migrant conducts the research following the suggestion within migrant health
issues. Literature suggests that including research team members who share
aspects of the lived experiences and the cultural and linguistic background of
the migrants can enhance recruitment and the overall research process (43,

202, 216, 217).
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Although informed consent lies at the heart of ethical guidelines that research-
ers follow, there is still ambiguity about whether and how it is accomplished in
practice, particularly for different cultures (156, 211). For example, in one case, |
called a family caregiver, and we talked for 45 minutes. He spoke openly about
his situation and heard about the project but did not want to participate. | as-
sured him that the information would be kept confidential; still, he was not con-
vinced to provide informed consent. | sensed that he lacked trust and
knowledge of the research project. He kept asking if it would positively change
her mother’s treatment. When he was assured that participation would not di-
rectly affect his mother’s treatment, he declined to participate.

In most non-Western cultures, usually, the male, e.g. husband, makes decisions
for his wife (218). Thus, the gatekeeper health professionals in this study need
to obtain consent from the relevant decision-maker in the family first before
approaching the potential participant. For instance, during recruiting participants
for study Il, a wife was diagnosed with a life-threatening disease in one family.
The gatekeeper had the cultural sensitivity of working with individuals from
different backgrounds. Thus, the gatekeeper approached the husband for his
consent if the wife could participate. The husband was already disappointed
that the health professionals had disclosed the life-threatening disease to his
wife. Conveying bad news to the patient is often considered to accelerate death
in many cultures (94). He was afraid that participating in my PhD study would
make the wife more exposed; he did not allow his wife to participate. In western
ethical research, it may be a dilemma where a potential participant is excluded

from information and decision-making.
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Before conducting the interviews, group interviews and workshops, | mentioned
the purpose of the study, the types of questions participants are supposed to
answer during interviews and group interviews (families and health profession-
als), including the potential risks and benefits of participation. Considering the
physical and mental state of the participant patients and family caregivers, |
asked participants on an ongoing basis if they wished to continue to be in the
study and allowed enough time for participants to review the consent form and
answer any queries they had during interviews. It was challenging during video
interviews. To solve the issue, | sent a brief interview guide and the consent
form to the participants in advance, so they could think about it and give con-
sent eventually. During video interviews, participants gave verbal consent, and

consents were audio recorded before initiating any interviews.

04.02 Privacy and confidentiality

| explained the issue of privacy to all the participants before data collection. In
study II, during individual interviews, | explained to the participants that | would
prefer to talk to them individually. The preference was made based on the result
of study I, which shows that talking about life-threatening diseases or death is
not expected within migrant families to protect others from mental distress
(219). Therefore, | was careful that their concern for each other might affect the
data quality. However, | was flexible. Patients and family caregivers in study |l
were interviewed in families (no. 5 and 15). They expressed the need to be
interviewed together so that they could refer to each other for support. In anoth-

er case, in study Il, family members were around while interviewing Pt (7). The

81

Jp'nps

Jpnps#



patient expressed the need for family members around him for mental support.
Health professionals’ mostly participated online from their workplace or home.
| clarified to the participants that | would like to interview them in privacy; how-
ever, it was challenging for one relative, R (1), in study Il. We chose a time for
the interview when no one else but the patient was at home to ensure privacy.
So, the patient was in the room during the interview as she (R1) was the only
caregiver for her mother-in-law. It was interesting to note that, after 28 minutes
of the interview, the father-in-law dropped into the home without notice. | could
see the participant was uncomfortable talking in front of the father-in-law. For
example, suddenly, her answers were short and went in the opposite direction
from our previous conversation. So | stopped the interview and clarified the
issues privately with the participant afterwards.

By reflecting on the importance of my data material, | considered privacy. | was
open to meeting participants outside their homes if necessary. | knew that it
might be difficult for both patient and family caregivers to share experiences in
front of each other. For example, in study I, Pt (6) was interviewed in a shop-
ping centre. While conducting my PhD, | established a sophisticated under-
standing of the original issues so that | could negotiate creative solutions to
resolve them. For example, in study Il, R (9) wanted to participate in the inter-
view but pushed the appointments thrice. | have been to their home to interview
his father, so | knew that the apartment was tiny, and there were many people
around, so it might be difficult for him to maintain privacy. | offered to come to
my place so we could talk in privacy, and then he accepted my offer and came

to my home. However, | was open to conducting interviews at the preferred site
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of the participant. The participant could not tell me he did not want to be inter-
viewed at home. | had to sense the issue and come up with options for him.
Confidentiality poses challenges while researching some small communities
among non-Western migrants (43). For example, Pt (3), in study Il, refused to
use an interpreter during the interview. He was afraid of spreading his private
information in the community in the presence of an interpreter. We agreed to
interview in English, although English is not his first language. Considering the
privacy and confidentiality of the participant’s personal information, | interviewed
them in their preferred languages.

All of the collected data were stored strictly confidential. All the electronic data
and audio recordings were saved in a password-protected folder. | assigned a
unigue identifier code to ensure privacy and used pseudonyms in all written
materials (i.e., transcripts and research reports) that were produced from the
data collection. | anonymized transcripts by removing identifying information

such as people’s names and places.

04.03 Risks and Benefits

The researcher needs to considered the risks and benefits the study might give
the participants (220). Some participants had individual benefits from participat-
ing in this study. Some described how sharing experiences via interviews made
them reflect on issues in palliative care they had not previously discussed. Fam-
ilies and health professionals might have felt contentment and satisfaction with
the possibility that their contributions will inform how the Danish healthcare
system might better support palliative care for migrant families. The potential

risks in this study could be that some questions may provoke feelings of sad-
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ness, vulnerability, or frustration in study Il. The potential risks in this study were
minimal, and | continually tried to balance them. For example, in study II, family
caregiver R (3) expressed her frustration during explaining how her husband
was informed about the life-threatening disease diagnosis in a hospital unit
without the presence of any relative. She started to cry while telling the story. |
stopped the interview and tried to comfort her by holding her hands. However,
comforting and solidifying the participants with physical support was not always
possible. Due to COVID-19, several interviews were conducted via video call.
During video conversations, | made every effort through my communication to
ensure that participants felt comfortable and safe. | informed participants that
they could skip any question they felt uncomfortable with or did not want to
answer.

Moreover, | was cautious of the language used during interviews, particularly
concerning death, dying, and cancer. Furthermore, | paid close attention to the
language used by participants to talk about death and dying. | actively avoided it
if the participants did not mention those words.

Indeed, | did not have enough knowledge of the method, data collection and
analysis, so | was supervised by experienced supervisors Mette Raunkiger,
Helle Timm, and Dorthe Nielsen during my PhD study. In the presence of all
supervisors, the authorship roles and order in each study were discussed and
agreed upon before the article writing process in the PhD meetings. Moreover,
in all three articles, each author's role in the “Author contributions” section was

mentioned to ensure transparency.
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Results

In this PhD thesis, three studies were conducted. The first was a systematic
review (Study 1), the second was a qualitative study (Study 11), and the third was
the development of a supportive palliative care intervention (Study Il1). In partic-
ular, the findings of study | informed the interview guide for study Il and contrib-
uted nuance to the empirical data of my subsequent studies (Studies Il and IlI).
The findings of studies | and Il directed the workshops with stakeholders. More-
over, results from studies | and Il, inspired by the theoretical framework of com-
plexity in palliative care (186), shaped the basic foundation of the logic model
and components of the intervention “Safe and Secure”.

Study |, the complete results of this study, are presented in Paper 1 (219). This
result section consists of a summary of the main results. Of 6170 records,
n=116 were initially read, and of those in total n= 28 articles were included.
Further, Seven (7) articles were identified from searching the reference list of
the identified articles. See Paper 1, Figure 1 for the flowchart. For the review,
n=29 qualitative and n=six quantitative articles were eligible. None of the in-
cluded articles was excluded based on the quality appraisal. See Table 4 in
Paper 1 for a short overview of the included articles and results of the quality
appraisal. Four main themes were identified in the data analysis: 1) Communi-
cation and language; 2) Knowledge and awareness; 3) Patient preferences,
cultural and religious issues; 4) Lack of resources at different levels of palliative
care service provision. The systematic review (Paper 1) is based on a second-
ary analysis of studies conducted by other researchers. Therefore, the definition

of migrants in paper 1 varies from article to article.
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In summary, the results demonstrate how non-Western migrants face diverse
interrelated factors contributing to their lower utilization of palliative care ser-
vices in Europe. For example, sub-optimal communication between migrant
families and health professionals were a combination of language differences,
unskilled interpreters, and different cultural background that led to dissatisfac-
tion among both parties. Communication (verbal and non-verbal) was often
interrupted by patients' preferences and religious and cultural views contradict-
ing health professionals' principles, e.g. disclosure of life-threatening disease
prognosis. The availability of relevant information on palliative care services in
local languages was perceived as a barrier to knowledge and awareness
among migrants. Moreover, barriers were also related to inflexibility and poor
adjustment of healthcare services for migrants due to inadequate resources,
e.g. time and/or cultural competency training for health professionals. The fo-
cus, therefore, should be on improving palliative care service provision at the
system, community and individual levels. Considering non-Western migrants as
a heterogeneous group, the current practice needs to provide support based on
their necessities in accessing and utilizing palliative care services.

Study Il, the complete results of this study are demonstrated in Paper 2 (221).
This result section includes a summary of the main results. In total, eight pa-
tients with life-threatening diseases, eleven family caregivers and ten health
professionals were interviewed.

See Paper 2, Table 3 for presentations of patients' and family caregivers’ char-
acteristics, and Table 4 for presentations of health professionals’ characteris-

tics.
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A total of 31 participants, consisting of 15 families and ten health professionals,
participated in nineteen individual semi-structured and four group interviews.
Three themes emerged from the data analysis: 1) Communication between
migrant families and health professionals; 2) Building and lack of trusting rela-
tions and feeling safe; and 3) Access to information and navigating in the
healthcare system. Moreover, “language and culture” appeared as transaction
themes that are not mutually exclusive, though they interconnect across the
three abovementioned themes.

The study findings show that a trusting relationship is often missing among
migrant families and health professionals due to language differences and a
lack of cultural competency among health professionals. Moreover, social net-
works (family members, relatives, friends, and colleagues) are central to care-
giving, navigating the health system, and decision-making in palliative care.
Thus, findings suggest that migrant families — like everyone else - need individ-
ualised palliative care based on their specific needs and available resources.
Study lll, the complete results of this study are demonstrated in Paper 3 (222).
The result section includes a summary of the main results.

A logic model of general palliative care service intervention for non-Western
migrants was developed by synthesising evidence from a systematic review on
facilitators and barriers to accessing and utilizing palliative care services, find-
ings from qualitative interviews with stakeholders on their experiences of utiliz-
ing/providing palliative care services, and results from three stakeholder work-
shops. See Paper 3, Table 2 for the logic model.

The research team developed the intervention components by combining study

I and Il results, the framework for complexity in palliative care and the logic
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model. The final intervention components included the following three compo-
nents:

1) Education and training for health professionals involved in palliative care at a
hospital or a municipality on person-centredness and culturally competent palli-
ative care. The education and training aim to ensure a better quality of palliative
care and to improve professionals' skills and confidence in providing care to-
wards patients from diverse backgrounds.

2) Consultations with the respective health professional in the healthcare setting
or at home. The patient and the family will be assigned to a health professional,
where the professional will introduce herself/himself and explain the “Safe and
Secure” intervention. Following this initial visit, the health professional and the
patient will plan further consultations on their preference, e.g., at home orin a
health setting. The frequency of visits is scheduled to be at least once a month.
3) Coordination of care between general practitioners, health professionals at
the hospital, and/or the municipality. The assigned health professionals are
encouraged to establish multidisciplinary and multi-professional collaboration
and coordination by considering individual patients and families. This compris-
es, e.g., the organisation of a multidisciplinary meeting with other health profes-

sionals involved in individual patient care.
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06

Discussion

The following section will start with a synthesis of findings and, finally, a discus-
sion of the strengths and limitations considerations from three studies. Based
on the above-mentioned results and results presented in the three papers, |
have identified three key areas in my PhD thesis that provide a structure for the
discussion in the next section. These areas are non-Western migrants as a
group, the organizational structure of palliative care and finally comparing the

intervention and its components with existing literature.

06.01 Non-Western migrants as a
group

Considering non-Western migrants with palliative care needs was warranted to
ensure equal access to palliative care. However, viewing migrants based on
origin should not lead to unwanted stereotyping and unclear diversity. In devel-
oping this supportive intervention, it was not intended to create a stigmatising
us/them dichotomy or to label migrants as a vulnerable group. Indeed, not all
migrants in Denmark are vulnerable. Migrants, like ethnic Danes, are usually
diverse regarding their, e.g. socio-economic condition, jobs, education, and
availability of family caregivers. In addition, the needs and wishes of patients
with palliative care need with a migration background are often similar to those
without a migration background (28). Therefore, a question might arise, if the
problems are so generic, why is it essential to study non-Western migrants as a
group? Since migration is an independent social determinant of health risk,
even when the usual socioeconomic risk factors are considered (78, 94, 223). In

addition, diverse migration-specific aspects, such as migration history, Danish

89

Jp'nps

Jpnps#



language proficiency and length of stay in Denmark, and cultural and religious
preferences, can influence the access to and utilisation of palliative care ser-
vices.

In papers, 1 and 2, cultural differences' translational and relational nature
emerged as significant factors. Culture is translational and relational. Thus cul-
tural differences and stereotypes are constructions that only come into play
when two or more perspectives meet, e.g., in encounters between service pro-
viders and service recipients (91). Therefore, interpretations of differences re-
veal as much about the observer as they do about the culture. When partici-
pants talked about cultural differences and cultural stereotypes, they did so
concerning their own experiences, knowledge and positioning.

First-generation non-Western migrant patients and their family members are
pioneers in their communities in finding appropriate palliative care services in
Denmark. They often lack role models, partly because they have left the care of
their parents and elderly family members to relatives who have remained in their
country of origin. Studies in the USA have documented that second-generation
migrants are more likely to be prepared towards their end of life by participating
in discussions and completing ACP (224, 225). A study conducted among sec-
ond-generation Chinese migrants has documented that the meaning of care has
changed over generations. The traditional form of practical support for parents
in the activities of daily living (e.g. cooking, shopping, washing) is now being
changed by language support, orientation in the health system, home visits,
help and social support (122). The Danish health system does not yet have
experience using palliative care services for second-generation migrants. The

results of this doctoral thesis provide a basis for sharing evidence-based
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knowledge while considering palliative care services for the next generation of
migrants in Denmark. As this thesis encompasses experiences and views of
second-generation migrants, nevertheless, mainly as family caregivers. Further
research could explore how the trend of using palliative care services changes
across generations among those who were not as close to the home country's
traditions as their parents.

The systematic review of European evidence (paper 1) and the empirical stud-
ies in Denmark (papers 2 and 3) have shown differences within the study popu-
lation, e.g. family members make different palliative care decisions depending
on their cultural and religious preferences. In addition, migrants with more re-
sources, e.g. relatives, higher education and income, more extended residence
in the host country and knowledge of the local language, cope better in their
palliative course than new migrants or migrants living alone. These findings are
confirmed by several previous studies conducted in different contexts among
similar populations, such as the UK, Australia, Canada, and the USA (2, 156,
226, 227). The diversity within the group supports the implementation of person-
centred palliative care in practice as recommended in the ‘Safe and Secure’
intervention.

The interviews with health professionals in papers 2 and 3 also showed differ-
ences and similarities in how they understood and treated non-Western mi-
grants compared to their Danish compatriots. It was not only cultural, religious
and language differences that contributed to poor consultations or lack of con-
sensus, but also health professionals' poor understanding of the individual pa-
tient or family in care management. Health professionals in other European

countries have reported similar confusion around the role and structure of the
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family among migrants (93, 228, 229). Although the structure of the families can
be complex, patients with palliative care needs and their family members are
central to palliative care (36). In studies Il and Ill, it seemed easier for health
professionals to help Danes as they understand Danish family relationships and
care decision-making. The composition of the care group is familiar to health
professionals. However, pre-migration history, resource availability and complex
family roles are not exclusive to the culture, religion or ethnicity of non-Western
migrants. Studies conducted in Sweden, Netherlands and Belgium reported
similar findings (19, 29, 93). Palliative care health professionals expressed that
interacting with patients and families from other cultural backgrounds carries
conflicts, uncertainty, stress and frustration (19, 29, 93). Therefore, this PhD
study advocates for considering the whole context of each patient and family,
consequently paying attention to cultural specificities. As evidences emphasize,
culturally competent care is one of the most important aspects of person-
centred care (2-4, 96). Looking at each patient based on their resources or
perceived needs could also help to put the person in perspective across cul-
tures, regardless of their background. Through this PhD study, | have gradually
learned that the supportive intervention we have developed might not be unique
to meet the specific needs of non-Western migrants in Denmark. It might apply
equally to a frail elderly native Dane from a low socio-economic condition, living
alone in a remote area. Irrespective of ethnic background, patients encounter
particular challenges in accessing palliative care due to, e.g. low health literacy,
lack of family caregivers, and communication difficulties between healthcare
providers (230, 231). In line with this finding, two Danish studies suggest that

under-prioritised cancer patients could benefit from additional support to access
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and use palliative care and developed tools to identify the patients in need (230,
231). Thus, this “Safe and Secure” intervention can potentially support patients
irrespective of their ethnic background. This intervention might, therefore, also
be a model of palliative care that is transferable to other populations and con-

texts, although this requires further research.

06.02 The organizational structure of
palliative care

Combining the findings presented in this thesis shows that organisational struc-
ture is important to approach palliative care towards non-Western migrants, for
example, the collaboration between migrant patients, their family caregivers,
professionals, and healthcare organisations. According to previous literature, it
is significant to understand the barriers to and facilitators of change so that
organisational improvements can be tailored to meet individual and organisa-
tional needs (232). In paper 1 and paper 2, the lack of resources (e.g., time) at
different levels of palliative care service provision was found to be of great im-
portance, which leads to limited access, utilisation and consequently, satisfac-
tion with care. For example, to reduce the extra burden on the health system,
Danish health authorities have decided that migrants living in Denmark for more
than three years must pay for their interpreter service (233). This interpreter fee
can have consequences, especially for those with limited financial resources,
such as delays in diagnosing life-threatening diseases. Likewise, a study in
Germany mentioned that the inflexibility of organisational strategies hinders
access to palliative care among migrants (28).

Unlike Germany, Danish studies found that migrants were more likely to use

specialised palliative care than native Danes (234-236). The findings suggest a
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greater need for hospital and home-based services towards migrants (234,
235). Likewise, Danish researchers found that migrants had more face-to-face
contact with general practitioners in the last 90 days of their lives than native
Danes (237). Explanations of the extra visits near death, might be often ex-
plained by delay in diagnosis, ignorance of the system and the poor ability to
follow medical instructions or the doctor's advice (238). Although, international
evidence revealed that early integration of palliative care benefits patients and
reduces unnecessary hospital admissions and healthcare costs (6).

In papers 2 and 3, migrant families and health professionals especially valued
the necessity of continuity of care, as building trusting relationships was im-
portant. Moreover, participants expressed the need for training to discuss pallia-
tive care. A Danish study of health professionals' experience with palliative care
in patients (irrespective of ethnicity) with COPD reported similar organisational
challenges, including lack of time and continuity of care, lack of opportunities for
discussing palliative care, and lack of peer learning (239). A study including five
European countries (England, Germany, Italy, Norway and the Netherlands)
indicates that some of the barriers and facilitators, for example, lack of skill
among health professionals, time constraints, and financial aspects, were expe-
rienced by health professionals in almost all countries (232). In light of the
common organisational challenges of palliative care, policy makers should con-
sider new organisational structures that support tailored interventions to im-
prove the organisation of palliative care and meet challenges beyond those
typical of health care reform implementation (232).

Inter-professional approaches to palliative care are an integral part of the care

provided in Denmark. In 2016, the Danish Multidisciplinary Cancer Group of
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Palliative Care (DMCG-PAL) published their findings on mapping current inter-
professional collaborations in general and specialised palliative care (240). The
results indicate that there will be increasing demand for cooperation between
the general and the specialised level as more patients with palliative care need
stay home (240). The findings suggest developing and eventually evaluating
different intersectoral collaboration models to ensure better patient care regard-
ing safety, minimising breaks in the patient palliative trajectory and readmis-
sions (240). In line with the results of papers 2 and 3, the health professionals
expressed the need for intersectoral and inter-professional collaboration, reduc-
ing fragmentation of care. Lack of coordination of palliative care across medical
specialities and healthcare services conflicts with the holism of palliative care.
Suppose the ” Safe and Secure” intervention proved to be successful in attain-
ing the proposed outcomes. In that case, it will contribute to meeting the holistic
palliative care needs of non-Western migrant patients and their families. Unde-
niably, the organisational structure of palliative care needs flexibility and extra

resources to provide care for individuals with diverse backgrounds.

06.03 Comparing the intervention and
its components with existing literature

A recently published Danish study among migrants highlighted the importance
of coproducing health care with migrants (241). The study findings focused on
the significance of flexibility among service providers' practice for showing com-
passion and accepting the vulnerability of the diverse population (241). Howev-
er, the service providers without proper training cannot ensure equal and equi-

table health care service towards migrants (242). Thus, the first component of
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the “Safe and Secure” intervention highlights the importance of education and
training on person-centred, culturally competent palliative care towards health
professionals. Previous palliative care interventions in other European settings
have mentioned the importance of health professionals’ training. For example, a
RCT in Belgium aimed to investigate the effect of early integration of palliative
care compared with usual care among advance cancer patients (243). There-
fore, the training of the health professionals included information about cancer
treatments early in the disease trajectory (243). Another palliative care interven-
tion towards COPD patients stressed the importance of training health profes-
sionals with the care and knowledge for patients with end-stage COPD (244).
Noticeably, the training content depends mostly upon the aim of the investiga-

tion and the target population.

According to a Danish study, cultural factors significantly influence migrants'
access to dementia care services (245). The study suggests a need to raise
awareness of dementia and the availability of dementia care services among
migrants, reduce stigma and develop culturally appropriate interventions (245).
Several Danish and international literature showed evidence of studying and
providing tailored interventions towards migrants. For example, in the USA, an
intervention was designed to increase African American patients' opportunities
to use palliative care services by improving patients' and physicians’ motivation
and capacity (48). Similarly, a Danish study reports that migrants only open up
when they feel safe and comfortable with the health professional (246). It could
be derived from the evidence that assigning a health professional to the patient

and his family can improve the professional-patient relationship, irrespective of
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ethnicity or disease conditions. A Danish study showed that assigning a health
professional to a COPD patient improved the quality of care and made patient
and family caregivers feel safe, enhancing their confidence in self-management
abilities (247). Indeed, it is anticipated that the consultations with assigned
trained health professional (second component of ” Safe and Secure” interven-
tion) have the prospective to address needs of the migrant families based on
their preferences. Connecting a health professional with a migrant's family have
the potential to maintain continuity of care, thus building trusting relationship

with migrant families.

Similar to the final component of the “Safe and Secure”, previous palliative care
intervention studies have mentioned the significance of coordination of care
between involved health professionals (70, 71, 244, 248). Palliative care service
providers might be benefited from the inter-sectoral management strategy
throughout the life-threatening disease trajectory, which includes coordination of
care between health professionals for migrant families and in general. One
might argue that coordination of care might not be unique to the migrants or any
disease group but for all in general. | completely agree that the components of
this intervention are broad and could benefit those with special needs and pref-
erences, irrespective of their ethnicity. WHO recommends that healthcare to-
wards migrants may sometimes need to be delivered parallel to the respective
national health system. However, in the long term, migrants' health needs to be
mainstreamed in the existing services (249). Thus, this supportive palliative care

intervention component is modelled flexibly and generically to be introduced as

97

Jp'nps

Jpnps#



parallel to the current palliative care service provision, which could still be

adopted in the Danish health care system in the long term.

06.04 Strengths and Limitations

The following section includes discussions of the methodological strengths and
limitations of this PhD study, a reflection on pragmatism as the paradigm, the
intervention development, followed by thematic analysis, and finally, involving

stakeholders for this PhD study.

06.04.01 Pragmatism as the paradigm

One can discuss if pragmatism can be considered a paradigm as it concerns
practicality over philosophical foundation. Followers of pragmatism paused
questions on the term “paradigm” and indicated different meanings within the
literature (134, 250). Pragmatism does not overlook ontological and epistemo-
logical issues, as it maintains its connection with the methods used to produce
knowledge (134, 250). Pragmatism, however, focuses mainly on exploring the
nature of human experience, in which the beliefs and actions of the researcher
constantly interact to generate meaning and motivate the production and phi-
losophy of knowledge (134). Thus, pragmatism is not missing a philosophy of

knowledge. Instead, it goes beyond problem-solving and practicality (134).
Another critique of pragmatism is the confusion around its basic features or the

failure of pragmatists to be specific about their assumptions (139). For instance,

pragmatists are criticised for not stating whose values are involved in the inves-

98



tigation and what they mean by practicality or workability (139). For this PhD
study, my own values and the values of stakeholders were comprised to pro-
duce knowledge, while workability includes the ability to integrate this interven-
tion within basic palliative care. Another critique is that pragmatism is exclusive-
ly associated with mixed methods research (134, 137, 139). Indeed, pragma-
tism embraces a “what works at the time” approach to research methods. Thus,
investigators can use quantitative, qualitative, or mixed methods based on their

research question (132, 134, 139).

06.04.02 Intervention development

The “Safe and Secure” intervention was developed based on participants' opin-
ions. A limitation of this thesis is that the data depend on the subjective experi-
ences and responses of the participants, which may have been influenced by
social desirability. This study did not include participant observation in data
collection and analysis. The combination of participant observation and inter-
view and including different stakeholders' perspectives on palliative care prac-
tice could have strengthened this project. The participant observations have the
potential to provide a nuanced illustration of the phenomenon (251). It could rise
to elaborations of what was observed and the informants' own words and inter-
pretations. Not including participant observations concerning the context of
receiving palliative care (migrant families) and clinical practice (service provid-

ers) weakens the project's empirical basis and analyses.

A strength of this study was the commitment to a well-established framework,

for example, the MRC framework (185). The results from each study phase
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informed the following phase, which resulted in gathered evidence that led to
the development of an evidence-based intervention “ Safe and Secure”. The
MRC framework helped to inform the research approach (qualitative methodol-
ogy) and offered a structure for the systematic development of the intervention
by involving multiple stakeholders. However, the time taken in developing the
intervention stage of the MRC framework has been discussed within palliative
care (252). Investing in developing the intervention is important to avoid the
ethical and practical problems within palliative care research and consequently
develop a more feasible, implementable intervention to reduce research waste
(140). An additional concern is the generic nature of the MRC framework. How-
ever, this was lessened by using the framework for complexity in palliative care,

which provided important aspects specific to the context (186).

06.04.03 Thematic analysis

One critique of thematic analysis is related to its flexibility. It poses a challenge
in achieving coherence between the research objectives, philosophical and
theoretical assumptions, and chosen methods and could affect the research's
methodological integrity (253). | want to argue that the flexibility of thematic
analysis gave strength to my PhD study, fits with the pragmatic worldview and
are appropriate to answer my research question. It is also criticized for its lack
of interpretative depth and descriptive focus, but the thematic analysis is not
necessarily simple or complex; it depends on how it is applied (254). There is a
misconception that thematic analysis is an atheoretical method. Instead, it is

theoretically flexible since investigators select the theoretical framework most
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appropriate to answer their research questions (255, 256). Finally, thematic
analysis is criticized for being a poorly defined and unstructured method (254).
In recent years, however, several papers have offered distinctive methods and
tools for rigorously conducting thematic analyses, including Braun and Clarke's
six-phase process (187, 257). | have used Braun and Clarke's six steps in stud-
ies | and Il to develop themes. See Paper 1, table 5 and Paper 2, table 2 for the

analysis process.

06.04.04 Involving stakeholders

One of the strengths of this thesis is involving multiple stakeholders in develop-
ing the intervention. Involving stakeholders is significant in designing interven-
tions according to their needs (185). Involving migrant patients with palliative
care needs contributed insights into living with and caring for the ones with life-
threatening diseases, adding unique perspectives to the research. Though, one
of the limitations of this thesis was the challenges of involving migrant patients
with palliative care needs and their family members as true co-researchers
throughout this project. Research showed that involving stakeholders in migrant
palliative care can improve patient-physician interpersonal communication (48).
Stakeholders would ideally have been involved from the very beginning of this
thesis for them to be involved in essential components such as generating re-
search questions, prioritising, designing, conducting and interpreting data.
However, as mentioned earlier, | experienced challenges such as gaining ac-
cess, ethical concerns and logistical issues that delayed the involvement of the

stakeholders and hindered my ability to participate.
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Moreover, as a naive researcher in co-production, | possibly underestimated the
time required to establish and build trusting relationships with stakeholders. An
additional limitation was stakeholders were involved from the micro level, for
example, the patient, family caregivers, and healthcare professional levels, with
less focus on the macro level, for example, collaboration between hospitals and
community services. Nevertheless, the limited involvement of stakeholders at
the macro level is justifiable, as the involvement of all stakeholders is neither

feasible nor necessary (108).
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07

Conclusion

This thesis presents a comprehensive and novel body of research exploring
palliative care among non-Western migrants in Denmark. The overall aim of this
thesis - to develop a supportive palliative care intervention towards non-
Western migrant patients with a life-threatening disease and their families in
Denmark - has been successfully achieved.

The study has offered a glimpse into the complexity of the utilization of palliative
care among non-Western migrants and merely scratched the surface of the
supportive intervention towards migrant families. Indeed, palliative care towards
migrants is an emerging research field in Denmark, which is increasingly recog-
nized as a way to ensure equitable health service. Different chapters presented
in this thesis have provided a deeper understanding of the phenomena of pallia-
tive care among different parties involved in care (patients, family caregivers
and health professionals). It is documented that migrant families value palliative
care near death, although; it is evident that the group is under-represented in
palliative care according to their needs. The current thesis has identified several
facilitators and challenges hindering this group's utilization of palliative care.
The current thesis has come up with several strategies to overcome the difficul-
ties, to make the path of palliative care easily accessible for those in need.
Thus, the study suggests that non-Western migrant families and their health
professionals must be proactive in building collaboration and forming a collec-
tive effort to support greater demand for patients with palliative needs. Health
professionals can help families and patients with palliative needs by organizing,
training and disseminating relevant information about different opportunities

available in the Danish healthcare system and how to access them. In addition,
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the results of this thesis should be seen as a contribution to organisational
change, as the findings suggest improving palliative care for migrants; it is not
sufficient to address the individual or service level.

Finally, several topics and knowledge gaps that warrant further research can
contribute to achieving a greater match between the values set in the Danish
health system and reality by providing insights that inform research and prac-
tice. Taken together, collective efforts from different stakeholders working with
palliative care and their families have the potential to facilitate access to availa-
ble supports, which, in turn, would increase their access to palliative care, thus

achieving the goal of equal health care.

07.01 What this PhD project adds

This PhD project describes how and to what extent palliative care research has
been conducted among non-Western migrants in Europe, and possible barriers,
enablers, and suggestions to enhance their access to palliative care. Moreover,
this project informs practice and provides evidence on non-Western migrant
palliative care in Denmark. The findings of this project advocate for focusing on
person-centredness towards the patient and the entire family while providing
palliative care services for non-Western migrants. This project adds to the
knowledge that focusing on the individual level is insufficient. Instead, coordina-
tion and changes need to be made at different levels of the care system to en-
sure better palliative care for non-Western migrants. This study also proves that
by devoting efficient strategy, sufficient time, resources and energyi, it is possi-
ble to recruit non-Western migrants with palliative needs for a research project.

However, an important lesson learned through this PhD has been to allow more
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attention to the priorities and resources of the organization. As | tried to build a
collaboration with four different municipalities in Denmark to deliver the inter-
vention, each municipality recognised the importance of reaching out to this

group and their needs, even though they lacked time and resources.

07.02 Implications

From this PhD study, there are different implications essential to utilise to im-
prove current palliative care service provision, here among non-Western mi-
grants. Below implications will be elaborated on:

Implication for research

Implication for practice

07.02.01 Implication for research

Research on non-Western migrants’ palliative care and developing palliative
care interventions for them is limited, particularly in the Danish context. To my
knowledge, this is the first study that developed supportive palliative care inter-
vention towards non-Western migrants that involved different stakeholders in
Denmark. This thesis mainly adds to the literature on palliative care needs re-
lated to supporting patients with life-threatening diseases and family members
by exploring the topic from different angles, including the evidence, service
users’ experiences, and service providers’ perspectives. The themes that
emerged from secondary data and empirical data shared by service users and
providers help us understand the complexity of palliative care in light of the
theoretical framework (186). However, the socio-economic characteristics of this

population related to their barriers to accessing palliative care remained un-
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known. Further research is needed to reflect on the demographic profiles of the
migrant population.

Moreover, the policy-related factors affecting the palliative care provided to non-
Western migrants remained relatively unexplored. Further studies are needed to
capture the voice of policymakers to expand the understanding of this phenom-
enon. Moreover, research is needed regarding how socioeconomic conditions,
legal status, housing problems, and education affect the palliative care utiliza-

tion of non-Western migrants.

07.02.02 Implication for practice

The findings from this thesis suggest a health professional-led intervention is
likely to be able to facilitate a care system that provides more collaborative,
unified palliative care for non-Western migrant families. Although the im-
portance of coordinating intervention was evident, underlying concerns remain
over the applicability of such a model of palliative care for non-Western mi-
grants and the feasibility of implementing the higher-order organizational adap-
tations within the well-established Danish healthcare system. These questions
might be addressed in future work around the feasibility study.

Besides other reasons, the Danish healthcare system is under considerable
stress in the world's current economic situation after COVID and the war in
Ukraine. As | have seen through the thesis, the flexibility of funding, workforce,
and resources is already significant. Furthermore, it is hard to consider imple-
menting a new intervention outside the existing healthcare structure. Danish
municipal palliative care evidence shows that complex interventions must be
incorporated into existing organizational structures such as meetings, IT and

interdisciplinary/cross-sectoral documentation systems (110). In line with the

106



existing evidence, this study's findings advocate for implementing interventions
within the existing structure to ensure sustainability.

The "Safe and Secure” intervention or the logic model developed for this inter-
vention is context specific. The logic model (see paper 3, Table 2) is used to
specify the resources and activities that lead to the outcomes so that the inter-
ventions can be easily adapted. A visual representation of the hypothesised
mechanism of change allows a scientific readership in other contexts to assess
the usefulness of the identified resources, activities and outcomes for their
health system and determine which elements can be transferred and which
need to be further tailored. Some aspects of the developed intervention model
are transferable to other countries, especially Nordic countries where palliative

care is available in primary care.

07.03 Future perspective

Several questions are yet to answer about the intervention “Safe and Secure”
after this PhD study and are food for future research:

How will the intervention be organised, e.g. within the hospital or in the
municipality, and who will identify and recruit the patients who need additional
support?

What is the optimal structure and frequency of consultations between health
professionals and patients?

What level of care coordination is most likely to be achieved, and what is
required to achieve it?

How can this intervention be integrated into the ongoing palliative service

provision structure to achieve sustainability?
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Further research using focus groups with service users and health professionals
may help generate more critical discussion around the model of care, its likely
acceptability, utility, and feasibility in current Danish healthcare settings. After
the conceptual model is revised based on feedback, feasibility studies and pilot
trials will be conducted. The feasibility study is completed to answer the ques-
tion, 'Is it feasible?' It includes reviewing the uncertain parameters of an inter-
vention and describing methods to improve its accuracy (258). A feasibility
study for the “Safe and Secure” intervention will involve developing training
materials to facilitate the training of health professionals as described in the
logic model (222). Following training, health professionals will be responsible for
delivering the "Safe and Secure” intervention over six months to 30-35 migrants
with palliative care needs and their family caregivers. During the feasibility
study, | will collect data on the implementation and procedures of delivery. It will
also concern recruiting and retaining migrants with palliative care needs and
their family caregivers. A feasibility assessment might involve collecting qualita-
tive data from various stakeholders to determine difficulties and ways to over-
come them, views on facilitating factors and patterns to incorporate them, and
whether further modifications are required.

A pilot study can be conducted following the completion of a feasibility study
and any changes or refinements. As a next step, a pilot study might be appro-
priate, as pilot studies are smaller versions of the main study to test whether the
components and process of the study can work together (258). Pilot studies
focus on smooth processes such as recruitment, randomisation, treatment and
follow-up assessments. Often, pilot studies are the first phases of more exten-

sive studies that measure primary outcomes (259). Following promising results
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from a piloting stage, the “Safe and Secure” intervention will be introduced to a
large scale over multiple hospital or municipality centres. A draft of the infor-
mation leaflet of the intervention is attached in appendix 9. The folder is possi-
ble to download via this link

https://www.rehpa.dk/wp-content/uploads/2023/05/Tryg-og-Sikker-folder.pdf

| did not investigate this intervention's economic benefit and fidelity due to lim-
ited resources within the PhD thesis regarding time and funding. These are
essential topics that should be further researched. One way of measuring eco-
nomic benefit could be to examine whether the intervention enabled patients to
remain in their homes instead of being admitted to the hospital.

The final stage in implementing complex interventions is to examine how they
are implemented in practice, particularly in terms of acceptance rates, stability
of the intervention and possible adverse effects (108). This PhD thesis did not
examine the implementation processes of this intervention, so further investiga-

tion is needed.
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https://www.rehpa.dk/wp-content/uploads/2023/05/Tryg-og-Sikker-folder.pdf

08 English summary

Background

International migration is increasing globally. In 2021, 14% of the population in
Denmark had a migration background. Many work migrants who migrated be-
tween 1960 and 1970 are now ageing. Therefore, an increasing number of
migrants are expected to be benefited from the palliative care approach. There
have been calls to understand better the barriers and facilitators to access and
use palliative care services among non-Western migrants with a life-threatening
disease and their family members. Still, there is a lack of knowledge on the
effectiveness of palliative care interventions for non-Western migrants, and
there are currently no tailored interventions towards them in Denmark. This PhD
thesis endeavours to mitigate these gaps in the current evidence base through
three studies.

Aim

This PhD thesis aimed to develop a supportive palliative care intervention to-
wards non-western migrant patients with a life-threatening disease and their
families in Denmark.

Methods

The Medical Research Council (MRC) framework for developing and evaluating
complex interventions guided the approach to this multiple qualitative methods
research. First, a systematic review of opportunities and barriers to palliative
care access and utilisation among non-Western migrants in Europe was con-
ducted (study I). Next, eight non-western migrants with life-threatening diseas-
es, eleven family caregivers, and ten health professionals were interviewed on

their experiences while utilizing and delivering palliative care services in Den-
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mark (study II). Finally, the findings of studies | and Il were discussed with
stakeholders via three workshops to develop a supportive palliative care inter-
vention towards non-Western migrants in Denmark (study 111).

Results

The systematic review (study |) identified barriers to migrants’ utilization of palli-
ative care in Europe and possible suggestions to overcome the barriers recom-
mended in the included articles. The main barriers to access to and utilization of
palliative care are poor communication, lack of knowledge and awareness
among migrants about the existing palliative services, differences in religious
and cultural preferences, and lack of resources at different levels of the health
systems and palliative care providing organisations. The interview study (study
1) identified determinants influencing palliative care experiences in Denmark
from the perspectives of service receivers and service providers, e.g., trusting
relations between families and health professionals, feeling safe in the
healthcare system and language and cultural differences. Based on the findings
and underlying theoretical framework for complexity in palliative care, “Safe and
Secure” complex intervention was developed (study lll), including three compo-
nents: education and training sessions, consultations with the health profes-
sional, and coordination of care. The “Safe and Secure” is a health professional
(for example, nurse, physiotherapist, or occupational therapist) led person-
centred palliative care intervention at the general palliative care level.
Conclusion

This PhD thesis has contributed to knowledge by providing a much-needed
conceptual understanding of this complex issue and towards supportive pallia-

tive care intervention development for non-Western migrants in Denmark. The
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intervention focuses on the holistic palliative care approach by providing per-
son-centred care towards non-Western migrant patients and families with pallia-
tive care needs. Further research is needed to assess the acceptability and

sustainability of this novel intervention through a feasibility study.
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Danish summary

Bagrund

International migration er stigende globalt. | 2021 havde 14 % af befolkningen i
Danmark migrationsbaggrund. Et betydeligt antal arbejdsmigranter, der
migrerede mellem 1960 og 1970, eeldes nu. Derfor kan et stigende antal
migranter forventes at fa gavn af en palliativ indsats. Der har vaeret opfordringer
til bedre at forstd barriererne og facilitatorerne for at fa adgang til og bruge
palliative ydelser blandt ikke-vestlige migranter med livstruende sygdom og
deres familiemedlemmer. Der mangler dog viden om effektiviteten af palliative
indsatser for ikke-vestlige migranter, og der er i gjeblikket ingen skreeddersyet
indsats til dem i Danmark. Denne ph.d.-afhandling bestraeber sig pa at afbade
disse videnshuller gennem tre undersggelser.

Formal

Det overordnede formal med denne ph.d.-afhandling var at udvikle en stgttende
palliativ intervention til livstruede syge mennesker med ikke-vestlig
migrantbaggrund og deres familier i Danmark.

Metoder

Medical Research Council (MRC) dannede ramme for udvikling og evaluering af
en komplekse intervention til i, hvori der indgik flere kvalitative metoder. Farst
blev der gennemfart en systematisk gennemgang med fokus pa muligheder og
barrierer for adgang og udnyttelse af palliativ indsats blandt ikke-vestlige
migranter i Europa (undersggelse I). Dernaest blev otte ikke-vestlige migranter
med livstruende sygdomme, 11 pargrende og 10 sundhedsprofessionelle
interviewet om deres erfaringer i forhold til at modtage og yde palliation i

Danmark (undersggelse Il). Endelig blev resultaterne af undersggelse | og I
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diskuteret med interessenter via tre workshops med henblik pa at udvikle en
stgttende palliativ indsats over for ikke-vestlige migranter i Danmark
(undersggelse 1lI).

Resultater

Det systematiske review (undersggelse |) identificerede muligheder og barrierer
i forhold til palliativ indsats til migranter og deres familier i Europa.
Hovedbarrierer for adgang til og udnyttelse af palliativ indsats er darlig
kommunikation, manglende viden og bevidsthed blandt migranter om de
eksisterende palliative tilbud, forskelle pa religigse og kulturelle preeferencer,
mangel pa ressourcer pa forskellige niveauer af de sundhedssystemer og
organisationer, der leverer palliation. Interviewundersggelsen (undersggelse I1)
identificerede forskellige forhold, der pavirker de palliative ydelser i Danmark fra
familiernes og de professionelles perspektiver f.x. tillidsfulde relationer mellem
familier og sundhedsprofessionelle, tryghed i sundhedssystemet og sproglige
og kulturelle forskelle. Baseret pa resultaterne og en underliggende teoretiske
ramme om kompleksitet i palliation, blev en kompleks intervention "Tryg og
Sikker" udviklet (studie 1), hvori tre komponenter indgar: uddannelse og
traeningssessioner, konsultationer med sundhedspersonalet og koordinering af
den palliative indsats.

Konklusion

Denne ph.d.-afhandling har bidraget til viden om, hvordan det er muligt at
forbedre den palliative indsats til mennesker med ikke-vestlig migrant baggrund
og deres familier gennem en konkret intervention. Interventionen indeholder og
fokuserer pa en holistiske palliative tilgang, herunder at yde personcentreret

indsats til ikke-vestlige migrantpatienter og familier med behov for palliation.

114



Yderligere forskning er ngdvendig for at vurdere acceptabiliteten og

baeredygtigheden af denne nye intervention gennem en forundersggelse.

115

Jp'nps

Jpnps#



10 References

1. WHO. Refugee and migrant health: World Health Organization,
Europe; 2023 [Available from: https://www.who.int/europe/health-topics/refugee-
and-migrant-health#tab=tab 1.

2. Evans N, Mefiaca A, Andrew EV, Koffman J, Harding R,
Higginson 13, et al. Systematic review of the primary research on minority ethnic
groups and end-of-life care from the United Kingdom. Journal of pain and
symptom management. 2012;43(2):261-86.

3. Shabnam J, Timm H, Nielsen DS, Raunkiaer M. Palliative care
for older South Asian migrants: A systematic review. Palliative & supportive
care. 2020;18(3):346-58.

4. Pentaris P, Thomsen LL. Cultural and religious diversity in
hospice and palliative care: a qualitative cross-country comparative analysis of
the challenges of health-care professionals. OMEGA-Journal of Death and
Dying. 2020;81(4):648-69.

5. Rechel B, Mladovsky P, Ingleby D, Mackenbach JP, McKee M.
Migration and health in an increasingly diverse Europe. The Lancet.
2013;381(9873):1235-45.

6. Knaul FM, Farmer PE, Krakauer EL, De Lima L, Bhadelia A,
Kwete XJ, et al. Alleviating the access abyss in palliative care and pain relief—
an imperative of universal health coverage: the Lancet Commission report. The
Lancet. 2018;391(10128):1391-454.

7. Raunkiaer M. Forestillinger om dgden blandt aeldre og
pargrende med etnisk minoritetsbaggrund. I: Z£ldre med anden etnisk
baggrund: viden og inspiration til indsats2013.

8. Hansen EB. Older immigrants’ use of public home care and
residential care. European Journal of Ageing. 2014;11(1):41-53.
9. Markham S, Islam Z, Faull C. | never knew that! Why do people

from Black and Asian Minority Ethnic groups in Leicester access hospice
services less than other groups? A discussion with community groups. Diversity
and Equality in Health and Care. 2014;11(3).

10. Venkatasalu MR, Seymour JE, Arthur A. Dying at home: A
qualitative study of the perspectives of older South Asians living in the United
Kingdom. Palliative medicine. 2014;28(3):264-72.

11. Speck P. Culture and spirituality: essential components of
palliative care. Postgraduate medical journal. 2016;92(1088):341-5.
12. Saroglou V, Cohen AB. Psychology of culture and religion:

Introduction to the JCCP special issue. Journal of Cross-Cultural Psychology.
2011;42(8):1309-19.

13. Cowan MM. The lived experiences of the Sikh population of
south east England when caring for a dying relative at home. International
journal of palliative nursing. 2014;20(4):179-86.

116


https://www.who.int/europe/health-topics/refugee-and-migrant-health#tab=tab_1
https://www.who.int/europe/health-topics/refugee-and-migrant-health#tab=tab_1

14. Kristiansen M, Irshad T, Worth A, Bhopal R, Lawton J, Sheikh
A. The practice of hope: a longitudinal, multi-perspective qualitative study
among South Asian Sikhs and Muslims with life-limiting illness in Scotland.
Ethnicity & Health. 2014;19(1):1-19.

15. Gerber K, Maharaj E, Brijnath B, Antoniades J. End-of-life care
for older first-generation migrants: a scoping review. BMJ Supportive &
Palliative Care. 2020.

16. Fang ML, Malcoe LH, Sixsmith J, Wong LYM, Callender M.
Exploring traditional end-of-life beliefs, values, expectations, and practices
among Chinese women living in England: Informing culturally safe care.
Palliative & supportive care. 2015;13(5):1261-74.

17. Venkatasalu MR. Let him not be alone: perspectives of older
British South Asian minority ethnic patients on dying in acute hospitals.
International Journal of Palliative Nursing. 2017;23(9):432-9.

18. Radhakrishnan K, Saxena S, Jillapalli R, Jang Y, Kim M.
Barriers to and facilitators of South Asian Indian-Americans’ engagement in
advanced care planning behaviors. Journal of Nursing Scholarship.
2017;49(3):294-302.

19. de Graaff FM, Francke AL, van den Muijsenbergh ME, van der
Geest S. 'Palliative care': a contradiction in terms? A qualitative study of cancer
patients with a Turkish or Moroccan background, their relatives and care
providers. BMC palliative care. 2010;9(1):1-14.

20. Wilkinson E, Randhawa G, Brown E, Da Silva Gane M, Stoves
J, Warwick G, et al. Time, timing, talking and training: findings from an
exploratory action research study to improve quality of end of life care for
minority ethnic kidney patients. Clinical Kidney Journal. 2017;10(3):419-24.

21. Berkman CS, Ko E. What and when Korean American older
adults want to know about serious illness. Journal of Psychosocial Oncology.
2010;28(3):244-59.

22. Van Keer R-L, Deschepper R, Huyghens L, Bilsen J.
Challenges in delivering bad news in a multi-ethnic intensive care unit: An

ethnographic study. Patient Education and Counseling. 2019;102(12):2199-207.

23. Somerville J. Palliative care: the experience of informal carers
within the Bangladeshi community. International Journal of Palliative Nursing.
2001;7(5):240-7.

24. Shanmugasundaram S. Unmet needs of the Indian family
members of terminally ill patients receiving palliative care services. Journal of
Hospice & Palliative Nursing. 2015;17(6):536-43.

25. Calanzani N, Koffman J, Higginson IJ. Palliative and end of life
care for Black, Asian and Minority Ethnic groups in the UK. 2013.
26. De Graaff FM, Francke AL, Van den Muijsenbergh ME, van der

Geest S. Talking in triads: communication with T urkish and M oroccan

117

Jp'nps

Jpnps#



immigrants in the palliative phase of cancer. Journal of clinical nursing.
2012;21(21-22):3143-52.

27. de Graaff FM, Francke AL, van den Muijsenbergh ME, van der
Geest S. Understanding and improving communication and decision-making in
palliative care for Turkish and Moroccan immigrants: a multiperspective study.
Ethnicity & health. 2012;17(4):363-84.

28. Jansky M, Owusu-Boakye S, Nauck F. “An odyssey without
receiving proper care’—experts’ views on palliative care provision for patients
with migration background in Germany. BMC palliative care. 2019;18:1-10.

29. Milberg A, Torres S, Agard P. Health care professionals’
understandings of cross-cultural interaction in end-of-life care: a focus group
study. PLoS One. 2016;11(11):e0165452.

30. Torres S, Agard P, Milberg A. The ‘other’in end-of-life care:
providers’ understandings of patients with migrant backgrounds. Journal of
Intercultural Studies. 2016;37(2):103-17.

31. Coupland VH, Madden P, Jack RH, Mgller H, Davies EA. Does
place of death from cancer vary between ethnic groups in South East England?
Palliative medicine. 2011;25(4):314-22.

32. Koffman J, Ho YK, Davies J, Gao W, Higginson IJ. Does
ethnicity affect where people with cancer die? A population-based 10 year
study. PloS one. 2014;9(4):e95052.

33. Sharpe KH, Cezard G, Bansal N, Bhopal RS, Brewster DH.
Policy for home or hospice as the preferred place of death from cancer: Scottish
Health and Ethnicity Linkage Study population cohort shows challenges across
all ethnic groups in Scotland. BMJ supportive & palliative care. 2015;5(4):443-
51.

34. Integrationsministeriet U-o. International Migration—Denmark.
Report to OECD, December 2021. 2021.

35. Statistik D. Indvandrere i Danmark 2021 (Immigrants in
Denmark 2021). Copenhagen, Denmark: Danmarks Statistik. 2021.

36. Organization WH. Palliative care 2020 2020 [Available from:
https://www.who.int/news-room/fact-sheets/detail/palliative-care.

37. Clark D, Baur N, Clelland D, Garralda E, Lopez-Fidalgo J,

Connor S, et al. Mapping levels of palliative care development in 198 countries:
the situation in 2017. Journal of pain and symptom management.
2020;59(4):794-807. e4.

38. Kumar SK. Kerala, India: a regional community-based palliative
care model. Journal of pain and symptom management. 2007;33(5):623-7.
39. Chaturvedi SK. Ethical dilemmas in palliative care in traditional

developing societies, with special reference to the Indian setting. Journal of
medical ethics. 2008;34(8):611-5.

118


https://www.who.int/news-room/fact-sheets/detail/palliative-care

40. Ryan S, Wong J, Chow R, Zimmermann C. Evolving definitions
of palliative care: upstream migration or confusion? Current treatment options in
oncology. 2020;21(3):1-17.

41. Saunders C. The evolution of palliative care. The Pharos of
Alpha Omega Alpha-Honor Medical Society Alpha Omega Alpha. 2003;66(3):4-
7.

42. Pastrana T, Vallath N, Mastrojohn J, Namukwaya E, Kumar S,
Radbruch L, et al. Disparities in the contribution of low-and middle-income
countries to palliative care research. Journal of pain and symptom
management. 2010;39(1):54-68.

43. Birman D. Ethical issues in research with Immigrants and
Refugees. The handbook of ethical research with ethnocultural populations and
communities. 2006:155.

44, Dingoyan D, Schulz H, Mdsko M. The willingness to participate
in health research studies of individuals with Turkish migration backgrounds:
barriers and resources. European Psychiatry. 2012;27(S2):S4-S9.

45, Powell RA, Mwangi-Powell FN, Radbruch L, Yamey G,
Krakauer EL, Spence D, et al. Putting palliative care on the global health
agenda. The lancet oncology. 2015;16(2):131-3.

46. Raunkiaer AM. Zldre med etnisk minori-tetsbaggrund og
palliation. BestPractice Sygeplejersken. 2013;4:42-3.
47. Diaz E, Ortiz-Barreda G, Ben-Shlomo Y, Holdsworth M, Salami

B, Rammohan A, et al. Interventions to improve immigrant health. A scoping
review. European Journal of Public Health. 2017;27(3):433-9.

48. Kubi B, Enumah ZO, Lee KT, Freund KM, Smith TJ, Cooper
LA, et al. Theory-based development of an implementation intervention using
community health workers to increase palliative care use. Journal of pain and
symptom management. 2020;60(1):10-9.

49, Bloch P, Toft U, Reinbach HC, Clausen LT, Mikkelsen BE,
Poulsen K, et al. Revitalizing the setting approach—supersettings for sustainable
impact in community health promotion. International Journal of Behavioral
Nutrition and Physical Activity. 2014;11(1):1-15.

50. Mikkelsen BE, Bloch P, Reinbach HC, Buch-Andersen T,
Lawaetz Winkler L, Toft U, et al. Project SoL—A community-based, multi-
component health promotion intervention to improve healthy eating and physical
activity practices among danish families with young children part 2: Evaluation.
International Journal of Environmental Research and Public Health.
2018;15(7):1513.

51. Nielsen KK, O'Reilly S, Wu N, Dasgupta K, Maindal HT.
Development of a core outcome set for diabetes after pregnancy prevention
interventions (COS-DAP): a study protocol. Trials. 2018;19(1):1-7.

52. Villadsen SF, Mortensen LH, Andersen A-MN. Care during
pregnancy and childbirth for migrant women: how do we advance?

119

Jp'nps

Jpnps#



Development of intervention studies—the case of the MAMAACT intervention in
Denmark. Best Practice & Research Clinical Obstetrics & Gynaecology.
2016;32:100-12.

53. Sundhedsstyrelsen, SundhedsStyrelsen. Anbefalinger for den
palliative indsats. Sundhedsstyrelsen Kgbenhavn; 2011.

54. Clark D. From margins to centre: a review of the history of
palliative care in cancer. The lancet oncology. 2007;8(5):430-8.

55. Timm HU. Historien om palliation i Danmark: Mangler at blive
skrevet. Omsorg. 2014;31(3):15-9.

56. Raunkiger M. Udviklingen af den palliative indsats i Danmark

1985-2001 og forestillinger om den gode dad. Sygeplejersken. 2008;108(7):58-
69.

57. Sundhedsstyrelsen. Anbefalinger for den palliative indsats.
Sundhedsstyrelsen; 2017.
58. Radbruch L, Payne S. White Paper on standards and norms for

hospice and palliative care in Europe: part 1. European journal of palliative care.
2009;16(6):278-89.

59. Centeno C, Lynch T, Donea O, Rocafort J, Clark D. EAPC atlas
of palliative care in Europe 2013-full edition. 2013.

60. Hansen MB, Adsersen M, Grgnvold M. Dansk Palliativ
Database (DPD):: Arsrapport 2021. 2022.

61. Gott M, Seymour J, Ingleton C, Gardiner C, Bellamy G. ‘That’s
part of everybody’s job’: the perspectives of health care staff in England and
New Zealand on the meaning and remit of palliative care. Palliative Medicine.
2012;26(3):232-41.

62. Sepulveda C, Marlin A, Yoshida T, Ullrich A. Palliative care: the
World Health Organization's global perspective. Journal of pain and symptom
management. 2002;24(2):91-6.

63. Radbruch L, De Lima L, Knaul F, Wenk R, Ali Z, Bhatnaghar S,
et al. Redefining palliative care—a new consensus-based definition. Journal of
pain and symptom management. 2020;60(4):754-64.

64. Dzierzanowski T. Definitions of palliative care—narrative review
and new proposal. Medycyna Paliatywna/Palliative Medicine. 2021;13(4):187-
200.

65. Clark D. Controversies in palliative care: a matter of definition.
2019.
66. Clark J, Barnes A, Campbell M, Gardiner C. A Life or “Good

Death” Situation? A worldwide ecological study of the national contexts of
countries that have and have not implemented palliative care. Journal of Pain
and Symptom Management. 2019;57(4):793-801. ell.

67. Fadul N, Elsayem A, Palmer JL, Del Fabbro E, Swint K, Li Z, et
al. Supportive versus palliative care: What's in a name? A survey of medical

120



oncologists and midlevel providers at a comprehensive cancer center. Cancer.
2009;115(9):2013-21.

68. Hui D, De La Cruz M, Mori M, Parsons HA, Kwon JH, Torres-
Vigil |, et al. Concepts and definitions for “supportive care,”“best supportive
care,”“palliative care,” and “hospice care” in the published literature,
dictionaries, and textbooks. Supportive Care in Cancer. 2013;21:659-85.

69. Gartner J, Daun M, Wolf J, von Bergwelt-Baildon M, Hallek M.
Early palliative care: pro, but please be precise! Oncology research and
treatment. 2019;42(1-2):11-8.

70. Temel JS, Greer JA, El-Jawahri A, Pirl WF, Park ER, Jackson
VA, et al. Effects of early integrated palliative care in patients with lung and Gl
cancer: a randomized clinical trial. Journal of Clinical Oncology. 2017;35(8):834.
71. Temel JS, Greer JA, Muzikansky A, Gallagher ER, Admane S,
Jackson VA, et al. Early palliative care for patients with metastatic non—small-
cell lung cancer. New England Journal of Medicine. 2010;363(8):733-42.

72. Groenvold M, Adsersen M, Hansen MB. Danish palliative care
database. Clinical epidemiology. 2016:637-43.
73. Johnk C, Laigaard HH, Pedersen AK, Bauer EH, Brandt F,

Bollig G, et al. Time to End-of-Life of Patients Starting Specialised Palliative
Care in Denmark: A Descriptive Register-Based Cohort Study. International
Journal of Environmental Research and Public Health. 2022;19(20):13017.
74. Adsersen M, Thygesen LC, Neergaard MA, Bonde Jensen A,
Sjegren P, Damkier A, et al. Admittance to specialized palliative care (SPC) of
patients with an assessed need: a study from the Danish palliative care
database (DPD). Acta Oncologica. 2017;56(9):1210-7.

75. Rytter M. Writing against integration: Danish imaginaries of
culture, race and belonging. Ethnos. 2019;84(4):678-97.

76. Status pa integration. In: Integrationsministeriet U-o, editor.
Kgbenhavn K Udleendinge- og Integrationsministeriet 2022.

77. Connor SR, Sepulveda Bermedo MC. Global atlas of palliative
care at the end of life. 2018.

78. Ngrredam M. Migration and health. Danish Med J.
2015;61(4):B5068.

79. Nusche D, Wurzburg G, Naughton B. OECD reviews of migrant

education. Austria: OECD. Retrieved from http://www. oecd.
org/austria/44192225. pdf; 2009.

80. Bendixen MC. Denmark: Second generation migrants overtake
ethnic Danish in higher education: European Website on Integration: Danmarks
Videnscenter for Integration; 2021 [Available from: https://ec.europa.eu/migrant-
integration/news/denmark-second-generation-migrants-overtake-ethnic-danish-
higher-education_en.

81. Knudsen SV, Valentin JB, Norredam M, Videbech P, Mainz J,
Johnsen SP. Differences in quality of care, mortality, suicidal behavior, and

121

Jp'nps

Jpnps#


http://www/
https://ec.europa.eu/migrant-integration/news/denmark-second-generation-migrants-overtake-ethnic-danish-higher-education_en
https://ec.europa.eu/migrant-integration/news/denmark-second-generation-migrants-overtake-ethnic-danish-higher-education_en
https://ec.europa.eu/migrant-integration/news/denmark-second-generation-migrants-overtake-ethnic-danish-higher-education_en

readmissions among migrants and Danish-born inpatients with major
depressive disorder. European Psychiatry. 2022;65(1):e69.

82. Nielsen RT, Norredam M, Schgnheyder HC, Petersen JH,
Knudsen JD, Jarlgv JO, et al. The effect of migration on the incidence and
mortality of bloodstream infection: a Danish register-based cohort study. Clinical
Microbiology and Infection. 2021;27(10):1474-80.

83. Sodemann M. Det du ikke ved far patienten ondt af:
Tveerkulturel klinik og kommunikation: (Eget forlag); 2020.
84. Bo A, Zinckernagel L, Krasnik A, Petersen JH, Norredam M.

Coronary heart disease incidence among non-Western immigrants compared to
Danish-born people: effect of country of birth, migrant status, and income.
European journal of preventive cardiology. 2015;22(10):1281-9.

85. Norredam M. Migrants’ access to healthcare. Dan Med Bull.
2011;58(10):B4339.

86. Ngrredam ML, Nielsen AS, Krasnik A. Access to health care for
migrants. Ugeskrift for laeger. 2006;168(36):3008-11.

87. Hemminki K, Forsti A, Khyatti M, Anwar WA, Mousavi M.
Cancer in immigrants as a pointer to the causes of cancer. The European
Journal of Public Health. 2014;24(suppl_1):64-71.

88. Liversage A, Rytter M. De nye gamle: Karakteristika ved den
voksende gruppe etniske minoritetsaeldre. Tidsskriftet Gerontologi. 2021.
89. Gysels M, Evans N, Mefiaca AEA, Toscani F, Finetti S,

Pasman HR, et al. Culture and end of life care: a scoping exercise in seven
European countries. The Ethical Challenges of Emerging Medical Technologies.
2020:335-50.

90. Cain CL, Surbone A, Elk R, Kagawa-Singer M. Culture and
palliative care: preferences, communication, meaning, and mutual decision
making. Journal of pain and symptom management. 2018;55(5):1408-19.

91. Napier AD, Ancarno C, Butler B, Calabrese J, Chater A,
Chatterjee H, et al. Culture and health. The Lancet. 2014;384(9954):1607-39.
92. Gysels M, Evans N, Menaca A, Andrew EV, Bausewein C,

Gastmans C, et al. Culture is a priority for research in end-of-life care in Europe:
a research agenda. Journal of pain and symptom management.
2012;44(2):285-94.

93. Van Keer R-L, Deschepper R, Francke AL, Huyghens L, Bilsen
J. Conflicts between healthcare professionals and families of a multi-ethnic
patient population during critical care: an ethnographic study. Critical care.
2015;19(1):1-13.

94. Sodemann M. What you don’t know will hurt the patient. Cross-
cultural clinic and communication in the meeting with ethnic minority patients.
Odense, Denmark2022. 388 p.

95. Kissane DW. Psycho-Oncology in Palliative and End of Life
Care: Oxford University Press; 2022.

122



96. Evans N, Mefiaca A, Koffman J, Harding R, Higginson 13, Pool
R, et al. Cultural competence in end-of-life care: terms, definitions, and
conceptual models from the British literature. Journal of palliative medicine.
2012;15(7):812-20.

97. Greve B. Migrants and health in the Nordic welfare states.
Public Health Reviews. 2016;37(1):1-11.

98. Whitehead M. The concepts and principles of equity and health.
Health promotion international. 1991;6(3):217-28.

99. Health Equity: World Health Organization; 2023 [Available from:
https://www.who.int/health-topics/health-equity#tab=tab 1.

100. Control CfD, Prevention. Health disparities among racial/ethnic

populations. Community Health and Program Services Centers for Disease
Control and Prevention Retrieved from http://www cdc
gov/INCCDPHP/DACH/chaps/disparities/index htm. 2008.

101. Nicole S. Addressing health inequalities in the European Union-
Concepts, action, state of play. 2020.
102. Van Mechelen W, Aertgeerts B, De Ceulaer K, Thoonsen B,

Vermandere M, Warmenhoven F, et al. Defining the palliative care patient: a
systematic review. Palliative Medicine. 2013;27(3):197-208.

103. Jarlbaek L, Tellervo J, Timm HU. Malgrupper og tidspunkter for
palliativ indsats: hvor er vi nu? Omsorg. 2014;31(3):24-9.

104. Keri Thomas MWH, Julie Armstrong Wilson and the GSF team.
The Gold Standards Framework: Proactive Identification Guidance (PIG). 2022.
105. Bergenholtz H, Weibull A, Raunkiser M. Supportive and
palliative care indicators tool (SPICT™) in a Danish healthcare context:
translation, cross-cultural adaptation, and content validation. BMC Palliative
Care. 2022;21(1):1-11.

106. Weibull A, Raunkiger M, Bergenholtz H. Translation and
Cultural Adaption of SPICT™ in a Danish context. 2019.
107. Skivington K, Matthews L, Simpson SA, Craig P, Baird J,

Blazeby JM, et al. A new framework for developing and evaluating complex
interventions: update of Medical Research Council guidance. bmj. 2021;374.
108. Skivington K, Matthews L, Simpson SA, Craig P, Baird J,
Blazeby JM, et al. Framework for the development and evaluation of complex
interventions: gap analysis, workshop and consultation-informed update. 2021.
109. Brereton L, Ingleton C, Gardiner C, Goyder E, Mozygemba K,
Lysdahl KB, et al. Lay and professional stakeholder involvement in scoping
palliative care issues: methods used in seven European countries. Palliative
medicine. 2017;31(2):181-92.

110. Raunkiger M. Komplekse interventioner i den kommunale
palliative indsats: organisatoriske faktorer der fremmer udvikling, afpravning og
forankring. Nordisk sygeplejeforskning. 2021;11(1):5-21.

123

Jp'nps

Jpnps#


https://www.who.int/health-topics/health-equity#tab=tab_1
http://www/

111. Timm HU. Brugerinddragelse i sundhedsvaesenet. Social Kritik.
2016;28(148):32-43.

112. Chambers E, Gardiner C, Thompson J, Seymour J. Patient and
carer involvement in palliative care research: an integrative qualitative evidence
synthesis review. Palliative medicine. 2019;33(8):969-84.

113. Johnson H, Ogden M, Brighton LJ, Etkind SN, Oluyase AO,
Chukwusa E, et al. Patient and public involvement in palliative care research:
What works, and why? A qualitative evaluation. Palliative medicine.
2021;35(1):151-60.

114. Dawson S, Ruddock A, Parmar V, Morris R, Cheraghi-Sohi S,
Giles S, et al. Patient and public involvement in doctoral research: reflections
and experiences of the PPI contributors and researcher. Research involvement
and engagement. 2020;6(1):1-13.

115. Tscherning SC, Bekker HL, Vedelg TW, Finderup J, Rodkjeser
LJ. How to engage patient partners in health service research: a scoping
review protocol. Research Involvement and Engagement. 2021;7(1):1-7.

116. Morris SM, King C, Turner M, Payne S. Family carers providing
support to a person dying in the home setting: a narrative literature review.
Palliative medicine. 2015;29(6):487-95.

117. Health NIf, Excellence C. Guidance on cancer services.
Improving supportive and palliative care for adults with cancer. The manual:
National Institute for Health and Clinical Excellence (NICE); 2004.

118. Glajchen M. Family caregivers in palliative care and hospice:
minimizing burden and maximizing support. Alexandria, VA: National Hospice
and Palliative Care Organization Palliative Care Resource Series. 2016.

119. Bestvina CM, Polite BN. Implementation of advance care
planning in oncology: a review of the literature. Journal of Oncology Practice.
2017;13(10):657-62.

120. Stajduhar KI. Burdens of family caregiving at the end of life.
Clinical and Investigative Medicine. 2013:E121-E6.
121. Candy B, Jones L, Drake R, Leurent B, King M. Interventions

for supporting informal caregivers of patients in the terminal phase of a disease.
Cochrane Database of Systematic Reviews. 2011(6).

122. Cheung S-L, Barf H, Cummings S, Hobbelen H, Chui EW-T.
Changing shapes of care: expressions of filial piety among second-generation
Chinese in the Netherlands. Journal of Family Issues. 2020;41(12):2400-22.
123. Saha S, Beach MC, Cooper LA. Patient centeredness, cultural
competence and healthcare quality. Journal of the National Medical
Association. 2008;100(11):1275-85.

124. Epner DE, Baile WF. Patient-centered care: the key to cultural
competence. Annals of oncology. 2012;23:iii33-iii42.
125. Kaasa S, Hjermstad MJ, Sjggren P. Commercial and social

determinants in palliative care. Eurohealth. 2022;28(2):2.

124



126. Procter NG. Person-centred care for people of refugee
background. Wiley Online Library; 2016. p. 103-4.

127. Mitchell G. Palliative Care: A patient-centered approach:
Radcliffe Publishing; 2008.

128. Zhao J, Gao S, Wang J, Liu X, Hao Y. Differentiation between
two healthcare concepts: person-centered and patient-centered care. J Nurs.
2016;2352:0132.

129. Kumar R, Chattu VK. What is in the name? Understanding
terminologies of patient-centered, person-centered, and patient-directed care!
Journal of family medicine and primary care. 2018;7(3):487.

130. Creswell JW, Creswell JD. The selection of a research
approach. Research design: Qualitative, quantitative, and mixed methods
approaches. 5th ed: Sage publications; 2018. p. 3-22.

131. Allemang B, Sitter K, Dimitropoulos G. Pragmatism as a
paradigm for patient-oriented research. Health Expectations. 2022;25(1):38-47.
132. Creswell JW, Clark VLP. Designing and conducting mixed
methods research: Sage publications; 2017.

133. Plano Clark VL, Huddleston-Casas CA, Churchill SL, O'Neil
Green D, Garrett AL. Mixed methods approaches in family science research.
Journal of Family Issues. 2008;29(11):1543-66.

134. Morgan DL. Pragmatism as a paradigm for social research.
Qualitative inquiry. 2014;20(8):1045-53.
135. Tashakkori A, and Charles Teddlie. Mixed methodology:

Combining qualitative and quantitative approaches: Thousand Oaks: Sage
Publications; 2008.

136. Remawi BN. Development of a theory-based, complex
palliative care intervention for patients with heart failure and their family carers:
Lancaster University (United Kingdom); 2022.

137. Yvonne Feilzer M. Doing mixed methods research
pragmatically: Implications for the rediscovery of pragmatism as a research
paradigm. Journal of mixed methods research. 2010;4(1):6-16.

138. Kaushik V, Walsh CA. Pragmatism as a research paradigm and
its implications for social work research. Social sciences. 2019;8(9):255.
139. Johnson RB, Onwuegbuzie AJ. Mixed methods research: A

research paradigm whose time has come. Educational researcher.
2004;33(7):14-26.

140. Craig P, Dieppe P, Macintyre S, Michie S, Nazareth |, Petticrew
M. Developing and evaluating complex interventions: the new Medical
Research Council guidance. Bmj. 2008;337.

141. Denyer D, Tranfield D. Producing a systematic review. 2009.
142. Tawfik GM, Giang HTN, Ghozy S, Altibi AM, Kandil H, Le H-H,
et al. Protocol registration issues of systematic review and meta-analysis

125

Jp'nps

Jpnps#



studies: a survey of global researchers. BMC medical research methodology.
2020;20(1):1-9.

143. Stewart L, Moher D, Shekelle P. Why prospective registration
of systematic reviews makes sense. Systematic reviews. 2012;1(1):1-4.
144, Moher D, Liberati A, Tetzlaff J, Altman DG, Group* P. Preferred

reporting items for systematic reviews and meta-analyses: the PRISMA
statement. Annals of internal medicine. 2009;151(4):264-9.

145. Booth A, Moore G, Flemming K, Garside R, Rollins N, Tuncalp
O, et al. Taking account of context in systematic reviews and guidelines
considering a complexity perspective. BMJ global health. 2019;4(Suppl 1).

146. Lyttkens CH, Christiansen T, Hékkinen U, Kaarboe O, Sutton
M, Welander A. The core of the Nordic health care system is not empty. Nordic
Journal of Health Economics. 2016;4(1):7-27.

147. Maetens A, Beernaert K, Deliens L, Aubry R, Radbruch L,
Cohen J. Policy measures to support palliative care at home: a cross-country
case comparison in three European countries. Journal of Pain and Symptom
Management. 2017;54(4):523-9. e5.

148. Van Beek K, Woitha K, Ahmed N, Menten J, Jaspers B, Engels
Y, et al. Comparison of legislation, regulations and national health strategies for
palliative care in seven European countries (Results from the Europall
Research Group): a descriptive study. BMC health services research.
2013;13(1):275.

149. Pivodic L, Pardon K, Van den Block L, Van Casteren V,
Miccinesi G, Donker GA, et al. Palliative care service use in four European
countries: a cross-national retrospective study via representative networks of
general practitioners. PLoS One. 2013;8(12):e84440.

150. Samanta J, Samanta A. Exploring cultural values that underpin
the ethical and legal framework of end-of-life care: a focus group study of South
Asians. JMLE, Journal of Medical Law and Ethics. 2013;1:63.

151. Covidence. Better systematic review management: Covidence
systematic review software; [Available from: https://www.covidence.org/.

152. EndNote: Clarivate; [Available from: https://endnote.com/.

153. Gardner DS, Doherty M, Bates G, Koplow A, Johnson S. Racial

and ethnic disparities in palliative care: A systematic scoping review. Families in
Society. 2018;99(4):301-16.

154. Johnson KS. Racial and ethnic disparities in palliative care.
Journal of palliative medicine. 2013;16(11):1329-34.
155. Kaasa S, Hjermstad MJ, Loge JHv. Methodological and

structural challenges in palliative care research: how have we fared in the last
decades? Palliative medicine. 2006;20(8):727-34.

156. Shanmugasundaram S, O’Connor M, Sellick K. A multicultural
perspective on conducting palliative care research in an Indian population in
Australia. International Journal of Palliative Nursing. 2009;15(9):440-5.

126


https://www.covidence.org/
https://endnote.com/

157. Home Based Palliative Care for Elderly South Asian Immigrants
in Denmark: EGV — Ensomme Gamles Veern; [Available from:
https://egv.dk/en/funded-projects/480-home-based-palliative-care-for-elderly-
south-asian-immigrants-in-denmark-2.

158. Andoh-Arthur J. Gatekeepers in qualitative research: SAGE
Publications Limited; 2020.

159. Amundsen DL, Msoroka MS, Findsen B. “It'sa case of access.”
The problematics of accessing research participants. 2017.

160. Féte M, Aho J, Benoit M, Cloos P, Ridde V. Barriers and
recruitment strategies for precarious status migrants in Montreal, Canada. BMC
Medical Research Methodology. 2019;19(1):1-14.

161. Bonevski B, Randell M, Paul C, Chapman K, Twyman L, Bryant
J, et al. Reaching the hard-to-reach: a systematic review of strategies for
improving health and medical research with socially disadvantaged groups.
BMC medical research methodology. 2014;14:1-29.

162. Ellard-Gray A, Jeffrey NK, Choubak M, Crann SE. Finding the
hidden participant: Solutions for recruiting hidden, hard-to-reach, and vulnerable
populations. International Journal of Qualitative Methods.
2015;14(5):1609406915621420.

163. Shaghaghi A, Bhopal RS, Sheikh A. Approaches to recruiting
‘hard-to-reach’populations into research: a review of the literature. Health
promotion perspectives. 2011;1(2):86.

164. Worth A, Irshad T, Bhopal R, Brown D, Lawton J, Grant E, et al.
Vulnerability and access to care for South Asian Sikh and Muslim patients with
life limiting illness in Scotland: prospective longitudinal qualitative study. Bm;.
2009;338.

165. Kvale S, Brinkmann S. Interviews: Learning the craft of
qualitative research interviewing. Third edition ed: sage; 2015.
166. DeJonckheere M, Vaughn LM. Semistructured interviewing in

primary care research: a balance of relationship and rigour. Family medicine
and community health. 2019;7(2).

167. Kosny A, MacEachen E, Lifshen M, Smith P. Another person in
the room: using interpreters during interviews with immigrant workers.
Qualitative Health Research. 2014;24(6):837-45.

168. Kvale S. Interviews: An introduction to qualitative research
interviewing: Sage Publications, Inc; 1994.

169. Britten N. Qualitative research: qualitative interviews in medical
research. Bmj. 1995;311(6999):251-3.

170. Janghorban R, Roudsari RL, Taghipour A. Skype interviewing:
The new generation of online synchronous interview in qualitative research.
International journal of qualitative studies on health and well-being.
2014;9(1):24152.

127

Jp'nps

Jpnps#


https://egv.dk/en/funded-projects/480-home-based-palliative-care-for-elderly-south-asian-immigrants-in-denmark-2
https://egv.dk/en/funded-projects/480-home-based-palliative-care-for-elderly-south-asian-immigrants-in-denmark-2

171. Brinkmann S, Tanggaard L. Kvalitative metoder: en grundbog
(2. udgave). Hans Reitzels Forlag. 2015.

172. Rabiee F. Focus-group interview and data analysis.
Proceedings of the nutrition society. 2004;63(4):655-60.
173. Nabatchi T, Sancino A, Sicilia M. Varieties of participation in

public services: The who, when, and what of coproduction. Public
Administration Review. 2017;77(5):766-76.

174. Brandsen T, Honingh M. Distinguishing different types of
coproduction: A conceptual analysis based on the classical definitions. Public
Administration Review. 2016;76(3):427-35.

175. Hawkins J, Madden K, Fletcher A, Midgley L, Grant A, Cox G,
et al. Development of a framework for the co-production and prototyping of
public health interventions. BMC public health. 2017;17(1):1-11.

176. Ottmann G, Laragy C, Allen J, Feldman P. Coproduction in
practice: participatory action research to develop a model of community aged
care. Systemic practice and action research. 2011;24(5):413-27.

177. Hammad J, Hamid A. Migration and Mental Health of Arabic-
Speaking Communities. Mental Health, Mental lliness and Migration: Springer;
2021. p. 271-302.

178. Tribe R. Using co-production within mental health training when
working with refugee or migrant community groups. International Journal of
Mental Health. 2019;48(4):330-7.

179. Greenhalgh T, Ozbilgin MF, Prainsack B, Shaw S. Moral
entrepreneurship, the power-knowledge nexus, and the Cochrane “crisis”.
Journal of Evaluation in Clinical Practice. 2019;25(5):717-25.

180. Lwembe S, Green SA, Chigwende J, Ojwang T, Dennis R. Co-
production as an approach to developing stakeholder partnerships to reduce
mental health inequalities: an evaluation of a pilot service. Primary health care
research & development. 2017;18(1):14-23.

181. Europe 2020—For A Healthier EU: European Commission
2018 [Available from: https://health.ec.europa.eu/other-pages/basic-
page/europe-2020-healthier-eu_en.

182. Vaeggemose U, Andersen P, Aagaard J, Burau V. Co-
production of mental health services: organising interplay between service and
society in Denmark. European Journal of Public Health.
2018;28(suppl_4):cky218. 113.

183. Nielsen D, Birkebaek T, Rehling C. User-involvement in a
migrant health clinic—A clinical study. International Journal of Integrated Care.
2022;22(S3).

184. Nielsen DS, Korsholm KM, Rehling C, Sodemann M. How to do
Patient involvement in a migrant health clinic—A clinical study in Denmark. 2018.

128


https://health.ec.europa.eu/other-pages/basic-page/europe-2020-healthier-eu_en
https://health.ec.europa.eu/other-pages/basic-page/europe-2020-healthier-eu_en

185. O'Cathain A, Croot L, Duncan E, Rousseau N, Sworn K, Turner
KM, et al. Guidance on how to develop complex interventions to improve health
and healthcare. BMJ open. 2019;9(8):e029954.

186. Pask S, Pinto C, Bristowe K, Van Vliet L, Nicholson C, Evans
CJ, et al. A framework for complexity in palliative care: a qualitative study with
patients, family carers and professionals. Palliative medicine. 2018;32(6):1078-
90.

187. Braun V, Clarke V. Using thematic analysis in psychology.
Qualitative research in psychology. 2006;3(2):77-101.
188. Smith HJ, Chen J, Liu X. Language and rigour in qualitative

research: problems and principles in analyzing data collected in Mandarin. BMC
medical research methodology. 2008;8(1):1-8.

189. Chen HY, Boore JR. Translation and back-translation in
qualitative nursing research: methodological review. Journal of clinical nursing.
2010;19(1-2):234-9.

190. Guba EG, Lincoln YS. Competing paradigms in qualitative
research. Handbook of qualitative research. 1994;2(163-194):105.

191. Polit DF, Beck CT. Essentials of nursing research: Appraising
evidence for nursing practice. 8th ed: Lippincott Williams & Wilkins; 2014.

192. Cope DG, editor Methods and Meanings: Credibility and
Trustworthiness of Qualitative Research. Oncology Nursing Forum; 2014.

193. Connelly LM. Trustworthiness in qualitative research. Medsurg
nursing. 2016;25(6):435.

194. Mays N, Pope C. Qualitative research: rigour and qualitative
research. Bmj. 1995;311(6997):109-12.

195. Rolfe G. Validity, trustworthiness and rigour: quality and the
idea of qualitative research. Journal of advanced nursing. 2006;53(3):304-10.
196. Morse JM, Barrett M, Mayan M, Olson K, Spiers J. Verification

strategies for establishing reliability and validity in qualitative research.
International journal of qualitative methods. 2002;1(2):13-22.

197. OImos-Vega FM, Stalmeijer RE, Varpio L, Kahlke R. A practical
guide to reflexivity in qualitative research: AMEE Guide No. 149. Medical
Teacher. 2022:1-11.

198. Probst B. The eye regards itself: Benefits and challenges of
reflexivity in qualitative social work research. Social Work Research.
2015;39(1):37-48.

199. Pillow W. Confession, catharsis, or cure? Rethinking the uses
of reflexivity as methodological power in qualitative research. International
journal of qualitative studies in education. 2003;16(2):175-96.

200. Hickson H. Becoming a critical narrativist: Using critical
reflection and narrative inquiry as research methodology. Qualitative social
work. 2016;15(3):380-91.

129

Jp'nps

Jpnps#



201. Bendixen MC. Denmark Tightens Rules for Citizenship Once
Again Denmark European Commission, European Website on Integration; 2021
[Available from: https://ec.europa.eu/migrant-integration/news/denmark-
tightens-rules-citizenship-once-again_en.

202. Berger R. Now | see it, now | don’t: Researcher’s position and
reflexivity in qualitative research. Qualitative research. 2015;15(2):219-34.
203. Coates S, Aston H. Data collection changes due to the

pandemic and their impact on estimating personal well-being. Office for National
Statistics; 2021.

204. Drake P. Grasping at methodological understanding: a
cautionary tale from insider research. International Journal of Research &
Method in Education. 2010;33(1):85-99.

205. Ahmed DAA, Hundt GL, Blackburn C. Issues of gender,
reflexivity and positionality in the field of disability: researching visual
impairment in an Arab society. Qualitative Social Work. 2011;10(4):467-84.
206. Shabnam J, Ahmad N, Quadir SS, Biswas F-n, Timm HU. 24/7
palliative care telephone consultation service in Bangladesh: A descriptive
mixed method study—They know that we are with them. Progress in Palliative
Care. 2018;26(3):119-25.

207. Chen L, Tse HW, Wu D, Young M-EDT. Cross-cultural
researchers’ positionality in immigrant health research: reflections on
conducting research on Chinese immigrants’ experiences in the United States.
International Journal of Qualitative Methods. 2021;20:16094069211052190.
208. Soedirgo J, Glas A. Toward active reflexivity: Positionality and
practice in the production of knowledge. PS: Political Science & Politics.
2020;53(3):527-31.

209. Al-Amer R, Ramjan L, Glew P, Darwish M, Salamonson Y.
Translation of interviews from a source language to a target language:
Examining issues in cross-cultural health care research. Journal of Clinical
Nursing. 2015;24(9-10):1151-62.

210. Wager E, Wiffen PJ. Ethical issues in preparing and publishing
systematic reviews. Journal of evidence-based medicine. 2011;4(2):130-4.
211. Bilecen B, Fokkema T. Conducting Empirical Research with
Older Migrants: Methodological and Ethical Issues. The Gerontologist. 2022.
212. Association WM. World Medical Association Declaration of
Helsinki. Ethical principles for medical research involving human subjects.
Bulletin of the World Health Organization. 2001;79(4):373.

213. Jacobsen K, Landau LB. The dual imperative in refugee
research: some methodological and ethical considerations in social science
research on forced migration. Disasters. 2003;27(3):185-206.

214. Haraldsdottir E, Lloyd A, Dewing J. Relational ethics in
palliative care research: including a person-centred approach. Palliative care
and social practice. 2019;13:2632352419885384.

130


https://ec.europa.eu/migrant-integration/news/denmark-tightens-rules-citizenship-once-again_en
https://ec.europa.eu/migrant-integration/news/denmark-tightens-rules-citizenship-once-again_en

215. van den Muijsenbergh M, Teunissen E, van Weel-Baumgarten
E, van Weel C. Giving voice to the voiceless: how to involve vulnerable migrants
in healthcare research. British Journal of General Practice; 2016. p. 284-5.

216. Organization WH. Participatory health research with migrants: a
country implementation guide. 2022.
217. Gottlieb N, Weinstein T, Mink J, Ghebrezghiabher HM, Sultan

Z, Reichlin R. Applying a community-based participatory research approach to
improve access to healthcare for Eritrean asylum-seekers in Israel: a pilot study.
Israel Journal of Health Policy Research. 2017;6(1):1-10.

218. Hakonsen H, Lees K, Toverud E-L. Cultural barriers
encountered by Norwegian community pharmacists in providing service to non-
Western immigrant patients. International journal of clinical pharmacy.
2014;36(6):1144-51.

2109. Shabnam J, Timm HU, Nielsen DS, Raunkiaer M. Palliative
Care Utilization Among Non-Western Migrants in Europe: A Systematic Review.
Journal of Immigrant and Minority Health. 2021:1-19.

220. i Norden SS. Etiske retningslinjer for sykepleieforskning i
Norden. Vard i Norden. 2003;23(4).
221. Shabnam J, Timm HU, Nielsen DS, Raunkiser M. Palliative

Care Utilisation Among Non-Western Migrants in Denmark: A Qualitative Study
Of the Experiences of Patients, Family Caregivers and Healthcare
Professionals. OMEGA-Journal of Death and Dying.
2022:00302228221111933.

222. Shabnam J, Timm HU, Nielsen DS, Raunkiaer M. Development
of a complex intervention (safe and secure) to support non-western migrant
patients with palliative care needs and their families. European Journal of
Oncology Nursing. 2023;62:102238.

223. Afshari R, Bhopal RS. Ethnicity has overtaken race in medical
science: MEDLINE-based comparison of trends in the USA and the rest of the
world, 1965-2005. International Journal of Epidemiology. 2010;39(6):1682-3.
224, Pei Y, Zhang W, Wu B. Advance care planning engagement
and end-of-life preference among older Chinese Americans: do family
relationships and immigrant status matter? Journal of the American Medical
Directors Association. 2021;22(2):340-3.

225. Grace Yi E-H. Does acculturation matter? End-of-life care
planning and preference of foreign-born older immigrants in the United States.
Innovation in Aging. 2019;3(2):igz012.

226. Rahemi Z, Williams CL. Does ethnicity matter—cultural factors
underlying older adults’ end-of-life care preferences: a systematic review.
Geriatric Nursing. 2020;41(2):89-97.

227. Weerasinghe S, Maddalena V. Negotiation, mediation and
communication between cultures: end-of-life care for South Asian immigrants in

131

Jp'nps

Jpnps#



Canada from the perspective of family caregivers. Social Work in Public Health.
2016;31(7):665-77.

228. Wilkinson E, Randhawa G, Brown EA, Da Silva Gane M,
Stoves J, Warwick G, et al. COMMUNICATION AS CARE AT END OF LIFE:
AN EMERGING ISSUE FROM AN EXPLORATORY ACTION RESEARCH
STUDY OF RENAL END-OF-LIFE CARE FOR ETHNIC MINORITIES IN THE
UK. Journal of Renal Care. 2014;40(S1):23-9.

229. Schrank B, Rumpold T, Amering M, Masel EK, Watzke H,
Schur S. Pushing boundaries—culture-sensitive care in oncology and palliative
care: a qualitative study. Psycho-Oncology. 2017;26(6):763-9.

230. Nissen N, Rossau HK, Pilegaard MS, la Cour K. Cancer
rehabilitation and palliative care for socially vulnerable patients in Denmark: an
exploration of practices and conceptualisations. Palliative Care and Social
Practice. 2022;16:26323524221097982.

231. Johnsen AT, Flink CE, Winther KP, Markussen A-LR, Lund L,
Pedersen |, et al. Promoting health equity in the health-care system: How can
we identify potentially vulnerable patients? Scandinavian Journal of Public
Health. 2022;50(7):903-7.

232. van Riet Paap J, Vernooij-Dassen M, Brouwer F, Meiland F,
lliffe S, Davies N, et al. Improving the organization of palliative care:
identification of barriers and facilitators in five European countries.
Implementation Science. 2014;9(1):1-10.

233. Sundhedsloven: Bekendtggarelse om tolkebistand efter
sundhedsloven. Sundheds- og ZAldreministeriet; 2018.
234. Neergaard MA, Jensen AB, Olesen F, Vedsted P. Access to

outreach specialist palliative care teams among cancer patients in Denmark.
Journal of palliative medicine. 2013;16(8):951-7.

235. Adsersen M, Thygesen LC, Kristiansen M, Hansen MB,
Neergaard MA, Petersen MA, et al. Higher overall admittance of immigrants to
specialised palliative care in Denmark: a nationwide register-based study of
99,624 patients with cancer. Supportive Care in Cancer. 2023;31(2):132.

236. Henke A, Thuss-Patience P, Behzadi A, Henke O. End-of-life
care for immigrants in Germany. An epidemiological appraisal of Berlin. PloS
one. 2017;12(8):e0182033.

237. Neergaard M, Olesen F, Sondergaard J, Vedsted P, Jensen A.
Are cancer patients’ socioeconomic and cultural factors associated with contact
to general practitioners in the last phase of life? International journal of family
medicine. 2015;2015.

238. Hempler NF, Jervelund SS, Ryom K, Villadsen SF, Vinther-
Jensen K. Veje til etnisk lighed i sundhed. Danish Society of Public Health;
2020.

239. Mousing CA, Timm H, Lomborg K, Kirkevold M. Barriers to
palliative care in people with chronic obstructive pulmonary disease in home

132



care: A qualitative study of the perspective of professional caregivers. Journal of
clinical nursing. 2018;27(3-4):650-60.

240. Nissen A, Stglen KMS, Kotasek B, Frank MB, Winther K,
Hansen OB, et al. Tveerfagligt samarbejde. Et idekatalog-eksempler pa
tveerfagligt samarbejde i den palliative indsats i Danmark. 2016.

241. Radl-Karimi C, Nielsen D, Sodemann M, Batalden P, von
Plessen C. Coproducing healthcare with immigrants. International Journal of
Integrated Care. 2022;22(S3).

242. Organization WH. World report on the health of refugees and
migrants. 2022.
243. Vanbutsele G, Pardon K, Van Belle S, Surmont V, De Laat M,

Colman R, et al. Effect of early and systematic integration of palliative care in
patients with advanced cancer: a randomised controlled trial. The Lancet
Oncology. 2018;19(3):394-404.

244, Scheerens C, Chambaere K, Pardon K, Derom E, Van Belle S,
Joos G, et al. Development of a complex intervention for early integration of
palliative home care into standard care for end-stage COPD patients: A Phase
0—I study. PloS one. 2018;13(9):e0203326.

245, Nielsen TR, Nielsen DS, Waldemar G. Barriers in access to
dementia care in minority ethnic groups in Denmark: a qualitative study. Aging
& mental health. 2021;25(8):1424-32.

246. Radl-Karimi C, Nielsen DS, Sodemann M, Batalden P, von
Plessen C. “When | feel safe, | dare to open up”: immigrant and refugee
patients’ experiences with coproducing healthcare. Patient education and
counseling. 2022;105(7):2338-45.

247. Bove D, Jellington M, Lavesen M, Marsa K, Herling SF.
Assigned nurses and a professional relationship: a qualitative study of COPD
patients’ perspective on a new palliative outpatient structure named CAPTAIN.
BMC palliative care. 2019;18(1):1-9.

248. de Nooijer K, Pivodic L, Van Den Noortgate N, Pype P, Evans
C, Van den Block L. Timely short-term specialized palliative care service
intervention for older people with frailty and their family carers in primary care:
Development and modelling of the frailty+ intervention using theory of change.
Palliative Medicine. 2021;35(10):1961-74.

249. WHO. Refugee and migrant health: World Health Organization;
2022 [updated 11th April 2023. 2nd May 2022:[Available from:
https://www.who.int/news-room/fact-sheets/detail/refugee-and-migrant-health.
250. Morgan DL. Paradigms lost and pragmatism regained:
Methodological implications of combining qualitative and quantitative methods.
Journal of mixed methods research. 2007;1(1):48-76.

251. Spradley JP. Participant observation: Waveland Press; 2016.
252. Farquhar MC, Prevost AT, McCrone P, Higginson 1J, Gray J,
Brafman-Kennedy B, et al. Study protocol: Phase Il single-blinded fast-track

133

Jp'nps

Jpnps#


https://www.who.int/news-room/fact-sheets/detail/refugee-and-migrant-health

pragmatic randomised controlled trial of a complex intervention for
breathlessness in advanced disease. Trials. 2011;12(1):1-11.

253. Braun V, Clarke V. Conceptual and design thinking for thematic
analysis. Qualitative Psychology. 2022;9(1):3.
254, Finlay L. Thematic Analysis:: The ‘Good’, the ‘Bad’and the

‘Ugly’. European Journal for Qualitative Research in Psychotherapy.
2021;11:103-16.

255. Braun V, Clarke V. Can | use TA? Should | use TA? Should |
not use TA? Comparing reflexive thematic analysis and other pattern-based
gualitative analytic approaches. Counselling and Psychotherapy Research.
2021;21(1):37-47.

256. Clarke V, Braun V. Using thematic analysis in counselling and
psychotherapy research: A critical reflection. Counselling and psychotherapy
research. 2018;18(2):107-10.

257. Clarke V, Braun V. Teaching thematic analysis: Overcoming
challenges and developing strategies for effective learning. The psychologist.
2013;26(2).

258. Research NIfH. NIHR Research for Patient Benefit (RfPB)
Programme Guidance on Applying for Feasibility Studies. 2017.

259. Eldridge SM, Lancaster GA, Campbell MJ, Thabane L,

Hopewell S, Coleman CL, et al. Defining feasibility and pilot studies in
preparation for randomised controlled trials: development of a conceptual
framework. PloS one. 2016;11(3):e0150205.

134



Appendices

11.01 Appendix 1 — Information leaflet

Hvis du gnsker at deltage, skal du sige det til den medarbejder, der
har taget kontakt til dig. s

Hvis du har kan du Phd stud de, Jahan
hat ktet pa telefon: 42 33 67 01 eller

som proj
mail: jahan.shabnam@rsyd.dk

REHPA

Projekt: Bedre stgtte til pargrende og
uhelbredelige syge mennesker fra ikke vestlige
lande med behov for stgtte, pleje, omsorg og

behandling

Informationsmateriale til borgere og pargrende

Dansk

Du inviteres til at deltage i et projekt, der har til formal at udvikle stetten til
] h syge fraikke - vestlige lande og med

P 5
behov for pleje, omsorg og behandling. Den syge kan is have
kraeft, en lunge- eller enhjertesygdom.

Stotten skal bruges af pa i ogi og
malrettes til dig og din familie.

Om projekt/undersogelse

Projektet skal skabe ny viden om, hvordan man bedst yder stgtte til familier
med ikke-vestlige baggrund (fx via en film, brochure, andre visuelle
metoder). Vi forseger at introducere indsatser, som kan inspirere
kommuner og sygehuse til nye og bedre mader at statte pa.

Hvad indebzerer det at deltage

Din deltagelse indebaerer, at du mgdes med mig Jahan Shabnam. Vi skal tale
om, hvordan du oplever den statte, pleje, omsorg og behandling, som du
modtager fra hospitalet og evt. hjemplejen som patient eller parerende.
Tidspunktet for bespget og langden af interviewet er helt op til dig. Din
deltagelse er anonym, og du kan nar som helst traekke dig ud af
undersegelsen.
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Engelsk
You are invited to participate in a study to develop interventions that
support relatives and incurable ill people from non-western countries
and in need of care and treatment. The disease can be for example
cancer, pulmonary disease or heart disease.

The support is to be provided by the staffs working in hospitals and in
municipalities and aims to support the entire family.

About project / survey

The project will provide new knowledge about how to best support
families with non-western background (e.g. via a film, brochure, other
visual methods). We will introduce methods that will inspire
municipalities and hospitals to find better ways to support.

What does it involve to participate?

Your participation means that you will meet me Jahan Shabnam. We will
talk about how you experience the support, care and treatment that you
receive from the hospital and/or home-helpers as patient or as relative.
The time of the visit and the length of the interview is up to you. Your
participation is anonymous, and you can withdraw from the project at
any time.
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11.02 Appendix 2 — Informed consent
and participant information — Study I

Samtykkeerklzering ” Bedre stgtte til pargrende og borgere med livstruende
sygdom fra ikke vestlige lande med behov for pleje, omsorg og
behandling”

Jeg skriver under p3, at jeg har modtaget skriftlig og mundtlig information om
undersggelsen og er villig til at deltage

Jeg har pa ethvert tidspunkt ret til at afbryde deltagelse

Navn:

Adresse:

Dato og underskrift:

Jeg erkleerer, at skriftlig deltagerinformation er udleveret og fulgt op af mundtlig
information:

Navn:
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Du inviteres til at deltage i et projekt

Projektet skal skabe ny viden om, hvordan man bedst yder stgtte til
pargrende og til borgere med livstruende sygdom med ikke-vestlige

baggrund.

Vi skal tale om, hvordan du oplever den stgtte, pleje, omsorg og
behandling, som du modtager fra hospitalet og evt. hjemmeplejen som

patient og/eller pargrende.

Tidspunktet for besgget og laengden af interviewet er helt op til dig.

Din deltagelse er anonym, og du kan nar som helst traekke dig ud af

projektet.

Hvis du gnsker at deltage, skal du sige det til den medarbejder, der har

taget kontakt til dig.

Hvis du har spgrgsmal, kan du kontakte Phd studerende, Jahan
Shabnam, som gennemfgrer projektet pa telefon: 42 33 67 01 eller

mail: jahan.shabnam@rsyd.dk
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11.03 Appendix 3 - Interview guide for
gualitative interviews with patient/family care-
givers — study Il

Aim - lines of inquiry

Introduction - Introduction of the interviewer and the research project
Background information (may follow up during the interview) - Diagnosis,
age, ethnicity, primary needs (physical, psychological, social), when they
moved to Denmark, cause of migration (asylum/refugee/migrant worker).
Language proficiency in Danish and language of communication with health
professionals.

Theme 1 - Social and personal relationships

Broad question

Can you please describe your life after being a patient/ caregiver?

Probing questions —

Can you please tell me about yourself and your every say after being a
patient/caregiver of an ill relative?

Would you please tell me about your relationship with your family members
in Denmark and your homeland?

Please tell me about your relationship with health professionals at hospi-
tals/homes.

Theme 2 - Knowledge, experiences, and perspective

Broad question
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What do you think about the services such as hospital/at-home/ hospice care?
Probing questions —

How much do you know about the service provided at home/in the hospital
for very ill persons (in terms of availability, appropriateness, and accessibility)

offered by the state for citizens in Denmark?

Please tell me about your experiences of being patient/caring for your family
member at home/hospital (challenges/facilitators). How does it vary from
your own country of origin/culture? Can you please compare or evaluate?
Theme 3 — Needs

Broad question

What are your needs right now?

Probing questions -

Can you please tell me about your care preferences as a patient/relative and
how well they are met?

Is there anything else that you would like to ask me

Thanking participants for sharing ideas

Ending the interview
Is there anything else that you would like to ask me?

Thanking participants for sharing ideas.
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11.04 Appendix 4 - Interview Guide for qualitative
interviews with healthcare professionals - study I

Aim - lines of inquiry

Introduction - Introduction of the interviewer and the research project (and
the target group)

Let the informant(s) present themselves very briefly and their place of work
Theme 1 - Experiences - What experience do you have with providing pallia-
tive care for non-Western migrants with life-threatening diseases such as
cancer, COPD, heart disease, etc.? (With examples)

Probing questions

Can you describe a situation from your practice where all parts were
successful and/or challenges arose?

Do you pay special attention to migrant families compared to ethnic Danes? If
so, describe how. If not, why not?

What concerns or considerations arose when you provided palliative care for
migrant families?

Theme 2- Access to palliative care - How do non-Western migrants with life-

threatening illnesses and their relatives access palliative care with you?
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Probing questions

Do you experience barriers to access concerning palliative care (possibly
health professional services in general)? If so, describe which ones. (With
examples)

Do you have any experience or ideas for how it is possible to improve access
to palliative care for non-Western migrant families? Describe why no / yes.
Theme 3 - Ideas or strategies to improve palliative care efforts for non-
Western migrant families - Have you specifically developed or worked with
any ideas, initiatives, and/or more individual professional strategies to provide
care towards non-Western migrant families? Explain why / why not.

Probing questions

Can you describe a situation from practice where these ide-
as/initiatives/strategies were used / not used?

How is it possible that the application of these ideas/initiatives/strategies can
be improved?

Closing

Is there anything else related to what we have discussed today that you would

like to share with me?

Thanking participants for sharing ideas
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11.05 Appendix 5 - Participant infor-
mation and invitation letter for user panel
members at Migrant Health Clinic — Study Il

Invitation til at deltage i en workshop, der skal bidrage til udvikling af
palliativ indsats til familier med ikke-vestlige baggrund

Jeg haber, at du har tid og lyst til at deltage i en workshop, hvor vi skal drgfte
en nyudviklet intervention, der skal bidrag til at stgtte ikke-vestlige
migrantfamilier med behov for palliativ indsats.

Interventionen er udviklet pa baggrund af et litteraturstudie samt interviews
med patienter, pargrende og sundhedsprofessionelle.

Workshoppen afholdes den 29. marts 2022 fra kl. 14:00 til 16:00 pa
Indvandrermedicinsk Klinik, indgang 112, Klgvervaenget 10, stuen, Odense
Universitetshospital.

Workshoppen vil bl.a. indeholde:

Praesentation af resultater fra de to studier.

Praesentation af komponenter i interventionen. Herunder og diskussion af
spgrgsmal som: Hvordan er det muligt at na familierne? Hvordan og hvilke
professionelle skal fglge familierne? Hvordan er det muligt at sikre at samme
fagperson fglger familien? Hvor ofte skal familierne bespges?

Hvem og hvordan skal samarbejdes?

Kompetenceudvikling for professionelle med henblik pa at sikre bedre
interkulturel kommunikation med familierne.

Derudover skal vi ogsa drgfte muligheder og begraensninger i forhold til at
pilotteste og implementere interventionen.

Jeg haber, at hgre fra dig.

Med venlig hilsen

Ph.d. studerende Jahan Shabnam, SDU

Hvis du har spgrgsmal, kan du kontakte mig pa telefon: 42 33 67 01 eller mail:
jahan.shabnam@rsyd.dk
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11.06 Appendix 6 - Participant infor-
mation and invitation letter for healthcare pro-
fessionals — Study llI

Invitation til at deltage i en workshop, der skal bidrage til udvikling af

palliativ indsats til familier med ikke-vestlige baggrund

Jeg haber, at du har tid og lyst til at deltage i en workshop, hvor vi skal drgfte
en nyudviklet intervention, der skal bidrag til at stgtte ikke-vestlige
migrantfamilier med behov for palliativ indsats.

Interventionen er udviklet pa baggrund af et litteraturstudie samt interviews
med patienter, pargrende og sundhedsprofessionelle.

Workshoppen afholdes den 4 maj 2022 fra kl. 13:00 til 15:00 virtuelt.
Workshoppen vil bl.a. indeholde:

Praesentation af resultater fra de to studier.

Praesentation af komponenter i interventionen. Herunder og diskussion af
spgrgsmal som: Hvordan er det muligt at na familierne? Hvordan og hvilke
professionelle skal fglge familierne? Hvordan er det muligt at sikre at samme
fagperson fglger familien? Hvor ofte skal familierne besgges?

Hvem og hvordan skal samarbejdes?

Kompetenceudvikling for professionelle med henblik pa at sikre bedre
interkulturel kommunikation med familierne.

Derudover skal vi ogsa drgfte muligheder og begraensninger i forhold til at

pilotteste og implementere interventionen.

Jeg haber, at hgre fra dig.

Med venlig hilsen

Ph.d. studerende Jahan Shabnam, SDU

Hvis du har spgrgsmal, kan du kontakte mig pa telefon: 42 33 67 01 eller mail:
jahan.shabnam@rsyd.dk
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11.07

Appendix 7 — Program of work-

shop Il

REHPA

Videncenter for
Rehabilitering og Palliation

INVITATION TIL AT DELTAGE | EN WORKSHOP, DER SKAL
BIDRAGE TIL UDVIKLING AF PALLIATIV INDSATS TIL
FAMILIER MED IKKE-VESTLIGE BAGGRUND

Formal med dagen: At diskutere komponenter til en intervention, der skal
forbedre den palliative indsats for familier fra ikke-vestlige lande. Interventionen
er udviklet pa baggrund af et litteraturstudie og kvalitative interviews med
patienter, pargrende og sundhedsprofessionelle. Interventionen skal pilottestes
pa hospital og i kommuner.

Tid: [Den 29. marts 2022, kl. 14.00—16.00 ]

Sted: [Indvandrermedicinsk Klinik, indgang 112, Kigvervanget 10, stuen,
Odense Universitetshospital]

Tilmelding: [Senest den 25. marts 2022 til ph.d. studerende Jahan Shabnam,
jahan.shabnam@rsyd.dk, tif. 42336701 ]

14.00 - 14.30 Velkomst og Jahan Shabnam’s praesentation af resultatet fra
litteraturstudiet, interviewundersggelsen og interventionens
komponenter

14.30-14.45 Pause med te, kaffe og kage

14.45 - 15.45 Faelles drgftelse af studiernes resultater, interventionens
komponenter samt idéer og udfordringer i forhold til at
pilotteste og implementere interventionen i praksis.

15.45 - 16.00 Opsamling og tak for i dag

Vel mgdt, Jahan Shabnam.
Hvis du har spgrgsmal, kan du kontakte mig pa telefon:

42 33 67 01 eller mail: jahan.shabnam@rsyd.dk
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11.08

Appendix 8 — Program of work-

shop Il

REHPA

Videncenter for
Rehabilitering og Palliation

INVITaTION TIL aT DELTaGE | EN WORKSHOP, DER SKalL
bIDRAGE TIL UDVIKLING aF PaLLIaTIV INDSaTS TIL
FaMILIER MED IKKE-VESTLIGE BaGGRUND

Formal med dagen: At diskutere komponenter til en intervention, der skal

forbedre den palliative indsats for familier fra ikke-vestlige lande. Interventionen

er udviklet pa baggrund af et litteraturstudie og kvalitative interviews med
patienter, pargrende og sundhedsprofessionelle. Interventionen skal pilottestes
pa hospital og i kommuner.

Tid: [Den 4. maj 2022, kl. 13.00—15.00]
Sted: [Virtuelt]

Tilmelding: [Senest den 29. april 2022 til ph.d. studerende Jahan Shabnam,
jahan.shabnam@rsyd.dk, tif. 42336701 ]

13.00-13.30 Velkomst og Jahan Shabnam’s praesentation af resultatet fra
litteraturstudiet, interviewundersggelsen og interventionens
komponenter

13.30- 13.45 Pause

13.45-14.45 Feelles drgftelse af studiernes resultater, interventionens
komponenter samt idéer og udfordringer i forhold til at
pilotteste og implementere interventionen i praksis.

14.45 - 15.00 Opsamling og tak for i dag

Vel mgdt, Jahan Shabnam.
Hvis du har spgrgsmal, kan du kontakte mig pa telefon:

42 33 67 01 eller mail: jahan.shabnam@rsyd.dk

\
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11.09

din fami

for det

digg med at tale

Kan hjrlpe dig med
1 dine muliy ler for

wdllin

Hvad er Tryg & Sikker?

“I'ryg & Sikker er en indsats, hvis mil
er at yde lindrende pleje, omsorg og
behandling il mennesker med kronisk,
fremadskridende, uhelbredclig sygdom
og deres nermeste. Indsatserne
fokuscrer pi at lindre symptomer og
lose probmlemer i forbindelse med
sygdommen. Formalet er at forbedre
livskvaliteten for bade dig og din
familie

Hyem yder omsorg og pleje?
Det afhenger af din situation, hvem du
moder. Det er en sundheds-
professionel, der yder omsorg |
samarbejde med en frvillig, din egen
lage, leger og svgeplejersker pa
hospitalet og andre specialister for at
stotte dig og din familic. Den
sundhedsprofessionelle tager sig ckstra
tid til kommunikation og gennemgang
af behandlingsmuligheder og hjelper
med at navigere i sundhedssystemet.

Appendix 9 — Information about
the intervention “Safe and Secure”’

REHPA

Videncenter for
Rehailitering og Palliation

Vestergade 17, 5800 Nyborg

2181101

rehpa dk
rehpa@rsyd dk
facebook.com/rehpa.dk

twitter.comyrehpa_dk

o 0 0 A & ¢ O

linkedin.com/ce

pany/rehpa

SDU+ .

e pi et I m

forbindelse med cr

Hvordan ved jeg, at Tryg &
Sikker passer til mig?

Tryg & Sikker er for dig, hvis du lider
al smerter, rethed, stress eller andre
symptomer pa grund af ot
fremadskridende, uhelbredeligt
sygdomsforlab, som fx kreft,
hiertesygdomme, lungesygdomme,
nyresygdomme, demens, Alzheimers,
Parkinsons, amyotrofisk lateral
sklerose (ALS), multipel sklerose og
mange flere.

Hvordan fir jeg Tryg & Sikker?
Du skal bede om det! Fortal blot din
lage og/cller sygeplejerske, at du gerne
onsker indsatsen Tryg & Sikker.
“Tilbudder er gratis.
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Tryg & sikker

Stottende omsorg — tl dig og din familic

Hvor modtager jeg Tryg &
Sikker

Hjemme eller hvor du har brug for
det, [x 1 forbindelse med din
kommunale rehabilitering, hos legen,

pa sygehuset, plejebjem eller lignende.

Hyvad kan jeg forvente?
Du kan forvente:

Tindring af smerter, trathed,
dndenad, kvalme, forstoppelse,
appetitloshed og sovaproblemer.
Hiwlp til at fortsette din daglige
aktivitet.

Understottelse af din lage- og
rehabiliterende behandling,

Tndsatsen hjelper dig med bedre at
forsta din helbredstilstand og dine
muligheder for behandling og
rehabilitering. Dhu kan kort sagt
forvente at oge din livskvaliet.

-
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Abstract

The paper aims to identify and describe the European evidence on opportunities and barriers to access and utilization of
palliative care among non- western migrants. A systematic review in accordance with PRISMA guidelines was conducted
in June 2020, searching Medline, CINAHL, PsychINFO and EMBASE databases. PROSPERO# CRD42020193651. Studies
included empirical research published between 2011 and 2020. Search words were, for example, ethnic groups and palliative
care. Thematic analysis was used to analyze data. Twenty nine qualitative and six quantitative studies were included. Four
main themes were identified: communication and language; knowledge and awareness; patient preferences, cultural and
religious issues; and lack of resources at different levels of palliative care service provision. Migrants’ access to palliative
care is impeded at system, community and individual levels, yet, recommendations are mostly at the individual level. Closer

attention is required to these different levels when designing future palliative interventions for migrants.

Keywords Palliative care - Non-western - Migrants - Europe - Systematic review

Introduction

International migration is increasing globally, with an esti-
mated 272 million people (3.5% of the total world popula-
tion) living outside their country of origin [1]. Since the
Second World War, the continent of Europe has become
more ethnically and culturally diverse [2]. In 2019, 21.8 mil-
lion people (4.9% of the total population) living in Europe
were born elsewhere [3]. As a result, the European health-
care system is serving an increasingly diverse population of
patients [4]. All migrants in Europe have the right to equal
access to health services from prevention to treatment, reha-
bilitation and palliative care (PC) without discrimination.
This common goal of the continent towards provision of
PC among migrants motivated our search to be conducted
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University of Southern Denmark, Odense, Denmark

Published online: 28 October 2021

within Europe [5, 6]. Since palliative care is multidimen-
sional, multiple settings including home, hospitals, long-
term care facilities, cancer centers, and hospices are involved
in the provision of care [7].

In Europe, migrants are defined diversely within several
categories, including labour migrants, refugees and asy-
lum seekers, family members of existing migrants, victims
of trafficking, and returnees [4, 8]. In this review the term
‘migrants’ will be used as an overarching term inclusive of
refugees, asylum seekers and other migrants [4] (Table 1).
Due to different welfare systems within Europe, the right to
access health care varies according to the migration status
of the migrant. Within Europe, for example, undocumented
migrants have the right to access free of charge, more than
emergency care in five countries, only emergency care in
twelve countries and only first aid in ten countries [9]. It is
anticipated that legal aspects of migration status can influ-
ence access to and provision of palliative care among vari-
ous migrant groups within Europe [10]. Although in this
review non-western migrants will be named as a common
group, they represent a variety of languages, religions and
cultures originating from different continents of the world
[11]. Migrants will not be categorized according 1st genera-
tion or 2nd generation migrants in this review.

@ Springer
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Table 1 Definitions of terms

Terms Definitions

Culture A dynamic framework that evolves and adapts within an ecologic and technical setting through historical, political, and social
forces. The framework provides a structure that positions its subgroup members in juxtaposition. Each subgroup creates a
dynamic system of beliefs, values, lifestyles, and opportunities that provide its members a sense of safety, identity, and mean-
ing of and for life within the social, biologic, physical, and political niche [75]

Migrants A person who have moved from the country of origin to reside somewhere else willingly or forcefully by finding work or better

education or family reunion or other reasons [4]
Palliative care

Starting with the diagnosis of a life threatening disease and continuing along the entire trajectory of care, to hospice and end-of-

life-care, and finally to family support after death of the loved one [69], [76]

Non-western

Non-western migrants refers to the group of people originating from countries other than 28 European countries as well as

Andorra, Iceland, Liechtenstein, Monaco, Norway, San Marino, Switzerland, Vatican City State, Canada, USA, Australia and

New Zealand [77]
Religious

A particular system of faith and worship expressive of an underlying spirituality and interpretative in terms of specific rules,

regulations and practices, of what the named religion understands of ‘God’ or ultimate reality [78]

Spiritual

A search for existential meaning within a life experience, usually with reference to a power other than the self, not necessarily

called ‘God’, which enables transcendence and hope [78]

Health literacy Health literacy is linked to literacy and entails people’s knowledge, motivation and competences to access, understand, appraise,
and apply health information in order to make judgments and take decisions in everyday life concerning healthcare, disease
prevention and health promotion to maintain or improve quality of life during the life course [70]

The process of migration often leads to health problems
among migrants [12]. Moreover, it has been documented
that life-threatening and chronic disease burden is highest
among ethnic groups, especially among non-western migrants
[13-15]. Furthermore, non-western migrants have a tendency
for lower utilization of hospice and PC at the end-of-life (EOL)
[16-20]. The lower utilization of PC among non-western
migrants living in Europe could be explained by significant
differences in spirituality, culture and religious beliefs emanat-
ing from the country of origin [21, 22].

Empirical research on non-western migrants’ PC has been
conducted within national contexts [19, 23]; however, we did
not find a systematic review on current practice, facilitators
and barriers of utilizing PC services among the non-western
migrant population living in Europe. Therefore, this system-
atic review was conducted to systematically summarize and
present the available published European literature on utilizing
PC services among non-western migrant population living in
Europe.

Aim
The aim of this systematic review was to identify and describe

the European evidence on opportunities and barriers to access
and utilization of PC among non- western migrants.

Methods

The review was conducted in accordance with the Pre-
ferred Reporting Items for Systematic Reviews and Meta-
Analyses (PRISMA) guidelines for systematic reviews.

@ Springer

The review is registered in PROSPERO, reference number
CRD42020193651, an international prospective register of
systematic reviews.

Inclusion and Exclusion Criteria

Study selection criteria are presented in Table 2.

Three articles did not clearly state the ethnic background
of the migrants [24-26]. Hence, emails were sent to the cor-
responding authors to obtain this. One author did not reply
and two others confirmed that they had not asked the rel-
evant professionals about the demographics of the migrants;
still they stated that it would likely be the same group of
migrants as in this systematic review [24, 25]. All three arti-
cles were included.

Search Strategy

An electronic search was conducted on the 22nd of June
2020. Prior to the search, a librarian was consulted to review
the search strategy. The primary databases used were: Med-
line, Embase, PsycInfo and CINAHL. Furthermore, manual
searches of the reference lists of identified articles were per-
formed, and through citation tracking in Google Scholar.

All documents were considered for relevance based on
titles and abstracts. When the information was not sufficient
to decide on inclusion or exclusion, the full text was evalu-
ated. EndNote was used to keep track of the selected lit-
erature and to remove duplicates. Table 3 shows the search
words with number of results obtained.
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Table 2 Eligibility criteria

Inclusion criteria ~ Peer reviewed research articles

Addressing data from at least one of the non-western migrants nations’

Focuses on end-of-life/palliative care
Research articles published in last 10 years
Non-western migrants living in Europe

Articles available free-of-charge or are available through university library services

Written in English/Danish/Swedish/Norwegian
Concerning adults 18+ as patients

Exclusion criteria

Case studies, reviews or non-peer reviewed documents, conference abstracts, editorials, report, quality improvement papers

Studies reporting data from people of non-western origin
Studies without focus on end-of-life care/palliative care

Articles published before 2011

Non-western migrants living outside of European setting for example USA/Australia

Require a fee OR not available through university library services

Resources in languages other than English/Danish/Swedish/Norwegian

Religious views without organizational palliative care at the end-of-life

Studies on euthanasia, organ donation, mourning or religious descriptions without focus on palliative care

Quality Appraisal

Each of the included studies was evaluated for methodo-
logical quality by first author based on a tool developed by
Hawker [27], which assesses the quality of heterogeneous
study designs. Confusions and uncertainties were continu-
ously discussed with last author. The tool is scored on ten
areas ranging from 1 (very poor) to 4 (very good). Compo-
nents of the scale were: 1. title and abstract, 2. introduction
and aims, 3. method and data, 4. sampling, 5. data analysis,
6. ethics, 7. bias, 8. results, 9. transferability and generaliz-
ability; and 10. implications and usefulness. Scores range
from 10 to 40 with higher scores indicating higher quality
[27] (Table 4).

Data Extraction and Analysis

Data was extracted by first author and reviewed by last
author if necessary. Data was extracted from each paper
including information on year of publication, study aim,
sample characteristics, method and/or design, and main find-
ings. Included articles were read and assessed by first author
and subsequently checked by last author. Any disagreements
on eligibility and quality of each article were discussed and
agreed upon between first author and last author.

A thematic analysis technique proposed by Braun and
Clarke was used to extract main themes [28]. Detailed exam-
ples demonstrating the process of data extraction and data
analysis are shown in Tables 4 and 5. Despite including
any study design in this review, only data on qualitatively
derived themes was extracted from the included studies,
as the aim of this review was to describe information on
migrants’ facilitators and barriers to access and utilize PC
rather than the proportions of participants utilizing these
care facilities.

Table 3 Search words: Ovid Medline

Searches Result
1. Exp Ethnic groups/ 152,424
2. Exp Cultural diversity/ 11,452
3. Exp “Emigrants and Immigrants’’/ 12,296
4. Exp “Transients and Migrants’’/ 11,542
5. Exp Human Migration/ 26,237
6. Exp “’Emigration and Immigration’’/ 25,127
7. Exp Culture/ 160,142
8. Exp Cultural competency/ 5485
9. Exp transcultural Nursing/ 3364
10. (Ethnicity or Ethnic groups or Cultural diversity 738,864

or Immigrant* or Migrant* or Human Migration or

Immigration or Emigration or Transients or Culture or

Cultural competency or transcultural Nursing or cultural

factor or culturally competent care or Multiculturalism

or Acculturation or Fugitive*). ab,kw,ti
11.1or2o0r3or50r60or7or8or9orl10 990,902
12. Exp Palliative care/ 53,811
13. Exp Hospices/ 5006
14. Exp Terminally ill/ 6492
15. Exp Terminal care/ 51,074
16. Exp Hospice care/ 6453
17. (End of life or palliative nursing or cancer palliative 91,432

therapy or palliative therapy or hospice care or hospice

or hospice nursing or hospice patient or terminally ill

patient or Life threatening disease or Life limiting illness

or Terminal care or Terminally ill or hospice* or pallia-

tive). ab,kw,ti
18.120or13 or 14 or 150or 16 or 17 141,447
19.11 and 18 4642
20. Limit 19 to (humans and yr=""2011 — Current’”) 1726

@ Springer
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Table 4 (continued)

&

Main findings

Ethnicity*

Participants

Quality score Location

Study design and

method

Aim

Author(s), Year, Refer-

ences

Springer

Lack of time and skill

South Asian

Patients, n=16 and

United Kingdom

35

Qualitative (semi-

To explore experiences

34. Wilkinson et al.

of nurses in the kidney

care influence the

=45

care providers, n

structured interviews
and focus groups)

of kidney patients’

(2017) [35]

at the EOL care to

access to EOL care of
patients with migrant

backgrounds

inform delivery of
care that can meet
diverse patients’

needs

Bilingual research

United Kingdom Bilingual research South Asian

35

Qualitative (focus

To report interviewer

35. Wilkinson et al.

interviewers reflected

=7

interviewers, n

group)

reflections of con-

(2017) [37]

on the inequalities and
access to EOL care
that could contribute

ducting interviews
with South Asian

kidney patients about
their experiences of

EOL care

for the service devel-

opment of South Asian

kidney patients

*Ethnicity here refers to the ethnicity which are studied or discussed in the article

**Polish, Turkish, Russian, South Korean, Serbian, Vietnamese, Austrian, Ukkranien, Croatian, Italian, French, Romanian, Libyan, Indian, Egyptian, Portugease and others

Results

As can be seen in Fig. 1, the search yielded 8431 articles
of which 35 were relevant to this review. None of the stud-
ies were excluded on the basis of methodological qual-
ity. All studies provided adequate information related to
the study question. There was considerable heterogeneity
among included studies in the review.

Thirty-five original articles from 21 studies were
included. The following references originate from the
same studies [24, 25, 29-37] and [38-40]. The articles
varied in respect to the number of participants, research
design, locations, settings, and ethnicity of migrants. Stud-
ies have been carried out in various settings across nine
European countries. Nineteen articles were conducted in
the United Kingdom (UK) (n=19) and the remainder in
Germany (n=3), the Netherlands (n=4), Belgium (n=3),
Sweden (n=2), Norway (n=2), Austria (n= 1), and Den-
mark (n=1). The majority of the articles followed a quali-
tative design (n=29) with a small number of quantitative
studies (n=6). The number of participants in the qualita-
tive studies ranged from two [41] to 106 [42] and in the
quantitative studies from 34 hospice and PC institutions
[43] to 2,820,283 individuals [44]. The included articles
involved migrants originating from the continent of Asia
and Africa. Participants in the studies were citizens [45],
health professionals (HPs) [24, 25, 46], volunteers [47]
non-western migrant patients with PC needs and/or their
family caregivers [33, 48]. The thematic analysis revealed
four main themes concerning barriers to migrant utiliza-
tion of PC:

Communication and language

Knowledge and awareness

Patient preferences, cultural and religious issues

Lack of resources at different levels of palliative care
service provision.

il

Articles included in this review use various terms to
describe the subjects of research for example, Black, Asian
and other minority ethnic groups, immigrants, migrants,
South Asians, ethnic minorities and/or non-western
migrants. All subjects are described as non-western
migrants in this review.

Communication and Language

Poor communication among migrants and HPs is identified
as a problem in seventeen of the articles included in the
review [10, 24-26, 29, 32, 33, 35-40, 42, 45, 49, 50]. This
was associated with proficiency in the local language [26,
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Table 5 Data analysis

Steps Process

Example

Extracting data

Articles added in current review were read carefully to

Table 4 shows the extracted data

extract data by using a form developed by authors. Authors
extracted data which seems relevant to the current review

Coding data Entire articles were read again and again to code according
to the research aim. Line-by-line coding was done manu-
ally. Here in this table showing example from one article
[35]

Combining

similar codes
together
Themes Similar codes were grouped together under themes. Themes

were not included if they consisted of very diverse data.

Need more time to allocate interpreter

Nurses lacked time to talk to patients

Lack of time and staff, less time available to talk

Culture of common decision making

Providers lack training to discuss EOL

Strategy to improve rapport is to involve family members

Involvement of family careers increase frequency of treatment
[35]

Similar codes from all of the articles were combined together Need more time to allocate interpreter

Nurses lacked time to talk to patients
Lack of time and staff, less time available to talk
Providers lack training to discuss EOL

Lack of resources at different levels of palliative care service
provision

Themes with too little information were merged together

under one theme

36, 37, 40, 42, 45, 49], involvement of family members (as
interpreter/interrupter) [33, 38, 39], or HPs’ poor cultural
understanding [24-26, 33, 34].

Poor communication leads to poor satisfaction among
both the users and service providers [24, 25, 33, 38-40, 45].
Patients feel isolated and have poor mental health due to
limited opportunities for interaction and conversation during
their stay in hospital [10, 40]. To facilitate communication,
healthcare facilities provide support through interpreters,
internet services and/or by family members are working as
interpreters [26, 34, 36, 37, 42, 45]. Users and service pro-
viders experience challenges in both scenarios [26, 34, 36,
37, 42, 45]. According to HPs, interpreters are not trans-
lating properly[42]. Moreover, patients and their family
members are not comfortable with using an interpreter in
fear of conveying bad news to the patient [33, 42]. Using a
family member as an interpreter creates several other issues
for HPs who can be afraid that family members are holding
back information and interpreting only partially or improp-
erly [26, 34, 36, 37, 42]. Interpreters and HPs therefore
both acknowledge a dearth of understanding and training
for working in collaboration [33, 42].

Apart from verbal language, barriers sometimes extend to
body language and non-verbal communication [10, 25, 42].
HPs find it difficult to deal with both verbal and non-verbal
communication with patients from migrant backgrounds,
resulting in short conversations rather than deep discussion
[25, 36]. According to HPs, patients are over expressing pain
and families are dramatic when expressing their emotion
towards their dying relative [10, 24, 25, 38]. The absence
of proper communication encountered by HPs can lead to
uncertainty and dissatisfaction while caring for migrants [42,

46]. Poor communication is reported to cause negative feel-
ings and distancing of HPs from patients, which may result
in failure to provide best care [24, 25, 38].

Various possibilities to improve communication among
HPs and migrant families are found in the literature, for
example, to involve both the patient and family members in
the medical discussion [32, 39]. Moreover, HPs should be
trained to work in cooperation with professional interpreters
[33, 42]. Involving professional interpreters rather than fam-
ily members or an ordinary interpreter could be a possibility
to facilitate communication [10]. Other suggestions are to
employ migrant HPs in the care team [26], ensure that HPs
are sensitive, less judgmental, open to discussion [10, 33,
41] and encouraged to take part in culturally sensitive com-
munication training [39]. Sometimes, just showing interest
in/or respect for the culture or religion of the patient, has
been seen as helpful to ensure good communication [49].

Knowledge and Awareness

Sixteen articles included in this review [10, 24, 25, 34,
36-39, 43, 45, 47-52] discuss inadequate knowledge and
poor awareness among non-western migrants and their fami-
lies about the existing healthcare system in the host country
and how to navigate it. Poor awareness among migrants is
often linked to poor expertise in the local language. Thus, it
becomes troublesome for them to gather information about
the healthcare system [10, 37].

According to HPs, lack of awareness among this group
is a result of poor education [26, 34, 39, 49]. Moreover, in
gathering information, migrant families have exhaustive
medical queries for their HPs [38, 39, 41]. Thus, HPs need

@ Springer
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Fig.1 PRISMA flow diagram

Identification

Screening

Eligibility

Included

to be prepared with information for migrants [25]. Bet-
ter understanding of the provided PC services in the host
country is also influenced by the acculturation of migrant
families [37, 45]. It has been documented that younger
generation migrants have better knowledge and awareness
about existing PC compared to the older generation [37].

The articles mention the need for improved knowledge
among migrants, through training and education within
the migrant communities to facilitate access to PC [10,
45, 49]. One way could be to use volunteers from the same
community [47]. Other suggested methods include using
information leaflets in the different languages [49], using
local television channels or use of audio/video materials,
website based information, using social media such as
Facebook and/or involvement of religious and recreational
authorities [10, 49]. Indeed, information on PC is seen as
a way to empower the migrants [49].

@ Springer

CINAHL - 2259
Embase - 2484
Medline - 1726
PsycInfo - 1962

Records identified through
database searching
(n=8431)

A

Duplicate records
(n=2261)

Records after duplicates
removed
(n=6170)

y

Records excluded
(n=6054)

Records screened (titles and
abstracts)
(n=6170)

A 4

Full-text articles screened for

Records excluded
because eligibility
criteria not met (n = 88).
Reasons for exclusion

eligibility
(n=116)

included: not empirical
. research or review

(n=28) + 7 from hand search

article or opinion piece,
not pertaining to non-
western migrants, not
pertaining to PC,
migrants are not living

Full text articles reviewed

in Europe, related to
only religious

A 4

description without

Articles included in the final focus on PC.

review

(n=35)

Patient Preferences, Cultural and Religious Issues

The concept of ‘‘filial piety” is often discussed in articles
[10, 29, 45, 50]. Most of the elderly migrants expect their
families, especially children, will take care of them [10,
45]. The entire family agrees upon the concept of ‘family
caregiving’, i.e. duty towards family, both to avoid extra
expenses and due to their poor knowledge about available
professional help [50]. Caring for the sick family member
at home is also highly respected by community members
and they may be criticized if this does not happen [49,
50]. The decision to be cared for at home is often inspired
by the need for religious practice, which is more feasi-
ble at home [31]. The decision of being at home is also
motivated by the strong desire to be surrounded by family
and friends until the very last moment of life [48]. How-
ever, retrospective studies on place of death reveal that
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non-western migrants are more likely to die in hospital
than at home or in a hospice [53—56]. One survey came
up with possible explanations for differences in care and
decision-making, at patient level (for example, preferences
related to culture and religion, language proficiency, health
literacy) and at provider level (for example, responsive-
ness, cultural competence) [55]. The reason for hospital
deaths may be associated with a perception that deaths
are better managed in hospitals compared to at home [31].
Moreover, medical care is a way of sustaining the hope
that a patient will be cured [57].

After diagnosis, disclosure of the incurable disease,
prognosis and treatment of the patient are discussed in
some articles [24, 26, 42, 49]. Inspired by the cultural val-
ues of the country of origin, migrant patients often lean on
the family members especially on the children for proac-
tive healthcare decision-making [30]. The family members
try to keep hope alive for the patient and often the patient
is not informed about the diagnosis or poor prognosis
[10, 33, 39, 40, 42, 46, 57]. The culture of disclosing the
diagnosis to patients is practiced differently in Europe,
although the patient has the right to be informed about the
medical condition [24]. However, it should not be taken for
granted that all migrants want to be in the dark about the
diagnosis or prognosis [24]. Migrants are a heterogeneous
group in terms of educational level, economic level and
social class [10, 26, 44]. Thus, there are suggestions that
HPs initiate an open discussion with the patient about their
preferences on the level of information they receive. These
preferences must then be respected and documented, to
avoid conflicts in professional practice [10].

The culture of being surrounded by many visitors is
preferred by patients, although not supported by the HPs
or the rules of the hospital [24-26, 38, 39, 49]. For visi-
tors, the act of visiting a sick person may be a part of a
religious practice [38]. While for professionals, too many
visitors are noisy, disturbing for other patients, and time
consuming [24]. One suggestion is to extend hospital visit-
ing times and official routines [26].

A Dutch study concludes that patients with a non-
western migration background prefer more, longer or
maximum, curative treatment [55]. This is supported by
other qualitative studies conducted in Belgium, the UK
and the Netherlands [30, 32, 38, 39]. However, a con-
trary result is found in another qualitative study, where
the nurses reported that the families of the non-western
migrants asked them to stop intervening and let nature take
its course [46]. Some articles suggest that HPs should con-
sider the cultural differences of migrant families in relation
to their own preferences [10, 26, 32, 33, 45], thus creating
a point of negotiation for both parties and acceptance of
the differences [26, 33].

Lack of Resources at Different Levels of Palliative
Care Service Provision

Scarce resources in the care facilities at different levels is
mentioned: at policy level, structural level and provider
level [10, 33, 35, 38, 42, 52, 58]. Authors recognize a
need for proper initiatives at the policy level. The existing
healthcare system of host countries fails to address the
need of the migrants [10, 26, 45, 52]. Moreover, as the
migrant population is almost non-existant at the politi-
cal level, the practice of shared medical decision-making
remains unknown for this population [10]. Articles based
on religious belief expressed the need for policy makers
to address the role of faith-based values when providing
EOL care for migrants [52, 59].

At a structural level, healthcare facilities do not have
enough resources to support the diverse and complex needs
of the migrants [25, 45]. The structures of the healthcare
facilities should be more flexible to provide for the diverse
needs of the migrants [10, 45], for example, availability of
professional interpreters, spiritual care workers or a psy-
chologist with different cultural origins [26].

At the healthcare provider level, there is a shortage of
time, training, planning and resources to meet the unmet
needs of the migrant families [10, 34, 35, 38, 42, 46].
Within the healthcare facilities, providers are under time
pressure. There is no time left for them to be emotional
only rational [34, 38]. Moreover, they are expected to pro-
vide care for migrants without any proper prior training
[10, 24-26, 35]. Thus, cultural understanding of migrant
families’ remains limited for HPs [24, 25]. This results
in many migrants being considered as a burden to them
[10, 25] and a tendency to generalize about ‘migrants’
[25]. Discrepancies between available resources and unmet
needs [33, 38—40], for example, differences in expectations
about what constitutes good care [29, 32, 38], results in
conflicts between HPs and migrant families [33, 38—40].
Due to such conflicts, both parties develop negative feel-
ings towards each other [38]. This conflicting position
results in mistrust towards HPs in general [38—40]. To
solve these conflicts, authors suggest that the HPs should
follow the strategy of acknowledging differences and
accepting them [26, 33].

In addition, HPs agree that professional interpreters
could facilitate good communication, although there is
scarcity of time, planning and resources to provide inter-
preters for migrant families [33, 35, 39, 42]. To provide
appropriate care for the migrants, it is suggested cul-
tural sensitivity training for HPs should begin in medical
schools [10, 26, 35, 39, 46].

@ Springer
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Discussion

To our knowledge, this is the first systematic review of
palliative care utilization among non-western migrants liv-
ing in Europe. The themes that emerged from this review
reflect several interrelated factors that restrict access to
palliative care services for non-western migrants. An
attempt was made to describe themes separately, though
they sometimes remain difficult to separate from each
other. For example, lack of language proficiency leads
to poor knowledge and awareness. In addition, poor lan-
guage skills also contribute to limited communication and
a sign of the preference of the individual (not to learn the
local language). Thus, it is difficult to draw a line between
each theme. It is also worth mentioning, one result of this
review that highlighted the issue of poor language pro-
ficiency, knowledge, awareness among migrants or lack
of cultural training among HPs are not the fault of any
individual. It is not the responsibility of those individuals
(migrants or HPs) to solve these problems. Rather, it is
anticipated that the problems are embedded in the policy
and/or in the system, where diverse needs of migrant fami-
lies are overlooked in the PC trajectory.

The findings of this review are both consistent with and
complementary to themes found elsewhere on migrants’
PC in Europe and internationally [19, 23, 60, 61]. Articles
included in the current review discuss more explicitly the
challenges at an individual level) rather than how eco-
nomic and/or structural factors influence the utilization
of PC among migrants. Structural factors might include
strict immigration policies in Europe and institutional-
ized discrimination towards specific religious, ethnic or
cultural groups in the receiving European country [62].
At the policy level, inclusion of cultural/religious diver-
sity practice at the time of illness and at the EOL in the
curriculum of HPs could make a difference in profession-
als’ way of perceiving patients and their families from
a migrant background. Ideally, professionals should be
trained in and confident about providing care for ethni-
cally diverse migrants. Interestingly, ethnic diversity is
only visible when the group is not completely integrated
into society [63]. Integration into the host society also
influences the modes of communication with migrants in
health facilities. In spite of language differences, showing
interest or respect towards each other, might be helpful to
build trust and provide comfort towards the migrant fami-
lies. In addition, professionals and migrants should both
endeavor to find a mutual point of negotiation to avoid
conflict between the two.

According to this review, preferences for PC are shaped
by cultural and/or religious values, family involvement,
trust/mistrust in institutional care, and the practice of care
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in the country of origin [10, 26, 29, 45, 49, 50, 55]. Similar
factors are identified in a recent review conducted in the
USA in which ethnic minorities mentioned the importance
of spirituality, belief systems, acculturation, healthcare
system distrust, and social networks in EOL care pref-
erences and planning [64]. In addition, care preference
is also influenced by economic conditions. Migrants are
challenged in the ethnically, linguistically, and culturally
segregated labour market [65]. Often, despite higher edu-
cation, migrants have to choose low skill jobs because of
proficiency in the local European language. Low socio
economic status determines migrants’ living conditions,
eating habits, and health service affordability [65].

Non-western migrants are not a homogenous group; they
have differences in care preferences and decision-making
[10, 24, 26, 46]. It is noticeable that decision-making in PC
is influenced by several factors, thus one should not stereo-
type by ethnic background [66]. Moreover, not all European
countries have the same guidelines on provision of health-
care. For example, the norm of disclosing of life threaten-
ing illness or prognosis with patients varies within Europe
[67]. Thus, the preference of the patient could be taken into
account while disclosing diagnosis towards a non-western
migrant patient.

The poor knowledge and awareness about PC has among
migrants is probably caused by the lack of availability of
PC services across the world. PC is a new and emerging
field, particularly in Asian and African countries (origin of
migrants in this review) [68]. Thus, migrants originating
from countries with little or no access to PC might find it dif-
ficult to accept such forms of care at the EOL. Particularly,
they may not fully appreciate or accept the information that
PC is not a curative treatment procedure, it neither hastens
nor delays death but improves the quality of life of the dying
individual and his/her family [69]. Articles mention the poor
health literacy of the migrants, resulting in poor knowledge
and awareness [25, 34, 39, 43, 48, 49, 51]. There are four
steps in processing health information: access, understand,
appraise and apply [70]. An individual must have sufficient
relevant knowledge, motivation and competencies to suc-
cessfully follow the steps [70]. Although educated migrants
have the ability or health literacy to navigate the healthcare
system in their country of birth, it may become complicated
in the healthcare system of the host European country.

Mostly articles included in this review discuss barriers to
accessing PC and possible measures for a way forward. To
plan more responsive PC services for non-western migrants,
one of the challenges is the diversity that exists across and
within the different groups (for example, in terms of lan-
guage, culture, religious beliefs or country of origin), thus,
it is difficult to generalize [62]. In addition, different factors
like migration background/status, length of the stay in the
host country, language skill, and social class influence needs
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and PC service utilization among non-western migrants.
Therefore, before planning any PC service for the non-west-
ern population, it is important to understand the migrant
as a unique person with individual needs [71]. In order to
better meet the diverse needs of the migrants, healthcare
services and HPs, both should treat the individual patient
and the family uniquely [72], by considering their linguis-
tic, cultural and religious preferences and needs. Moreover,
context should be considered carefully before planning and
while implementing interventions for non-western migrants
[73]. Such interventions need to take account of individual
migrants’ history, demographics, social class, education, lan-
guage proficiencies, individual needs and the current context
of implementation.

Strengths and Limitations

This review included both qualitative and quantitative arti-
cles, providing insights from epidemiological, demographic,
institutional, community and individual reasoning in rela-
tion to lower PC service usage by non-western migrants in
Europe.

However, different studies have defined migrants differ-
ently or not at all; this heterogeneity was not considered
during data analysis or when deriving themes. If the het-
erogeneity was considered this might have influenced the
derived themes and, thus the overall results of the review.
Furthermore, recent refugees and asylum seekers were
considered part of the population of this review along with
other migrants. Thus, the unique needs [74] of this group
of migrants were not analyzed separately which could have
influenced the results. Search terms were in English and
included articles only in English, Swedish and Danish.
Hence, there is the possibility that other relevant published
literature in this topic area were not included in the study
due to language restrictions.

Conclusion

This review showed that some of the reasons why non-
western migrants find it difficult to navigate European PC
systems, are related to structural barriers, lack of resources,
as well as issues of knowledge and awareness. Factors that
are considered useful to help this group of patients are: flex-
ibility of the healthcare system to address the diverse needs
of the migrants, cultural training among HPs and empower-
ing migrants by provision of relevant knowledge. As eth-
nic diversity is continually growing within Europe, it will
become increasingly important to understand and modify
our approach to the provision of PC both within healthcare
systems and within the communities. Hence, recommenda-
tions are mostly at an individual level, as they are important

to consider for policy makers and healthcare providers when
designing future PC interventions for migrants.
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Abstract

This study explores care experiences while utilising palliative care services of non-
western migrant families from the perspectives of patients, family caregivers, and
healthcare professionals in Denmark. Twenty-three semi-structured individual and
group interviews were conducted among eight patients with a life-threatening disease,
I'l family caregivers, and ten healthcare professionals. Thematic analysis revealed three
themes: 1) Communication between families and healthcare professionals; 2) Building
and lack of trusting relations, and feeling safe, and 3) Access to information and
navigating in the healthcare system. Moreover, “language and culture” emerged as
transaction themes that are not mutually exclusive, however, interconnect across the
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mentioned three themes. Non-western migrant families can be supported by
healthcare professionals’ cultural competency training, negotiating on providing ser-
vices concerning information, patient preferences, family involvement, and palliative
care setting. This study findings urge inter-sectoral collaboration to ensure needs-
oriented and linguistically and culturally appropriate palliative care services for non-
western migrant families in Denmark.

Keywords
palliative care, transients and migrants, non-western, health services, Denmark

Palliative care has been recognised under the human right to health by the United
Nations’ International Covenant on Economic, Social, and Cultural Rights since 2000.
Eventually, it has been integrated into universal health coverage in the healthcare
systems in many countries (Powell et al., 2015). Ethnic inequalities in access to and
utilisation of palliative care are well documented, and the reasons stated include lower
awareness of the availability of palliative care services (Evans, Mefiaca, Andrew, et al.,
2012; Shabnam et al., 2020), language difficulties (de Graaff et al., 2012), lower rate of
referral to palliative care services (Evans, Menaca, Andrew, et al., 2012), and healthcare
professionals’ poor cultural competency (Jansky et al., 2019). Although barriers to
access to and utilisation of palliative care among migrants are described as rooted at the
system-, community- and individual levels (Jansky et al., 2019; Schrank et al., 2017),
most recommendations are at the personal level (Shabnam et al., 2021). Palliative care
services are well established and available for all Danish legal residents. General and
specialised palliative care are integrated into mainstream healthcare provision for
patients with life-threatening diseases (Sundhedsdatastyrelsen, 2017). Concepts in
italic are described in the concept section of this study.

In January 2020, 14% of the population in Denmark had a migration background
(migrants and their descendants). Among all migrants, two out of three have a non-
western origin (Indvandrere i Danmark 2021, 2021). Many work migrants, mainly from
Turkey, Ex-Yugoslavia, and Pakistan who migrated in the 1960s and 1970s to take jobs
as unskilled workers in Danish factories are now aging (Nielsen et al., 2021). An
increasing number of migrants are at risk of developing life-threatening illnesses.
Previous studies conducted among these groups show that despite the general
availability of these services in Denmark, non-western migrants are less likely than
ethnic Danes to use elderly care (Hansen, 2014), to participate in cancer screening
(Frederiksen et al., 2010; Hertzum-Larsen et al., 2019; Kristiansen et al., 2012), and live
in a nursing home (Stevnsborg et al., 2016). One of the factors limiting non-western
migrants’ interaction with healthcare services may be poor Danish language profi-
ciency (Hansen, 2014). Another factor is the religious and cultural differences between
the non-western migrants and the Danish community (Pentaris & Thomsen, 2020). For
example, the traditional values held by some of the non-western migrants, such as filial
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piety and the collective well-being of families, can be seen to contradict the dominant
cultural norm of public healthcare in Denmark (Hansen, 2014). Hence, when ap-
proaching death, non-western migrants may reasonably prefer adopting rituals prac-
ticed in the country of origin to those of the host country (Hunter & Ammann, 2016).

While the literature on the needs and barriers to access general healthcare services
experienced by migrants has recently increased (Biswas et al., 2011; Lokdam et al.,
2016; Nielsen et al., 2021; Villadsen et al., 2019), in Denmark, empirical data on non-
western migrants’ utilisation of palliative care is scarce (Pentaris & Thomsen, 2020;
Raunkier, 2012). Thus, little is known about what facilitators or barriers to; palliative
care provided by healthcare professionals and receiving palliative care among non-
western migrant families in Denmark. These insights may better support non-western
migrant families with palliative care needs.

Therefore, this study aims to explore the care experiences while utilising palliative
care services of non-western migrant families from the perspectives of patients, family
caregivers, and healthcare professionals in Denmark. The research questions of this
study are

1) What do non-western migrant patients and family caregivers find important and
challenging while using institutional palliative care?

2) How do healthcare professionals experience possibilities and challenges in
palliative care for non-western patients and family caregivers?

Concepts Used in this Study

In this section conceptual and analytical framework that guided this study will be
discussed by defining central concepts.

In this study, palliative care is understood as ‘““an approach that improves the quality
of life of patients and their families facing the problem associated with life-threatening
illness through the prevention and relief of suffering through early identification,
correct assessment and treatment of pain and other issues, whether physical, psy-
chosocial and spiritual” (Palliative Care, 2020).

In Denmark, general palliative care is provided in organisations like nursing homes,
home nursing care, general practice, and hospitals (Radbruch & Payne, 2009;
Sundhedsdatastyrelsen, 2017). Specialised palliative care is meant for patients with
life-threatening diseases with complex palliative care needs that require attention from
professionals with specialist palliative care skills and knowledge (Radbruch & Payne,
2009; Sundhedsdatastyrelsen, 2017). The organisations providing this care are spe-
cialised palliative care teams, hospices, and palliative care units in hospitals (Radbruch
& Payne, 2009; Sundhedsdatastyrelsen, 2017).

In this study, culture is understood as a dynamic framework that evolves and creates
a dynamic system of beliefs, values, lifestyles, and opportunities that provide its
members with a sense of safety, identity, and meaning of and for life within the social,
biological, physical, and political niche (Cain et al., 2018). Moreover, culture is
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understood as the beliefs, traditions, practices, and characteristics of people that have
been taught over time which guide their perceptions and health behaviours (Purnell &
Paulanka, 1998). Cultural competency encompasses a set of values, behaviours, at-
titudes, knowledge, and skills that allow healthcare professionals to offer patient care
which is respectful and inclusive of diverse cultural backgrounds (Evans, Menaca,
Koffman, et al., 2012).

Someone has a migration background if that person or at least one of the parents was
born outside of Denmark (Indvandrere i Danmark 2021, 2021). Migrants are defined
diversely within several categories, including labour migrants, refugees and asylum
seekers, family members of existing migrants, victims of trafficking, and returnees
(How health systems can address health inequities linked to migration and ethnicity,
2010; Mladovsky, 2007). In this study, the term ‘migrants’ will be used as an over-
arching term inclusive of refugees, asylum seekers, and other migrants (How health
systems can address health inequities linked to migration and ethnicity, 2010). Non-
western migrants refer to the group of people originating from countries other than 28
European countries as well as Andorra, Iceland, Liechtenstein, Monaco, Norway, San
Marino, Switzerland, Vatican City State, Canada, USA, Australia, and New Zealand
(Statistik, 2021). Although non-western migrants will be named as a common group in
this study, they represent a variety of languages, religions, and cultures originating from
different continents of the world (What are the 7 Continents of the World? 2021).
Despite heterogeneity, in this study, non-western migrants are studied as a group due to
their cultural values and beliefs tied to their country of origin in palliative care
preferences and decision-making (Shabnam et al., 2021).

Methods
Study Design

The research questions call for a qualitative study, and semi-structured interviews were
conducted, reports by using the Consolidated criteria for reporting qualitative research
(COREQ) guidelines (Tong et al., 2007). Thematic data analysis was carried out (Braun &
Clarke, 2006), and the analysis was inductive (Thomas, 2006).

Participants and Setting

Participants were recruited purposively, non-western migrant patients with a life-
threatening disease, family caregivers, and healthcare professionals. Inclusion and
exclusion criteria for participants are mentioned in Table 1. From previous experiences
and literature (O’Reilly-de Brun et al., 2015; Torensma et al., 2019), it is already known
that recruitment among non-western migrants is challenging and time-consuming.
Therefore, collaborations were made with different departments at four different
hospitals and two organisations situated in two regions, the Capital Region of Denmark
and the Region of Southern Denmark, respectively, to contact migrant families. Thus,



Shabnam et al. 5

Table I. Criteria for Participant Selection.

Inclusion criteria Exclusion criteria

For families For families
* Patients and family caregivers (not necessarily from  * Family caregivers less than |8 years
the same family)

* Adult (18 or older) * Western migrants and their
descendants
» Non-western migrants and their descendants living ~ * Patients unable to communicate
in Denmark

* Patients with life-threatening diseases (Cancer, —
Cardio Vascular disease, Lung disease, Mental
disorders, or any disease which might result in
referral to palliative care)

* The family caregiver is a relative or family member —
who is/was (bereaved relative within last 2 years)
related most closely to the patient in the palliative
phase of the life-threatening disease trajectory

For healthcare professionals For healthcare professionals
* Providing care for any patients with life-threatening ~ * Providing care more than 2 years
diseases with a non-western background ago towards this study group

* Doctors, nurses, physiotherapists, occupational —
therapists, psychologists, social workers, and
dieticians

healthcare professionals gave information material about the project and information on
participation, written in Danish and English, to potential participants. If a person
showed interest in taking part in the project, the contact information was passed to the
first author. Eight potential participants declined to take part in the interviews after the
first author contacted them. Recruitment of families took place between 11.03.2019 to
25.06.2021 from six different settings of Denmark’s capital region and Southern
Denmark’s region.

To inform the aim of the present study and get in contact with healthcare pro-
fessionals, the first author presented the study in different collaborating healthcare
settings. The first author approached healthcare professionals to take part in the in-
terview. Healthcare professionals from five different settings in the capital region and
region of Southern Denmark were interviewed between 15.04.2021 and 14.06.2021.
There was no dropout among healthcare professionals.

Ethical Approval

The Danish National Committee on Bioethics, number 61269, approved the study. The
study was registered at the Danish Data Protection Agency (file number: 10.109) and
performed following the Declaration of Helsinki (Association, 2001). The first author
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provided written and verbal information to participants that this study was part of a PhD
study, the study purpose, the interview process, and the audio recording to the par-
ticipants. The first author obtained consent (written or verbal) before each interview.
Patients were asked to nominate a family caregiver involved in the support and care,
and the caregivers included gave consent separately. All participants had information
that their data would be retained and used confidentially, besides their right to withdraw
from the study at any time. The participants’ initials and personal details have been
altered in this article to prevent the identification of individuals.

Data Collection

The inclusion criteria of the families are shown in Table 1. The healthcare professionals,
in collaboration with the first author, included the families. The ‘Surprise Question’-
Would I (healthcare professional) be surprised if this patient died in the next 12 months?
(Moss et al., 2010) combined with supportive and palliative care indicators tool
(Weibull et al., 2019) were used to identify patients eligible for this study. Culturally
adapted supportive and palliative care indicators tool helps Danish healthcare pro-
fessionals to identify people at risk of deteriorating and dying with life-limiting illness
(Weibull et al., 2019). Surprise question was used as an initial screening, then sup-
portive and palliative care indicators tool was used for detailed identification of
patients.

The first author conducted semi-structured interviews in participants’ preferred
language at a mutually agreed date, time, and place. Interviews were conducted in
Danish (14), English (1), Bangla (2), Urdu (1) (by the first author), and Arabic (1) (took
help from an interpreter during the interview). Eight participants preferred to be in-
terviewed via video conference as the data collection process intersects the COVID-19
period. Only verbal consent (8) was obtained from the participants in those cases.
Written informed consent was obtained from 11 participants before the interview.

The inclusion criteria for the healthcare professionals are presented in Table 1 and as
appears they were not necessarily providing care for the participant families in the
present study.

The first author conducted individual (4) and/or group discussions (2) with
healthcare professionals from five different settings situated in the Capital Region of
Denmark and the Region of Southern Denmark. In the first group discussion, the last
author helped to take relevant important notes and facilitate the discussion. Only one
interview was conducted face-to-face; all other five interviews were conducted over
video according to the preference of the healthcare professionals due to the Covid
pandemic.

The interviewer had no prior relationship with any of the participants. However, to
build rapport, only a one-time interviewer met or talked over the phone with partic-
ipants and exchanged formal greetings before the actual interview. An interview guide
was developed to explore families’ experiences, based on the result of a systematic
review (Shabnam et al., 2021) of evidence on palliative care utilisation among
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non-western migrants in Europe. AfterwarAfterwarded accordingly to the Danish
healthcare system. The interview guide explored how migrant families encounter
healthcare services and healthcare professionals in the disease trajectory (supplemental
material). An interview guide was developed to explore the experiences of the
healthcare professionals based on the interviews with the families, where the families
discussed different aspects faced at different levels of palliative care. Thus, the in-
terviews with healthcare professionals were complementary and supplementary to
those with migrant families (supplemental material).

To enhance the credibility of the data, at the end of each interview, the interviewer
summarised the interview to the participants. It allowed them (families and healthcare
professionals) to verify and clarify any misconceptions or additional information. Data
collection continued until saturation was reached, discussed with the last author. All the
interviews were audio-recorded, anonymised, given identification codes, and tran-
scribed verbatim to ensure confidentiality.

Analysis

The first author transcribed the interviews. The interview data was not translated
because qualitative data is better analysed in the source language to minimise the loss in
translation (Chen & Boore, 2010; Smith et al., 2008). Selected codes were translated
into English. The first author conducted analysis and later discussed with the last author
until agreement was achieved on identified emerging themes, their conceptualisation,
and coding. Findings were presented and discussed within the research group to
enhance data analysis further. A thematic analysis was conducted by following the steps
outlined by Braun and Clarke (Braun & Clarke, 2006) (Table 2). A combination of
manual technique and software (NVivo 12) was used to manage data and organise
codes, to have an overall perspective.

Results

A total of 31 participants, consisting of 15 families (eight patients and 11 caregivers)
(Table 3) and ten healthcare professionals were recruited (Table 4). The interviews with
families lasted from 15 to 104 minutes and with healthcare professionals from 16 to
82 minutes. In two families (no. 5 and 15), the patient and caregiver wished to be
interviewed together; the rest were individual interviews. As preferred by the healthcare
professionals, two group interviews and four individual interviews were conducted.

Family XX was included by personal contact; still, it was known by the first author
that the patient only had a few months left to live (declared by the healthcare pro-
fessionals at a hospital).
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Table 2. Example of Analysis Process (Braun & Clarke, 2006).

Steps Description of action

Example from the present study

Step I. Familiarising Transcribing data, reading and
with data reading the transcripts, noting
down the initial ideas
Step 2. Generating Identification of interesting features
initial codes of data and collating data relevant to
each code

Step 3. Searching for Collating codes into themes by

themes organisingsimilar codes together
Step 4. Reviewing  Revisiting the themes to ensure that
themes they are representing the codes

identified previous step
Step 5. Defining and Generating clear definitions and
naming final names for each theme
themes

The first author transcribed data,
read transcripts several times and
noted initial ideas

If my mother or | am not here, and
my father is alone, so | think it is
very important that the sense of
safety is there, if the same persons
are coming to my father at home if
the faces are known then father
feels safer and also try to talk. So it
is something when someone knows
each other even if they do not speak
the language they try to
communicate with each other in
other ways, so one tries to
communicate with the faces one
knows, the well-known relationship
is important. On the point of
language, it is so difficult when
someone is elderly and has a life-
threatening disease

Yes, yes, one can easily use the
translator, so it could also be a little
help. But | think the feelings of
safety and security are very
important, no matter how the
language barrier is. | have
experienced with my father that,
the one who comes most often, the
well-known, trusted relationship is
important, my father is more
comfortable talking in front of
them. R - 2

Migrant families needs of feeling safe

Importance of non-verbal
communication

Building and lack of trusting
relations, and feeling safe

(continued)
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Table 2. (continued)

Steps Description of action Example from the present study
Step 6. Producing  Interpreting findings with similar “The knowing relationship is
the report codes and writing the final findings  important; my father is more

comfortable talking in front of
them. In general, if the same person
comes, it gives the patient feeling of
safety” R- 2

“To ensure the feelings of safety is
the first and foremost for my
father” R- 2

“All (doctors) say different things,
they are alike at all, so we do not
know whom should we trust” R -8

Themes

Three main themes emerged from the data: 1. Communication between families and
healthcare professionals, 2. Building and lack of trusting relations, and feeling safe, and 3.
Access to information and navigating in the healthcare system. Language and culture are
not mutually exclusive, however, they influence and interconnect in all three mentioned
themes. Thus, culture and language are presented concerning all three themes (Table 5).

Communication Between Families and Healthcare Professionals

Participants — patients, family caregivers, and healthcare professionals mentioned the
importance of communication (verbal/non-verbal). Moreover, how culture influenced
the communication between migrant families and healthcare professionals. While
talking about communication, participants (F — 2, 3, 5, 7, 10, 13, 14) drew attention to
the significance of Danish language proficiency at palliative care services in Denmark.

The first thing one should do while living in Denmark is to learn the language. If you
cannot communicate, you cannot go further. I think doctors and nurses expect that 1
understand the language. (Pt — 5)

Participants — especially healthcare professionals (1, 2, 5, 6) drew attention to the
fact that lack of knowledge about the culture of non-western migrants influences their
mindset, approach, and communication with migrant families. There was ambiguity
among healthcare professionals if it was the person or his/her cultural background
which made the difference. In ethnic Danish families, healthcare professionals could
understand the reasoning behind a specific action. This current uncertainty made it
difficult for healthcare professionals to further communicate with the family.
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Table 3. Families at a Glance.

Migration
background (Lived

Participant Country of  in Denmark for Language Family caregiver
ID# (age) Sex origin years) proficiency of the patient
Family | Pt | Female  Turkey Family Communicates Mother
(40) reunification in Danish
(21 years)
Family 2 Pt 2 Male Syria Asylum seeker  Uses interpreter Wife
(52) (5 years)
Family 3 Pt 3  Male Nepal Family Communicates None (lives
(39) reunification in English alone)
(9 years)
Family 4 Pt 4 Male Irag-Poland Family Communicates None (lives
37) reunification in Danish alone)
27 years
Family 5 Pt 5 Female Iraq Family Communicates Husband
(41),R5 reunification in Danish
(49) (17 years)
Male Iraq Family Communicates
reunification in Danish
(32 years)
Family 6 Pt 6 Male Pakistan Family Communicates Wife
39) reunification in Danish
(17 years)
Family 7 Pt 7 Male Bangladesh Job visa (10 years) Uses interpreter Son
(72) R 9 Male Bangladesh Family Communicates
(26) reunification in Danish
(10 years)
Family 8 R 8 Female  Turkey Born in Denmark  Communicates Daughter
@3n in Danish
Family 9 R |  Female  Turkey Family Communicates  Daughter in law
(45) R 4 reunification in Danish
(47) (23 years)
Female  Turkey Family Communicates  Daughter in law
reunification in Danish
(25 years)
Family IOR2 Male Vietnam Family Communicates Son
(28) reunification in Danish
(26 years)
Family 11 R 3 Female Iraq Family Communicates Wife
reunification in Danish
(27 years)

(continued)
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Table 3. (continued)

Migration
background (Lived

Participant Country of  in Denmark for Language Family caregiver
ID# (age) Sex origin years) proficiency of the patient
Family 12 R 6 Female  Turkey Family Communicates Wife
(50) reunification in Danish
(45 years)
Family I3 R7 Male Iraq Family Communicates Brother
(22) reunification in Danish
(5 years)
Family 14 R Female  Turkey Family Communicates  Granddaughter
10 (29) reunification in Danish
(22 years)
Family I5Pt8 Male Turkey  Job visa (52 years) Uses interpreter Wife
(73) R 1l Female  Turkey Family Uses interpreter
(55) reunification
(21 years)
Table 4. Healthcare Professionals at a Glance.
Participant
ID Type of interview and setting Workplace Profession
HCP | Group interview in a hospital in Specialist Palliative nurse-I, social
(ab,c,d)  the Capital region of Denmark palliative care ~ worker-1, psychologist-1,
unit physiotherapist-|
HCP 2 Individual interview in a clinic in  Migrant clinic Nurse - |
the region of Southern Denmark
HCP 3 Individual interview in a clinic in  Migrant clinic Physician - |
the region of Southern Denmark
HCP 4 Individual interview in a research Specialist Physician - |
centre in the Capital region of palliative care
Denmark unit
HCP 5 Individual interview in a hospital Specialist Palliative nurse - |
in the region of Southern palliative care
Denmark, oncology department unit
HCP 6 (a,b) Group interview in a hospital in Specialist Palliative nurse - |
the region of Southern palliative care
Denmark, oncology department unit

Initials for participant identification: Family — F, Patient — Pt, family caregivers — R, and healthcare professionals — HCP.
All the healthcare professionals were ethnic Danes.
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Table 5. Themes Derived from this Study.

Transverse theme Theme 1-3

Language and culture I. Communication between families and healthcare professionals
2. Building and lack of trusting relations, and feeling safe
3. Access to information and navigating in the health care system

A nurse explained:

After all, death is at the door. Our culture (Danish) is different. We (professionals) think
maybe it is a barrier. [ am confused. Is it culture or personality, or what is it all about?
And, then maybe with a Danish family, I can sense the reason. (HCP-1(a))

Only healthcare professionals (1, 2, 5, 6) and relatives (R — 1, 8, 9) talked about the
clash between cultures, disclosing the actual situation to the patients.
One of the nurses explained:

Yes, [ know some families have wished that patients should not know how seriously ill they
were. [...] one should know how to find a way where we can meet. We have, or the system
must tell the patient. But sometimes it is also important how one tells it. One can say it the
way the patient and family experience respect. One can also ask how much the patient
would like to know. (HCP — 2)

For relatives, this was a way of protecting their loved ones.
A son stated:

[ hide information from my father, so he is not afraid and more worried. Doctors give a lot of
information; if the doctors say something severe, I try to avoid that and say something else. So he
does not get scared. (R-9)

Participants from families (R — 1,2,5,7,8,9,10 and Pt — 1,2,3,5) highlighted how
migrants’ cultural understanding often combined with poor language proficiency could
influence the palliative care decision-making.

Caregiver: When we think about her care at nursing homes, we think about language. The
problem is she neither speaks nor understands it.
Interviewer: So is it because of language you do not want to send her to a care home?

Caregiver: It’s not only language; it'’s something different. In our culture, it is not allowed
to send her to a care home. We take care of our sick relatives at home for as long as we can.

R-1)
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Participants with poor Danish language proficiency faced challenges in the disease
and palliative trajectory to express their needs, so they needed help from a family
caregiver or a translator to convey their messages further.

A wife said:

My husband uses a Turkish interpreter during the conversation with health professionals
or his two sons born in Denmark to help with interpretation during hospital visits. (R-11)

Most of the families (F- 2, 3, 7, 10, 13) and professionals (1, 2, 5, 6) were not
satisfied with the available interpreter service, as the interpreters were missing skills
concerning the disease-related translation. The issue of an interpreter was worsened
when it was via telephone.

A brother and a nurse described:

It was an interpreter over the telephone; a doctor and a nurse had to explain to my sister
what kind of cancer she had. The interpreter could not even mention what type of cancer. 1
could understand everything the professionals said. I could explain better than the in-
terpreter did to my parents and sisters. (R — 7)

1 have used telephone interpretation on a few occasions, and then it is my interpretation, but
I could see that the translation was poor in the family s face. I think the interpreter should
facilitate the conversation, not the opposite. I am not defending the use of interpreters. Still,
using an interpreter depends on the need of the patients or families. (HCP -5)

However, healthcare professionals (3, 4) entirely depended on professional inter-
preters. A doctor explained:

We always have a professional interpreter if the patient does not speak Danish fluently.
They cannot understand what we are talking about. We tell relatives that they can stay
there and sit but interpret, and most accept it. (HCP-3)

Healthcare professionals were satisfied when skilled interpreters were involved
during the healthcare conversation.

Building and lack of trusting relations, and feeling safe

All the migrant families expressed their overall satisfaction with the Danish healthcare
system, especially compared to the healthcare system in their homeland. However,
there could be challenges in the relationships between the families and the healthcare
professionals (F — 3, 5, 7, §, 11, 13).

A patient described:



14 OMEGA—/ournal of Death and Dying 0(0)

If I compare Danish health facilities with my country on a one to 10 scale, my country is on
two, and Denmark is on 10. But when they (healthcare professionals) have a lot of jobs,
lots of patients they have stress, sometimes they cannot control, and they are showing their
feelings (for example anger) [...] I understand. I never asked, and I never complained
about the nurse. (Pt-3)

Often lack of a trusting relationship was due to receiving different information from
different professionals. Conflicting information from healthcare professionals gener-
ated confusion among families about the patient’s actual situation.

As a daughter said:

All (doctors) say different things, and they are not alike at all, so we do not know whom
should we trust. (R — 8)

The feeling safe also depended on the attitude of the professionals. The migrant
families appreciated the professionals who took their time to listen to them. According
to the relatives (R - 3, 7, 8, 9), the Danish doctors are skilled enough, although they do
not spend time listening.

One of the relatives explained:

Every time we go to the hospital for a consultation, we meet a new doctor. We need to tell
him the history from the beginning, I know he can read the medical record, but everything
is not in the record. After we have a permanent doctor, we feel safer [...] she is from
Lebanon. I can see my father feels safer talking to her. She understands our mental
situation and our feelings. All other Danish doctors are good too but they do not listen

properly. (R —8)

In addition to enough time, the quote shows what was not in the medical journal, for
example, cultural recognizability as they originate from the same cultural background,
which might support the family’s feeling of safety.

Both patient and relatives (P 2, 3, 5, and R 2, 3, 8, 9) mentioned that knowing a face
in the health system increased the feeling of safety and comfort. Even for home visits,
relatives preferred the same healthcare professionals to come. Continuity of care helped
make a trusting relationship, especially when the verbal conversation was lacking due
to poor language proficiency.

A son described:

The knowing relationship is important; my father is more comfortable talking in front of
them. In general, if the same person comes, it gives the patient a feeling of safety, es-
pecially for those who do not speak Danish. (R- 2)

Healthcare professionals (2, 3, 4, 5, 6) approved that building a trusting relationship
was not always dependent on the verbal conversation but on showing respect.
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One doctor described:

1t is possible to provide complex palliative care services without talking. It is possible to
have a respectful relationship without speaking the same language. It just needs to have
some other resources, for example, time. If one cannot show respect with words, one can
show respect with their care. It is possible to provide care without speaking the same
language, and it is just difficult. (HCP — 4)

According to healthcare professionals (1, 4, 5, 6), among non-western migrant
families, most patients with life-threatening diseases try to manage the caring within the
family by helping each other.

A doctor and a nurse stated:

They will often try to manage it themselves instead of seeking help in the system, which can
be difficult as it requires extra energy. (HCP — 4)

Many families try and manage on their own. And so actually, therefore, get help late in the
disease trajectory. (HCP - 5)

According to all healthcare professionals (1-6), the preferences and wishes of each
migrant family were seen as paramount to building trust and feeling safe. Healthcare
professionals highlighted the individuality of each family.

A nurse and a doctor described (subsequently):

1 think we should not try to put patients into specific boxes, such as Asian, African,
homosexual, or based on their religious beliefs. We provide care toward each individual as
a human being. Of course, the previous history of a person s life impacts how and what
decision he/she takes during their terminal illness.(HCP - 6 (a))

1 try to talk to them according to their level of understanding. Something works for one
(patient and their relatives), and something different works for others depending on their
background. Their education, their experiences, the most important thing is that
healthcare professionals need to ask families about their needs. (HCP -3)

As the quotes show, some healthcare professionals were aware of possible dif-
ferences in patient preferences.

Access to Information and Navigating in the System

Migrant families (F-2, 3, 7,9, 11, 13, 14) told that, in general, they had poor knowledge
about how to utilise the healthcare system in Denmark in the whole disease trajectory.
The barrier was more prominent among recent migrants and referred, for example, to
psychological challenges.

A son explained:
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We do not know how the Danish health care system works. I have psychological problems
after my father's cancer. I need some information. I need to talk to someone about my
psychological issues, but I do not know how. (R — 9)

Migrant families were aware of the life-threatening disease-based treatment pro-
vided at hospital departments. However, many of them (F —2, 3, 7, 9, 10, 11, 13) were
unaware of other available support services, for example, mental health counselling,
leave of absence, taxi service, and personal advisor at the municipality.

A daughter-in-law stated:

I was at work and was sleeping while sitting like this (showing the position). I told my
colleague that I was with my mother-in-law. I could not sleep at night. She told me, why
don't you take a leave of absence? I replied I did not know. So, I applied, and it was
approved. (R — 2)

Healthcare professionals warranted the issue raised by migrant families. Most
healthcare professionals (1,2,5,6) agreed that they were not good at delivering in-
formation to migrant families, including medical and practical knowledge.

A nurse described:

[ think we are bad at providing information. For example, it is possible to get an in-
terpreter for patients with life-threatening diseases free of charge. After all, this is an
opportunity. (HCP-5)

Apart from poor knowledge about available supportive services for relatives, mi-
grant families (F -1, 2, 5,7, 9, 10, 14) told that reluctance to seek help hindered their
navigation in the palliative care service.

In our culture, one does not ask for help. Others help the one in need. In Denmark, it is the
other way around. One needs to be healthy to get the benefit of being sick. So I will have to
have control over many things, to be able to call the municipality and say I have these
problems., I need help with this, and so on. (R — 5)

Professionals (1, 4, 5, 6) said that one needed to be familiar with the entire system to
make the best use of the Danish health care system. The situation was more complicated
due to poor referral systems at different levels of health system.

One nurse working in specialised palliative care stated:

People who have experience in getting help from us can better navigate. But if you have no
idea,,,, The general practitioners do not always remember that we are also available in the
system. So [ think it is not about the patient or the family. They do not know where to go,
what help they can get. (HCP — 6 (b))
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Families (F - 4, 5, 6, 9, 12) living in Denmark with other extended family members
or for a longer period had more information about how and where to get help when
needed. Moreover, relatives from the second generation migrants (R - 2, 8, 10) were
relatively more knowledgeable and confident about using the system.

My grandmother or my parents do not know the system as I do. I am from the second
generation of migrants. So, it depends on how much you know the system, how much you
know your rights in the whole society. You must know the system. Otherwise, something
can easily go wrong. (R- 10)

To come up with solutions by themselves, families (F — 8, 9, 10, 11) took help from
external sources like the internet (google), other family members, Danish friends/
colleagues, medical students, or doctors in their home country for a better under-
standing of the situation.

A daughter told:

We know some medical students who would like to help us. So, we send medical reports to
them, and they explain to us what it is. (R-8)

Many participants — mainly family caregivers (F — 3, 7, 8, 9, 10, 11, 13), expressed
their need for information from the professionals.
A relative described:

1 think it is necessary for the patient, or there is a need for advice from the healthcare
professionals about the crisis, which the patient or caregivers have never experienced
before. Another kind of advice on how one can handle it. People gave different infor-
mation, some were correct, and some were wrong. It was a little confusing to start with.

R-2)

Migrant families (F -1, 2, 5,7, 8, 9, 10, 11) and healthcare professionals (3, 4, 5, 6)
valued the importance of a healthcare professional as the contact person for receiving
disease-relevant and practical information to better navigate in the health system during
the disease trajectory. They highlighted the need to discuss the challenges families will
face in the trajectory after returning home from the hospital. It was much more ac-
ceptable and convenient for migrant families to receive information delivered via
personal contact.

Two family caregivers and a nurse described:

Suppose one who can work as a link between the family and the health system. In that case,
the link person can explain to the family and go through what will happen in the future and
the opportunities from the hospital, and how the family can help themselves. It would have
been very easy for our family if it had been done like this. (R — 2)
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There is enormous information showing on the internet, but one doubts where the in-
formation is coming from. If they come for a personal conversation to share information,
then it is safer, more explanatory, more transparent, the best. (R — 3)

For me, conversation and provision of information are important. I try to talk to them
(migrant families) according to their level of understanding. (HCP -3)

These quotes illustrate the need for conversations that will have the opportunity to
provide relevant information and better navigation in the healthcare system for the
migrant families according to the individual need of the family in the palliative
trajectory.

Discussion

This study explored one transverse theme and three themes of significance to the
migrant families and healthcare professionals’ perspectives on the possibilities and
challenges of utilising palliative care services for patients with a life-threatening
disease. In the first theme regarding communication between families and health-
care professionals, participants identified a complex interplay of differences in lan-
guage that shape subjective experiences of interaction between healthcare providers
and recipients. The second theme is building trusting relationships and feeling safe in
the palliative trajectory. Participants valued the need for continuity of care, listening
time, familiarity, and knowing healthcare professionals in clinical practice. Lack of
feeling safe in the healthcare system mitigates the utilisation of existing palliative care.
The final theme concerns access to information and navigating the Danish healthcare
system. Informants mentioned the importance of personal conversation between
healthcare professionals and migrant families to empower migrant families with rel-
evant information and thus better decision making in the palliative trajectory. The
transverse theme of language and culture illustrates how these two aspects form all
participants’ individual experiences. For example, Danish language proficiency and
cultural background influence communication and the capacity to build trusting re-
lationships with healthcare professionals, access information and navigate the system.
Some of the illustrated issues do not seem to be explicit to non-western migrant
communities, for example, showing respect, continuity of care, lack of healthcare
professionals’ time, difficulty navigating the healthcare system, and lack of knowledge
regarding available services. Instead, reasonably replicate more general challenges
embedded in the Danish healthcare system (Boye et al., 2021; Ikander et al., 2021;
Mousing et al., 2018; Nielsen et al., 2021). However, the present study findings are
generally in line with systematic reviews among migrants in other western countries
(Rahemi & Williams, 2020; Shabnam et al., 2021), demonstrating that the mentioned
challenges and other experiences are worsened by poor language proficiency, lack of
need-oriented information, and cultural issues.
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This study shows that non-western migrants generally only had the opportunity to
utilise palliative care services that differ from their language and cultural background.
The general lack of choice encountered by the families when approaching healthcare
professionals was a significant challenge to utilise palliative care services. Similar to the
studies in other European countries (Jansky et al., 2019; Weber et al., 2021), this study
also highlighted mainstream services are generally perceived to lack cultural com-
petency for interacting with non-western migrant families. Lack of cultural competency
often resulted in a dilemma among healthcare professionals while interacting and
further building trusting relations with migrant families. Moreover, according to this
study, family preferences and cultural norms often shaped the practice of palliative care.
For example, cultural norms of family caregiving often influenced to provide care for an
ill relative at home, despite needing professional support. As reported in other studies,
family caregiving is appreciated by the community, and failure to do this is often
criticised (Cowan, 2014; Markham et al., 2014). However, higher dependence on
family caregiving should not be taken to indicate that non-western migrant families do
not need support and guidance from professional palliative care services.

Consistent with international studies (Kirby et al., 2018; Van Keer et al., 2015;
Weerasinghe & Maddalena, 2016), a discrepancy has also been discussed between
migrant families and healthcare professionals’ preference on disclosure of the open
dialogue and truth towards the patient. According to Danish laws, it is the right of the
patient to know his/her condition, though the way of telling the truth might be not
practised where the migrant families originate (Khalil, 2013). The belief that discussing
death and dying will worsen the patients’ situation contradicts the premise of western
society (Venkatasalu et al., 2013). These different choices could be addressed according
to the patients’ needs, family preferences, and healthcare professionals’ assessment,
then integrating the understanding of such differences to provide individualised pal-
liative care (Cain et al., 2018). Migrant families need individualised palliative care
mainly because they vary in their migration history, acculturation, available resources,
and socio-cultural background (Angelo & Wilson, 2014). Thus, both healthcare
professionals and migrant families need to negotiate on their needs and preferences of
information provision in the palliative trajectory.

A major challenge in the utilisation of palliative care identified in the present study
was related to the limited Danish language proficiency of the migrant families, es-
pecially among recent migrants. As described in previous studies, poor local language
proficiency leads to patchy access, limited utilisation, less involved healthcare
decision-making, and consequently dissatisfaction with the end of life care among
migrants (de Graaff et al., 2012; Jansky et al., 2019; Wilkinson et al., 2014; Worth
et al., 2009). This study suggests that when professional interpreters were not used,
patients and their migrant families had an inadequate understanding of diagnosis and
symptoms. On the contrary, professionally trained interpreters could be effective
mediators between the migrant families and healthcare professionals. The present
study findings replicate findings from studies in other western settings among patients
with poor English proficiency (Silva et al., 2016; Smith et al., 2009). While
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acknowledging the benefit of the professional interpreter, this study also advocates the
importance of “intercultural communication” instead of just translating from one
language to other. As the Lancet Commission on culture and health stated, ‘Inter-
cultural health communication is not only about language translation, but also situated
beliefs and practices about the causation, local views on what constitutes effective
provision of health care, and attitudes about agency and advocacy’ (Napier et al.,
2014). Previous studies documented that it is necessary to move beyond language to
ensure equitable healthcare (Piacentini et al., 2019) and consider the emotional ex-
pressions of the non-verbal communication between patients and healthcare pro-
fessionals (Flores et al., 2012). Non-verbal communication, including affective touch,
looking, smiling, physical proximity, and careful listening (Araujo & Silva, 2012), can
be challenging to read, primarily if the interpreter’s presence draws the focus of the
healthcare professionals away from the patient (Tribe & Lane, 2009).

Accordingly, in the palliative care setting, if the focus is on spoken language
translation, with little acknowledgement of nonverbal body language, building a
trusting relationship with the migrant family becomes more challenging (Green et al.,
2018). Here, a patient’s trust is understood as confidence in a healthcare professional’s
competence, including social and communication skills, technical knowledge, honesty,
confidentiality, and empathy (Calnan & Rowe, 2007). Similar to a recent Danish study
(Radl-Karimi et al., 2021), this study also highlights the importance of feeling safe and
trusting relationships with healthcare professionals. Non-western migrants from dif-
ferent countries may have different degrees of trust in healthcare professionals because
of their prior migration experiences, different degrees of familiarity with Danish
culture, language competency, and communication skills. The level of migrant trust in
healthcare professionals in the host country can affect the use of healthcare services,
despite having free access to public health services in Denmark. For example, Lokdam
et al., 2016 found that some migrants from Turkey and The Middle East went back to
their country of origin to seek healthcare because they lacked trusting relations with
Danish healthcare professionals and felt safe in the familiar healthcare system (Lokdam
et al., 2016). At an interpersonal level, the present study shows a lack of proper
communication regarding treatment, conflicting health information may lead families
to perceive clinicians as un-trustworthy, which reinforces their perception of feeling
safe in the system. The present study indicates that regardless of patients being treated
at home or in a hospital setting, they feel secure about and value the involvement of
family members in the decision-making process.

Parallel to international studies (Cheung et al., 2020; Czapka & Sagbakken, 2016;
Goodall et al., 2014; Straiton & Myhre, 2017), findings from this study also highlighted
the significance of social support or social network (family members, relatives, friends,
and colleagues) in accessing health information, connecting to the right health facilities,
and increasing access to the Danish healthcare system. In particular, the younger family
members, who were brought up within the Danish system, play a significant role in how
and when patients seek palliative care services. Thus, the patients or families who have
extended families or friends, are educated in Denmark, and/or have younger family
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members have fewer problems in navigating the health system. On the contrary,
families with a poor social network, poor language proficiency have limited infor-
mation about available services. Findings from this study showed that, contrary to
healthcare professionals’ beliefs, delay to use institutional palliative care and provide
“care for their own” might have little to do with a negative attitude towards palliative
care. Instead, the families merely lacked informed choice and a sense of safety. Access
to relevant health information directs ones’ health-seeking and decision-making
(Yashadhana et al., 2020). Gaining knowledge about the Danish healthcare system
has been reported challenging among migrants as they lack experience and expertise in
the formal Danish language, which is often used in medical information (Smith
Jervelund et al., 2017). Thus, it is easily assumed that the families with accurate
information about how to navigate the local healthcare system would have guided them
for appropriate healthcare decision-making in the palliative care trajectory. This might
also be applicable to ethnic Dane families. However, coming from countries with
different healthcare systems, where palliative care service is still a new and emerging
field (Clark et al., 2020), non-western migrant families may need extra support to
navigate this system.

A recent review conducted in the European context has found that palliative care
services miss a balance between the challenges, wishes, and resources of migrant
families (Shabnam et al., 2021). Thus, there is a need for a healthy political and
professional effort in this area of palliative care service provision in Denmark
(Raunkiar, 2012). The risk of imbalance between challenges and service provision
around palliative care may grow with the increasing diversity of migrant groups;
however, there is also hope for improved service provision and integration.

Strengths and Limitations

One strength of this study may include the rigour of the methodological approach,
which allowed this study to gather diverse interview data by involving different in-
formants with different roles and responsibilities of providing and receiving palliative
care (patients, family caregivers, and healthcare professionals). However, the inter-
viewer’s appearance (wearing a headscarf) may have influenced data collection.
Moreover, the present interview findings may be influenced by her preunderstanding as
a non-western migrant to a modest degree, as in any qualitative research (Malterud,
2001). Authors took the participant’s personal experiences as the analytical point of
departure, being fully conscious of preunderstanding of the topic and doing their best
not to let this influence interpretation. On the contrary, the interviewer speaking and
understanding several languages (Bangla, English, Urdu, and Danish) have been an
asset for this study.

However, this study did not explore specific encounters between patients, their
family caregivers, and their health professionals, as this was beyond the scope of the
study. The present study has several limitations, including lack of participation from
migrant families who never tried to utilise and who do not have access (for example,
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undocumented migrants) to palliative care in Denmark. By excluding their perspec-
tives, it is admitted that subsequent data from such groups may differ from those
collected in the present study. Future studies should explore the barriers for migrant
patients who do not attempt or have access to palliative care services. Only one in-
formant family had an asylum migration background. Including more informants from
the recent asylum and refugees could shed light on the unique needs of these groups
(Matlin et al., 2018). One interview was interrupted due to the language barrier. The
interviewer asked the family permission to come up with an interpreter, which the
family refused. However, the short interview adds essential insight to the result. Thus,
the interview was included.

Conclusion

This study highlighted how language and culture, communication, navigating in the
existing healthcare system and feeling safe/unsafe influence the utilisation of palliative
care among non-western migrants in Denmark. The present study findings identified
strategies for supporting non-western migrant families in the palliative trajectory;
through training healthcare professionals in intercultural communication/competence,
identifying the individual family needs to create a shared understanding of palliative
care concerning information, patient preferences, and family involvement and setting of
care. To conclude, inter-sectoral collaboration among organisations at different levels is
essential to implement strategies identified in the present study and to establish pal-
liative care services that are need-oriented, linguistically, and culturally appropriate for
non-western migrant families.
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Supplementary materials
Supplementary material 1

Settings involved in recruiting and number of participants (n) from each setting

Settings for migrant families Settings for healthcare professionals
A national research centre, S, n - 4 A national research centre, S, n- 1
Palliative treatment department at X Hospital, Palliative treatment department at X Hospital,
Copenhagen, n- 5 Copenhagen, n-4
P (Care home), Copenhagen, n - 1 Oncological Department - Q
X,n-2
Oncological Department Q Oncological Department Q
X,n-1 Y,n-1
Oncological Department Q Migrant health clinic, C, n - 2
Y,n-3

Migrant health clinic, C, n - 3

Personal contact, n -2

Supplementary material 2

Interview guide for qualitative interviews with patient/family caregivers

Aim —lines of inquiry

Background Diagnosis, age, ethnicity, primary needs (physical, psychological, social),
information (may when they moved to Denmark, cause of migration (asylum/refugee/migrant
follow up during the worker).

interview) Language proficiency in Danish, and language of communication with

health professionals.

Theme 1 Social and personal relationships
Broad question Probing questions —
Can you please e Can you please tell me about yourself and your every day after




describe your life after
being a patient/

caregiver

Theme 2

Broad question

What do you think about
the services such as

hospitall at  home/
hospice care
Theme 3

Broad question
What are your needs
right now?

Ending the interview

being a patient/caregiver of an ill relative?

Would you please tell me about your relationship with family
members in Denmark and your homeland?

Please tell me about your relationship with health professionals at

hospitals/homes?

Knowledge, experiences, and perspective

Probing questions —

Needs

How much do you know about the service provided at home/in

hospital for the very ill persons (in terms of availability,
appropriateness, accessibility) offered by the state for citizens in
Denmark?

Please tell me about your experiences of being patient/caring for
your family member at home/hospital (challenges/facilitators). How
does it vary from your own country of origin/culture? Can you

please compare or evaluate?

Can you please tell me about your care preferences as a

patient/relative and how well are they met?

Is there anything else that you would like to ask me

Thanking participant for sharing ideas

Supplementary material 3. Interview guide for qualitative interviews with healthcare

professionals

Aim —lines of inquiry

Introduction

Theme 1

What experience do you
have with providing
palliative care for non-

western migrants with

Introduction of the interviewer and the research project (and the

target group)

Experiences

Probing questions -

Let the informant(s) present themselves very briefly and their

place of work

Can you describe a situation from your practice where all

parts were successful and/or challenges arose?




life-threatening
diseases such as
cancer, COPD, heart
disease, etc.? (With

examples)

Theme 2

How do non-western
migrants  with life-
threatening illnesses
and their relatives
access palliative care

with you?

Theme 3

Have you specifically
developed or worked
with any ideas,
initiatives, and/or more
individual  professional
strategies to provide
care towards non-
western migrant
families? Explain why /

why not.

Closing

e Do you pay special attention to migrant families compared to
ethnic Danes? If so, describe how. If not, why not?
e What concerns or considerations arose when you provided

palliative care for migrant families?

Access to palliative care

Probing questions —

+ Do you experience barriers to access concerning palliative
care (possibly health professional services in general)? If so,
describe which ones. (With examples)

* Do you have any experience or ideas for how it is possible to
improve access to palliative care for non-western migrant

families? Describe why no / yes.

Ideas or strategies to improve palliative care effort for non-

western migrant families

Probing questions —

» Can you describe a situation from practice where these
ideas/initiatives/strategies were used / not used?
* Howi is it possible that the application of these

ideas/initiatives/strategies can be improved?

Is there anything else related to what we have discussed today that

you would like to share with me?

Thanking participant for sharing ideas
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ARTICLE INFO ABSTRACT

Keywords:
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Denmark

Purpose: International evidence supports the benefits of early use of palliative care, although the best use of
services is often under-utilised among Danish migrants. The study aims to develop a theoretically informed,
evidence-based intervention to increase support in palliative care service provision among non-western migrant
patients with a life-threatening disease and their families in Denmark.

Methods: The overall approach was guided by the United Kingdom Medical Research Council framework for
developing and evaluating complex interventions by involving stakeholders for example patients, family care-
givers, and healthcare professionals. The intervention was developed iteratively by incorporating theory and
evidence. Evidence was synthesized from a systematic review, semi-structured interviews, and group discussions
with patients (n = 8), family caregivers (n = 11), healthcare professionals (n = 10); and three workshops with
migrants (n = 5), social and healthcare professionals (n = 6). The study took place in six different settings in two
regions across Denmark.

Results: The safe and secure complex intervention is a healthcare professional (e.g. nurse, physiotherapist, or
occupational therapist) led patient-centred palliative care intervention at the basic level. The final intervention
consists of three components 1. Education and training sessions, 2. Consultations with the healthcare profes-
sional, and 3. Coordination of care.

Conclusion: This study describes the development of a supportive palliative care intervention for non-western
migrant patients with palliative care needs and their families, followed by a transparent and systematic
reporting process. A palliative care intervention combining multiple components targeting different stake-
holders, is expected that safe and secure is more suitable and well customized in increasing access and use of
palliative care services for non-western migrant families in Denmark.

1. Introduction Oncology (Ferrell et al., 2017), over the past few years, an increasing

number of trials have focused on the effects of early integration of

This study describes the development of a theoretically informed,
evidence-based palliative care intervention to better support non-
western migrant patients with palliative care needs and their families.
The World Health Organization (WHO) recommended the early use of
palliative care in the disease trajectory of patients with life-threatening
illnesses (WHO, 2020). Based on the suggestion by WHO (Gaertner et al.,
2010) and other organisations, e.g. the American Society of Clinical

palliative care in improving quality of life of patients and families,
reducing symptoms, and being cost-effective (Temel et al., 2010, 2017;
Bakitas et al., 2009, 2015; Higginson et al., 2009; Vanbutsele et al.,
2018). Despite these findings, studies report lower usage of palliative
care (Gani et al., 2018), especially among migrants (Henke et al., 2017;
Carlsson and Hjelm, 2021). Palliative care usage is hindered among
migrants due to multiple reasons, including sociocultural (Kai et al.,

* Corresponding author. Danish Knowledge Centre of Rehabilitation and Palliative Care, Odense University Hospital, Vestergade 17, 5800, Nyborg, Denmark.
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2011; Debesay et al., 2014; Venkatasalu, 2017; Van Keer et al., 2015),
provider-level (de Graaff et al., 2012; Graaff et al., 2012; Wilkinson
et al.,, 2017) and organisational issues (Markham et al., 2014; Ven-
katasalu, 2017; Jansky et al., 2019). These barriers often tend to be
interlinked and interact on several levels, e.g. system, community, and
individual levels (Shabnam et al., 2022a). However, palliative care
service provision varies within Europe due to different welfare systems
and palliative care integration within each country’s healthcare systems
(Sanchez-Cardenas et al., 2021; Centeno et al., 2017).

The context of this study, Denmark is one of the five Nordic countries
which adheres to the concept of a welfare state with healthcare as an
important element and equal and free access to healthcare as a central
goal (Lyttkens et al., 2016). In Denmark, migrants (migrants and their
descendants) represent 14% of the total population, and two-thirds
originate from non-western countries (Denmark, 2021). Like other
Nordic countries (Carlsson and Hjelm, 2021; Finnvold, 2018), Danish
non-western migrants are highly heterogeneous concerning their rea-
sons for migration, their education, occupation, culture, and social re-
sources, e.g. availability of extended family members and friends
(Hansen et al., 2008; Bo et al., 2015; Rytter et al., 2021; Shabnam et al.,
2022b). Systemic health inequalities exist within and between migrant
groups and have become even more evident during the COVID-19
pandemic (Brgnholt et al., 2021). Despite the diversity, several general
differences in need, service usage, disease patterns, health-seeking
behaviour, entitlements, and life expectancy between migrants and
ethnic Danes have been documented (Bo et al., 2015; Hansen et al.,
2008; Rytter et al., 2021). Language barriers, lack of trust, and culturally
different understanding of the palliative treatment among non-western
migrants near death often challenge ongoing palliative care interven-
tion in Denmark (Raunkiar, 2012; Pentaris and Thomsen, 2020; Shab-
nam et al., 2022b). This calls for equal palliative care service provision
towards non-western migrants. Therefore, interventions to improve
palliative care among non-western migrants require being
context-specific, need-based, focused, flexible, and socially and cultur-
ally oriented (Diaz et al., 2017; Kubi et al., 2020; WHO, 2018; Jansky
et al., 2019). However, there is a gap in the palliative care literature on
developing intervention in partnership with the health-service receiver
(e.g. migrants) and service provider (professionals), although it is highly
recommended (Diaz et al., 2017; Johnson et al., 2021; Chambers et al.,
2019). Thus, this paper aims to describe the development process of a
theoretically informed, evidence-based intervention for non-western
migrant patients with palliative care needs and their families in
Denmark.

2. Methods
2.1. Study design, including the development phase

The safe and secure intervention was developed following the United
Kingdom’s Medical Research Council (MRC) guidance on complex
intervention design (Skivington et al., 2021b), as it provides a general
framework to develop and evaluate complex interventions as an itera-
tive phased approach (Skivington et al., 2021b). The phases include
intervention development or identification, feasibility, evaluation, and
implementation (Skivington et al., 2021b). This article concerns the
development phase. Key stakeholders (public, patients, and family
caregivers) and professional stakeholders (social and healthcare pro-
fessionals) were involved in the development phase from problem
identification to developing and shaping intervention via interviews and
workshops. Although it is, challenging stakeholder involvement is rec-
ommended within palliative care and migrant research as it improves
quality, relevance, and potential outcome (Brereton et al., 2017;
Chambers et al., 2019; Diaz et al., 2017; Bradburn and Maher, 2005;
Skivington et al., 2021b). Terminologies used in this study are
mentioned in Table 1.

According to the MRC framework, a complex intervention is
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Table 1
The terminologies used in this study.

Terminology Description

Complex intervention A complex intervention has multiple components or
mechanisms of change, and/or the intervention generates
outcomes dependent on exogenous factors, including the
characteristics of recipients, and/or the context or system
within which it is implemented (Skivington et al., 2021a).
An intervention’s context refers to the social, political,
economic, and geographical circumstances in which it is
conceived, developed, implemented, and evaluated (Craig
et al., 2018).

Refers to the knowledge, attitudes and skills necessary to
provide good quality care for ethnic minority patients (
Seeleman, 2014).

Context

Cultural competence

Intercultural The ability to understand, build a shared reality, and
communication establish a satisfactory relationship between healthcare
professionals and patients with different cultural
backgrounds is part of cultural competence (Martin,
2015).
Intervention The term ‘development’ is used for the entire process of an
development intervention designing and planning from early

conception through to feasibility, pilot or evaluation study
(Skivington et al., 2021a).

A method of visually representing some elements of the
program theory, typically presented in a linear pathway.
Simple logic models may include only observable inputs,
outputs and intended outcomes (Skivington et al., 2021a).
An overarching term inclusive of refugees, asylum seekers,
and other migrants (WHO, 2010).

Refers to the group of people originating from countries
other than European countries as well as Andorra,
Australia, Canada, Iceland, Liechtenstein, Monaco, New
Zealand, Norway, San Marino, the United States of
America, Switzerland, the United Kingdom, and Vatican
City State (Denmark, 2022).

An approach that aims improving quality of life of patients
with life-threatening illnesses and their family members
facing the problem associated with those illnesses by
prevention and relieve of suffering through early
identification, accurate assessment and pain management
and other issues, such as physical, psychosocial, and
spiritual issues (WHO, 2020).

An approach based on identifying and negotiating

Logic model

Migrants

Non-western migrants

Palliative care

Patient-centred

approach different communication methods, decision-making
choices, family roles, and mistrust, prejudice, and racism
issues (Epner and Baile, 2012).
Stakeholders The group of people targeted, involved in developing or

delivering or, those whose professional or personal
interests are affected by the intervention (i.e. who have a
stake in the topic) (Skivington et al., 2021a). This study
refers to non-western migrant patients with/without
life-threatening diseases and/or their family caregivers,
social and healthcare professionals.

developed by identifying the evidence base, identifying/developing
theory and modelling process and outcomes (O’Cathain et al., 2019).
The different methods used and synthesis process for developing and
modelling the logic model for intervention are presented in Fig. 1. The
logic model is visualised in Table 2. Steps followed in collecting data and
developing intervention from stages 1-4 (Fig. 1), took over the three
years (February 2019-June 2022) in Denmark’s capital region and
Southern Denmark’s region.

A logic model of basic palliative care service intervention for non-
western migrants was developed by synthesizing evidence from a sys-
tematic review on facilitators and barriers to access and utilising palli-
ative care services; findings from qualitative interviews and group
discussions with stakeholders on their experiences of utilising/providing
palliative care services; and findings from three workshops with
stakeholders.

Stakeholders (stagelb, Fig. 1) were recruited purposively, non-
western migrant patients with a life-threatening disease (8), family
caregivers (11), and healthcare professionals (10).

In Stage 3a+3 b a user panel of five members in the Migrant Health
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1.b Problem identification

Method: A qualitative explorative study.
Aim: To explore experiences of utilizing palliative care among patients
(n=8), family caregivers (n=11), and healthcare professionals (n=10) in

Areas of significance: Communication and trusting relations between
families and health professionals, feeling safe and poor navigation in the
healthcare system due to language and cultural differences.
Suggestions: Skill based training of healthcare professionals, negotiation
between family and professionals and inter-sectoral collaboration.

3.c Workshop - Confirmation

Method: Workshop with healthcare
professionals (n=6).

Aim: To discuss the feasibility of activities thus
overall intervention in the existing palliative
care practice.

Findings: Logic model and intervention
components (draft).

s
1.a Creating knowledge base
Method: A systematic review of the literature.
sta e 1 Aim: To identify opportunities and barriers to access and utilize palliative
g care among non-western migrants in Europe. B
Identifying evidence Identified barriers: Poor cqmmumcgtlgp, lack of knowledge and
b awareness, cultural and religious priorities and lack of resources at
ase different level of health system.
Suggestions: Palliative care intervention needs to aim at different levels of
palliative care service provision to mitigate identified barriers.
g
(
2. Theoretical framework
A conceptual framework for complexity in palliative care
Stage 2 Factors of this study
IndividualHevel (Migration history, Danish language proficiency, job, education, income, acculturation).
Identifying theory Interpersonal-level (communication, negotiation of care, shared decision-making).
Service-level (skill-based training of healthcare professionals, multidisciplinary team meetings and coordination between healthcare professionals at a
different level of health and welfare system).
\.
3.2 Workshop - Introduction 3.b Workshop - Discussion
S t a e 3 Method: Workshop with non-western migrants Method: Workshop with non-western migrants
g (1=5). )
. Aim; To present results of review and Aim: To reflect on the practical issues related to
Modelling process qualitative study. intervention activities.
and outcome Findings: Importance of a supportive palliative Findings: Initial draft of intervention activities.
care intervention and generate ideas on
intervention activities.
\L
(
S 4 4, The final developed intervention
tag e Method: The final intervention was developed based on the results from the above-mentioned stages, and adjusted in cooperation with the research team
AL : members.
Final intervention Result: Safe and secure, a supportive palliative care intervention.

Fig. 1. The overall process of developing the intervention.

clinic was invited to participate in developing this intervention as an
advisory group. The members were either patients, former patients or
family caregivers to patients who have been treated and cared for in the
clinic, who are experts by experience, and who provided advice to the
research team throughout intervention development. Participant com-
mittee members were diverse in their age, sex, nationalities and
educational level, e.g. illiterate to highly educated. Moreover, a group of
professional stakeholders, including three nurses, one health consultant,
and two physiotherapists involved in providing palliative care partici-
pated in stage 3c. Professional stakeholders provided expert opinions on
how the intervention could be implemented in clinical practice. These
stakeholders were professionally known to the research team, and
approached face-to-face (key stakeholders) and/or via email (profes-
sional stakeholders). Thus agreed to become advisors in developing this
intervention.

2.2. Ethical considerations

This study followed the declaration of Helsinki (Association, 2001).
The region of Southern Denmark ethics committee assessed and
accepted this study, journal number 61269 and this study was registered
at the Danish Data Protection Agency, journal number 10.109. Written
(face-to-face) or verbal (video conversations) consent was obtained from
all participants before recordings who were interviewed (Stage 1 b), and
participated in focus groups (Stage 1 b) and workshops (Stage 3).

3. Results
3.1. The process and stages of developing the intervention

Fig. 1 shows the four stages of this intervention development phase,
and the following four stages are described and explained.

3.2. Identifying the evidence base — stage 1

Two methods were applied to identify the evidence base (Stage 1,
Fig. 1). First, a systematic review was conducted of the European evi-
dence about the barriers to and facilitators for non-western migrants to
access and utilise palliative care (Stage la, Fig. 1). Considering the
similarities of the Nordic welfare system, the review initially looked for
studies conducted within Nordic countries. However, published studies
in Nordic countries were limited (n = 4), so the review widened the
horizon to all European countries. Although it is evident that provision
of palliative care varies between and within European countries
(Maetens et al., 2017; Pivodic et al., 2013; Beek et al., 2013). The
relevant factors inhibiting or enabling palliative care service use and
guiding the choice of intervention that could overcome the modifiable
barriers and enhance facilitators were identified. Twenty-nine qualita-
tive and six quantitative studies were included. The study revealed that
barriers to access and utilising palliative care among non-western mi-
grants are embedded at various levels of palliative care service delivery.
Barriers are related to poor communication due to language differences,
lack of knowledge and awareness among migrants about the existing
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Table 2
The logic model of safe and secure intervention.
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Resources/Input Activities The hypothesised

mechanism of change

Output

Outcomes Impact

The project team includes
researchers and
healthcare professionals
Stakeholder advisory
group including public,
patients with/without
life-threatening illness
from non-western
countries, family
caregivers

Collaboration with a
municipality, migrant
clinic at Odense
university hospital and a
research centre
Facilities and funding to
carry out training
sessions, development of
leaflet and/or video and
development of training
material

Evidence on the
feasibility, the cost-
effectiveness of the
intervention and a
qualitative study to
capture the perspective of
the intervention

Education and
training sessions for
healthcare
professionals on
Patient-
centredness and
culturally
competent
palliative care
-Information

material
Consultations with
the healthcare
professionals in a
healthcare setting or
at home

Engage patient
and family in
shared decision-
making

- Arranging a
professional
interpreter if
needed

Providing
knowledge and
information
(verbal + leaflet
and or video)
Providing
emotional support
- Negotiation of care
Coordination of care
- Sharing
knowledge and
learning from each
other’s clinical
practices
Provision of care
with an agreement
and refereeing to
relevant
professional
Uploading e-
health record

Better communication,
well-informed patient and
family, and improved
knowledge

A better understanding of
the progression of illness,
signs, and symptoms
(Graaff et al., 2012; Kai
et al., 2011)

Goal setting and follow-
up plan (Scheerens et al.,
2018)

Shared decision-making
and mutual plans to
improve care (Jansky

et al., 2019; Kai et al.,
2011; Kaasa et al., 2022)
Better navigation in the
healthcare system
(Jansky et al., 2019)

Emotional support

Reduce anxiety and
depression (Schrank
et al., 2017)

Continuity of care

Facilitating
communication (Graaff
et al., 2012)

Building trusting
relationship (den
Herder-van der Eerden
et al., 2017)

Collaboration

Facilitating necessary
referrals e.g.
psychological
consultation (Jansky

et al., 2019)

A shared understanding
of patient and family’s
needs and wishes (Van
Keer et al., 2015)

Healthcare professionals
received education and
training

Development of a
culturally and
linguistically
appropriate informative
leaflet/video
Development of a semi-
structured protocol for
every consultation
Development of training
material for healthcare
professionals to improve
patient-centred cultural
competency in palliative
care

‘X’ number of patient
and family members are
included in this
intervention

Patient and family
members received ‘X’
numbers and ‘X’ hours
of consultations

Action steps to improve
the intervention and
apply it to other
populations

Improved intercultural
communication and cultural
competency skills among
healthcare professionals
Improvement in the
individual problems
experienced by each patient
with palliative care needs and
their family members who
participated in the
intervention

Participants have increased
knowledge and can better
navigate the healthcare
system relating to palliative
care

Participants have an
increased level of trust and
feel better supported while
receiving palliative care
services

The best possible quality of life
experienced by family
caregiver and patient after
being diagnosed with a life-
threatening illness

Better access and utilisation of
palliative care services by non-
western migrant families
Healthcare professionals are
more confident and satisfied
during communication and
delivering palliative care to
patients and families with
diverse cultural backgrounds
Increased job satisfaction
among healthcare
professionals

Implementation of early
integration of palliative care
tailored to the needs of non-
western migrants in Denmark

palliative care system, cultural and religious preferences of the migrants
near death, and finally, lack of resources in health facilities, i.e., time,
cultural competency training among healthcare professionals (Shabnam
et al., 2022a).

Second, stakeholders were involved via an explorative qualitative
study to understand the needs and barriers to utilising palliative care
from the perspective of migrant patients with life-threatening diseases,
family caregivers and healthcare professionals in Denmark (Stage 1 b,
Fig. 1). A total of nineteen individual interviews and four group dis-
cussions were conducted, among thirty-one participants. It was identi-
fied that participants preferred continuity of care, and being listened to,
which ensures feeling safe and secure while receiving palliative care.
Participants also valued the importance of verbal and non-verbal
communication during an encounter with healthcare professionals.
Finally, participants identified the issues to access accurate information
and navigation in the Danish healthcare system. Of note, participants’
preferences were rooted in their individual needs, i.e., personal history
of pre-migration and existing social resources (Shabnam et al., 2022b).

Overall findings at Stage 1 (Fig. 1): Results pointed to specific ideas
to transfer initiatives, i.e., skill-based education and training towards
healthcare professionals, provision of knowledge and awareness about
palliative care among migrant families, and how to navigate the existing
healthcare system. In addition, ensuring continuity of care and

coordination among different healthcare professionals involved in
palliative care builds a trusting relationship between migrant patients
and family members.

3.3. Identifying theory — stage 2

A conceptual framework for complexity in palliative care, developed
by Pask and colleagues as the theoretical framework for the intervention
was chosen (Pask et al., 2018). Although developed in the light of
specialist palliative care, the framework reasonably applies to basic
palliative care. The conceptual framework is patient-centred and dem-
onstrates how a patient living with advanced illness interacts with their
context and his/her environment (Pask et al., 2018). They also argue
that the complexity of palliative care goes far beyond recognised phys-
ical, psychological, social, and spiritual holistic domains. Pask and col-
leagues suggest that one need to reflect on pre-existing and cumulative
complexity, the dynamic aspects of complexity, invisible complexity,
service-/system-level factors, and societal influences to address patients’
need comprehensively and effectively (Pask et al., 2018).

Overall findings Stage 2: Results of the systematic review (Shabnam
et al., 2022a), findings from qualitative study (Shabnam et al., 2022b),
and theory (Pask et al., 2018) were used for identifying activities of this
intervention that would target specific barriers and facilitators for
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palliative care usage among non-western migrants in Denmark. The
identified facilitators/barriers, e.g. knowledge, communication and
trust guided the modelling process in Stage 3a+3 b (Fig. 1).

Although, inspired by the conceptual framework by Pask et al.
society-level and changing needs over time were not aimed directly at
this intervention development process. Thus, these systems and their
factors are not applicable in this study. However, this intervention
contributes towards achieving an impact on the macro-system in the
long-term outcome.

3.4. Modelling process and outcome — stage 3

The stakeholder involvement (3a+3 b+3c) approach informed the
design in Stage three.

The introduction workshop (Stage 3a), was held on 26.10.2021 at an
interdisciplinary clinic for migrants and refugees at a Danish University
Hospital. The identified facilitators and barriers based on the results of
the review and qualitative study were presented among five participants
from the user panel. The participants discussed the familiarity of the
study results related to their own healthcare utilisation experiences as
migrants/refugees in Denmark. The participants recognised the barriers
mentioned in the presentation and acknowledged the need for a sup-
portive palliative care intervention for the study group.

A discussion workshop (Stage 3 b), was held on 29.03.2022, at a
Danish university hospital and three out of five participants took part
from the user panel. The results of the previous studies were presented
again to refresh the informants’ memory. Moreover, initial ideas about
intervention activities were presented to get suggestions from the in-
formants. Here they discussed the study results one more time relating to
their experiences as migrants/refugees and as community representa-
tives. Eventually, they suggested intervention activities relating to the
barriers. Suggested activities were the connection to a healthcare pro-
fessional e.g. from the hospital, individual need assessment, goal setting,
and provision of adequate knowledge to navigate the health system.

Confirmation workshop (Stage 3c), held on 04.05.2022, video con-
versations among six social and healthcare professionals. Here, partici-
pants discussed intervention activities suggested at the previous two
workshops and came up with their suggestions for intervention activ-
ities. Here professionals also discussed the applicability, feasibility, and
acceptability of intervention relating to their clinical practice. Suggested
intervention activities at the confirmation workshop were providing
education and training for healthcare professionals, organizing collab-
oration between health facilities and multidisciplinary meetings among
healthcare professionals.

Each workshop lasted 2 h, and the first author led the workshops
while other research team members took relevant notes. In the work-
shops, participants generated many ideas based on the results of the
review (Shabnam et al., 2022a) and qualitative study (Shabnam et al.,
2022b), and they jointly developed the logic model. However, modifi-
cation in the content of the logic model was made until the research
team reached a consensus, e.g. the mechanism of change column was
added.

3.5. Overadll finding stage 3 - logic model

The final logic model (Table 2) is the systematic and visual repre-
sentation of the relationships between the planned work (resources and
activities) and intended results (output, outcome and impact) (Foun-
dation, 2004) of this intervention. Inputs are the resources needed to
implement the intervention (e.g., collaborative partners, staff and cost).
Activities describe specific procedures, processes, events or actions of
the intervention (Foundation, 2004). Mechanism of change refers to the
phenomenon responsible for the intended outcome (Bosqui and
Marshoud, 2018). Outputs are the measurable product of activities or
the results of the project. Outcomes are the changes due to the activities
(Foundation, 2004). Impacts are the expected long-term changes at
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organisational, community, and/or system levels, resulting from inter-
vention activities, e.g. improved conditions, increased capacity, and/or
changes in the policy arena (Foundation, 2004).

3.6. Final intervention — stage 4

Facilitators, barriers and suggestions identified in the review
(Shabnam et al., 2022a), transcribed data from qualitative interviews
(Shabnam et al., 2022b), factors related to this study based on Pask
et al., 2018 (Pask et al., 2018) frameworks and transcribed data and
notes from workshops were plotted and analysed in a pre-determined
scheme by the first author. An example of the analysis procedure is
shown in Table 3, the entire process is uploaded as a supplementary file
(Table S3). Carefully considering the analysis process as a whole, the
research team agreed upon the following three components to achieve
the hypothesised mechanism of change by accumulating intervention
activities. The intervention consists of 1. Education and training ses-
sions, 2. Consultations with the healthcare professional, and 3. Coordi-
nation of care.

The final intervention safe and secure is a healthcare professional (e.
g. nurse, physiotherapist or occupational therapist) led patient-centred
palliative care intervention at the basic level. After being diagnosed
with a life-threatening disease, non-western migrant patients will be
assigned to the healthcare professionals affiliated with the municipality,
general practitioner’s practice and/or a hospital. The research team
developed the intervention by combining results from stages 1-3 and the
logic model. Migrants have special characteristics and thus their needs
(e.g. linked to their migrant history, culture, and language) are indi-
vidual, still, there are universal needs, thus components of the inter-
vention that are general.

3.6.1. Education and training sessions

Education and training on patient-centredness and culturally
competent palliative care will be provided to the healthcare pro-
fessionals involved in palliative care at a hospital or a municipality who
expressed the need for such training. Patient-centred palliative care
intervention is particularly needed in migrant patients and families as
they vary in their migration history, acculturation, available resources,
and sociocultural background (Saha et al., 2008; Epner and Baile, 2012).
Key and professional stakeholders expressed the need for such education
and training. The training aims to ensure a better quality of palliative
care and improve professionals’ skills and confidence while treating a
patient with diverse backgrounds. A combination of professionals with
different skills and expertise be the most appropriate team to deliver
education and training sessions (Ivers et al., 2012), e.g. a health
consultant with expertise in migrants’ health, a healthcare professional
with expertise in palliative care and/or a researcher in migrants’ palli-
ative care.

Training will be, e.g. for two days, and there will be a follow-up
session after three months for one day. Further, a plan for future ses-
sions will be made in the follow-up session.

On day one of the training session, professionals will learn patient-
centred intercultural communication skills, potential barriers to care e.g.
disclosure of life-threatening illness to the patient, and how to engage
patient and family caregivers in the shared decision-making of palliative
care. Here the healthcare professionals will learn to negotiate care and
provision of information according to the needs and preferences of the pa-
tient and family, e.g. information on disease prognosis. Moreover,
healthcare professionals also have the opportunity to have knowledge
about diverse cultural and religious preferences near death and dying. After
the end of the training on day one, professionals will develop skills in
providing emotional support, delivering knowledge about illness, and infor-
mation about navigating the Danish healthcare system.

On day two, the healthcare professionals will be trained on using
intervention materials e.g. culturally and linguistically appropriate in-
formation leaflet/video developed (not yet developed). The training
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Table 3
Overall analysis process of the safe and secure intervention.
Facilitators, barriers and Selected quotes from individual ~ Applying the Pask et al. (Pask  Selected quotes from Intervention Intervention
suggestions (references and group discussions via et al., 2018)framework in workshops (3a+3 b+3c) activities components
from articles in review) ( qualitative interviews ( practice: factors of this study
Shabnam et al., 2022a) Shabnam et al., 2022b) based on review, interviews
and group discussions
Stage la Stage 1 b Stage 2 Stage 3a+3 b+3c Intervention Stage 4 -
activities Intervention
components out of
several
intervention
activities

Barrier: Poor knowledge
among healthcare
professionals (
Gunaratnam, 2013) (
Milberg et al., 2016;
Torres et al., 2016;
Debesay et al., 2014;
Graaff et al., 2012)

Barrier: Cultural values and
religious differences (Van
Keer et al., 2015, 2017,
2019; de Graaff et al.,
2012; Graaff et al., 2012)

Suggestion:

Addressing individual/
diverse needs of migrant
families (Schrank et al.,
2017; Kai et al., 2011;
Gunaratnam, 2013)

After all, death is at the door.
Our culture (Danish) is
different. We (professionals)
think maybe it is a barrier. I am
confused. Is it culture or
personality, or what is it all
about? And, then maybe with a
Danish family, I can sense the
reason. (HCP-1(a))

Yes, I know some families have
wished that patients should not
know how seriously ill they
were. [...] one should know
how to find a way where we can
meet. We have, or the system
must tell the patient. But
sometimes it is also important
how one tells it. One can say it
the way the patient and family
experience respect. One can
also ask how much the patient
would like to know. (HCP - 2)
I think we should not try to put
patients into specific boxes,
such as Asian, African,
homosexual, or based on their
religious beliefs. We provide
care toward each individual as a
human being. Of course, the
previous history of a person’s
life impacts how and what
decision he/she takes during
their terminal illness. (HCP - 6
(@)

Interpersonal-level

- Communication

Service-level

- Skill-based training of
healthcare professionals

Interpersonal-level

- Communication

- Negotiation of care

- Shared decision-making

Service-level

- Skill-based training of
healthcare professionals

Service-level
- Skill-based training of
healthcare professionals

I would like to have knowledge
about the patient group I am
providing palliative care. I do not
want to play any guessing game
(HCP 1 -Workshop 3c).

We would like to know more
about different cultural and
religions’ way of accepting death
overall, we need a more open
discussion around death and
dying, but how? (HCP 2 -
Workshop 3c).

I was thinking about skill-based
training among healthcare
professionals to improve shared
understanding near death
because often patients from this
group have PTSD, other
conditions (HCP 3 — Workshop
30).

Education and
training sessions

Knowledge of
diverse cultural and
religious preferences
near death and
dying

Education on
diverse cultural and
religious preferences
near death and
dying

Training on how to
engage culturally
diverse patient and
family in shared
decision-making

HCP - Healthcare professional, P — Workshop Participant, Pt — Patient with a life-threatening disease, R — Relative of a patient with a life-threatening disease.
The safe and secure intervention procedures are as follows (intervention activities are italicised and underlined).

materials will be developed and conducted following the intercultural
healthcare professionals (e.g. cultural coordinator at the hospital).

In the follow-up session, professionals can share dilemmas and learn
from each other’s experiences while providing care to the target group and
how they have managed the situation. Here they will also have the
chance to share experiences while using the intervention materials and
the need for further sessions.

3.6.2. Consultations with the healthcare professionals

The assigned healthcare professional will arrange a face-to-face
consultation with the patient and family caregivers at a health facility or
home. The same healthcare professional will continue further corre-
spondence and provision of care to ensure continuity of care. The
importance of continuity of care is not explicit to migrants, however;
professional stakeholders stressed the additional importance of knowing
migrant patients and families in person to avoid confusion while
providing care consequently building a trusting relationship. The health-
care professional is also responsible for contacting and arranging a pro-

education, available resources e.g. social network, and/or their overall
acculturation in Denmark. The key stakeholders highlighted the
importance of assessing individual patient and family as the need of
migrants changes over time, e.g. Danish language skills changes over the
years in Denmark. A semi-structured protocol (not yet developed) will
guide the assessment of the individual need of the patient and family.

The frequency and type of consultations depend on the family’s in-
dividual needs, and, on the agreement, the healthcare professional can
also visit the patient at home if needed. Although evidence from Stage 1
(Shabnam et al., 2022a, Shabnam et al., 2022b), urges the need for
emotional support and practical information for patients and their
family caregivers right after being diagnosed with the life-threatening
disease. Therefore, a systematic consultation with the healthcare pro-
fessional a minimum of once a month is integrated to provide practical
information and emotional support.

During the consultations, the healthcare professional will provide
relevant information about illness progression, signs and symptoms, and
navigating the healthcare system. The healthcare professional will also

fessional language interpreter during sessions based on need (Danish
language proficiency) and agreement with the patient and family to
ensure optimum communication. The healthcare professional will assess
individual patient/family’s needs considering their migration history, job,

make the patient aware of the emergency signs, and when, how and whom to
contact if needed. The healthcare professional and the patient will
develop shared decision-making in receiving palliative care, considering
the patient’s and family’s cultural and religious preferences. After each
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session, the healthcare professional will make a future follow-up plan with
the patient. During the consultations, the healthcare professional will
also provide an information leaflet or video (not yet developed).

3.6.3. Coordination of care

The current practice of palliative care in Denmark does not use
standard reporting or collaboration procedures between general prac-
titioners, migrant health clinics, healthcare professionals at the hospital,
and/or at the municipality. Professional stakeholders stressed the
importance of cross-sectoral and inter-sectoral collaboration while
providing care to migrants, particularly in multidisciplinary team
meetings as it will allow involved stakeholders to share and learn from
each other’s experiences. Moreover, it will allow stakeholders and
healthcare professionals to gain a mutual understanding of migrant
patients’ needs and goals and mitigate confusion related to diverse
cultural and religious preferences near death. To facilitate intersectoral
collaboration the healthcare professionals will arrange multidisciplinary
team meetings involving healthcare professionals from hospitals, migrant
health clinics, municipalities, general practitioners and palliative care
units. In addition, the healthcare professional uploads e-health records for
general practitioners and other healthcare professionals (e.g. commu-
nity nurses, physiotherapists, nutritionists), with an agreement with the
patient and the family. Healthcare professionals will coordinate with the
general practitioner and facilitate necessary referrals if any medical
intervention is needed.

4. Discussion

This article describes the development of a supportive palliative care
intervention for non-western patients with a life-threatening disease and
their families. Following the MRC framework, this article describes the
development of a complex intervention integrating evidence-based
knowledge, theory and stakeholders’ involvement. Throughout the
entire process, it was an endeavour to accommodate different views on
this topic as much as possible. Thus, the intervention development
approach was guided by the lived experiences of the non-western
migrant patients with/or without life-threatening diseases, family
caregivers, healthcare professionals, and the research team (authors).

Some of the barriers identified at Stage 2, including lack of knowl-
edge, resources or continuity in patient care (Mousing et al., 2018) are
not specific to migrants. Still, they reflect more common problems
embedded in palliative care in Denmark. Thus, one can argue how far it
is important to introduce a supportive palliative care intervention for
non-western migrants. It is acknowledged that several barriers to palli-
ative care are similar between native Danes and non-western migrants.
Perhaps, mentioned and other barriers are exaggerated near death by
language and cultural differences, hostile migration history and lack of
social networks in Denmark (Shabnam et al., 2022b; Kristiansen et al.,
2015; Nielsen et al., 2021). Therefore, a supportive basic palliative care
intervention for those who need it will ensure equality in service pro-
vision (Nielsen and Krasnik, 2010). The basic palliative care interven-
tion consists of three components: education and training sessions,
consultations with healthcare professionals and coordination of care.

The WHO European Region recommends reorienting health services
(e.g. cultural competency training of healthcare professionals) as one of
the important domains to consider before developing effective in-
terventions for migrants (WHO, 2018) for achieving inclusive, peaceful,
and equal societies for all.

Based on findings from the review, interviews and workshops, a
patient-centred cultural competency training for healthcare pro-
fessionals was designed. Evidence showed that it has the possiblity to
improve the quality of healthcare for all patients by satisfying the needs
of migrants and other disadvantaged groups, whose needs and prefer-
ences are often overshadowed by those of the majority (Saha et al.,
2008). A core component of cultural competency is communication,
which is often challenged in a cross-cultural clinical encounter by
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differences in language, health beliefs, concepts of illness, and role ex-
pectations, e.g., an apparent preference for an authoritarian approach or
desire for a family-centred decision-making model (Suurmond and
Seeleman, 2006; de Graaff et al., 2012). In line with the evidence, in-
formants in this study reported similar challenges. Accumulated findings
from stages 1-3 suggested the need for a skill-based training program for
healthcare professionals to facilitate intercultural communication
coherent with international recommendations (Suurmond and Seele-
man, 2006; Semlali et al., 2020). Again during skill-based training, this
intervention will connect patient-centredness with intercultural
communication, as suggested by Paternotte and colleagues (Paternotte
et al., 2015). They described it as an effective implementation strategy
for equitable information exchanges, creating space for understanding
and participation, improving communication quality and addressing
migrants’ biopsychosocial needs (Paternotte et al., 2015). Evidence
showed communication skill training improved self-efficacy and
empathy skills among healthcare professionals (Pehrson et al., 2016).

The findings from stages (1-3) showed that patients and family
caregivers preferred a personal consultation with a healthcare profes-
sional focusing on knowledge about life-threatening diseases/palliative
care, practical information on how to handle the transition process, and
how to navigate the healthcare system. Kubi and colleagues have
identified similar needs and preferences of patients and caregivers of
African American communities with life-threatening illnesses, during
the development of intervention via community health workers (Kubi
et al., 2020). In Belgium, a palliative care intervention for end-stage
chronic obstructive pulmonary disease patients emphasised the need
for regular home visits by the palliative care nurse and the provision of
an information leaflet on self-management (Scheerens et al., 2018).
These suggest that patients’ and family caregivers’ needs are similar
across contexts; however, unlike other studies, safe and secure inter-
vention is patient-centred. Patient-centred palliative care was integrated
as the core of this intervention; consequently, it aims improving the
quality of life by focusing on the preferences and perceptions of the
patient and his/her family. While providing palliative care to
non-western migrant patients and families patient-centredness is espe-
cially important as it considers the importance of involving patients and
families in the shared decision-making (Kaasa et al., 2022).

Findings from interviews and workshops suggest a lack of coordi-
nation among healthcare professionals involved in palliative care
working at different levels and/or health facilities e.g. home and hos-
pital. Thus, the final intervention component is coordinating care among
multidisciplinary healthcare professionals. A similar need was identified
by a short-term specialised palliative care intervention for the elderly
with frailty and their family caregivers in Belgium (de Nooijer et al.,
2021). Similarly, Lavesen and colleagues reported the need for multi-
disciplinary collaboration between healthcare professionals treating
patients with chronic obstructive pulmonary disease in a Danish hospital
(Lavesen et al., 2018). It suggests a targeted effort on organisational
strategies of palliative care and highlights multidisciplinary and inter-
sectoral collaboration.

Although the intervention components have been developed with
non-western migrants, it can be argued that this intervention is not
exclusive to supporting non-western migrant families. Therefore, this
intervention might also be suitable for vulnerable families with pallia-
tive care needs irrespective of ethnic background, e.g. an elderly patient
living alone.

After the intervention development process, sufficient knowledge of
this intervention’s rationale, supporting evidence, and theory were
gathered. Although the training material for healthcare professionals,
semi-structured protocol for assessing individual patient and family
needs, an information leaflet and/or video, and indicators for measuring
outcomes were not yet developed. The research team is considering
patient-reported outcome measures as an outcome indicator tool. Evi-
dence suggests that systematic-symptom assessment with patient-
reported outcome measures is an inherent part of patient-centred care,
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is a low-cost quality indicator and is highly cost-efficient as it reduces
unnecessary treatment and emergency admissions (Kaasa et al., 2022).
The decision is yet to make as the patient-reported outcome measures is
only available in Danish and the pilot testing phase in Denmark (Pro--
Sekretariatet, 2022). Moreover, uncertainties remained concerning the
frequency and/or length of the training, the convenience of intervention
materials i.e. leaflet, and the acceptability and overall effectiveness of
the intervention. The next step of this project is to develop the
mentioned intervention materials and report the feasibility study of this
intervention in line with the MRC framework (Skivington et al., 2021b).

4.1. Strength and limitations

A clear strength of this study is that the intervention was developed
based on a broad range of sources: a systematic review of the evidence,
qualitative interviews, group discussions and workshops with patients,
family caregivers, and healthcare professionals, in an iterative process to
develop intervention components and activities. These steps are in line
with the recently published intervention development guideline (Ski-
vington et al., 2021b).

This study has several limitations. Although the result of the in-
terviews and group discussions with patients and family members
tailored the development of intervention and findings were discussed
during workshops, they did not participate in the workshops. Several
invitations were sent still, but none of them agreed to participate.

Finally, the intervention development process crossed the COVID-19
pandemic, which resulted in a compromising mode of interviews or
workshops. Although, it was planned to conduct all interviews and
workshops face-to-face due to the pandemic research team had to
comprise collecting data via video conversations. It is partly due to
lower the risk of infection and the enormous work pressure of healthcare
professionals, video conversation was more convenient to avoid travel
time.

5. Conclusion

This study describes the development of a palliative care interven-
tion for non-western migrant patients with palliative care needs and
their families, followed by a transparent and systematic reporting pro-
cess. The comprehensive description of this intervention development
process, intervention components, and activities aims to increase
replicability and comparability with other interventions. Moreover,
involving stakeholders at different stages of the intervention develop-
ment process is anticipated to generate ownership and feasibility among
key and professional stakeholders. A palliative care intervention facili-
tated by skill-based training, patient-centred care, and coordination
between different healthcare professionals is expected to be more suit-
able and well customised in increasing access and use of palliative care
services for non-western migrant families in Denmark.

Authorship contribution statement

Jahan Shabnam: Conceptualization, Formal analysis, Funding
acquisition, Investigation, Methodology, Resources, Project adminis-
tration, Writing — original draft, Writing — review & editing. Helle U.
Timm: Conceptualization, Methodology, Writing — review & editing,
Supervision. Dorthe S. Nielsen: Conceptualization, Methodology, Re-
sources, Writing — review & editing, Supervision. Mette Raunkiaer:
Conceptualization, Formal analysis, Funding acquisition, Investigation,
Methodology, Resources, Project administration, Writing — review &
editing, Supervision. The first author revised the manuscript after re-
viewers’ comments on behalf of the research team.

Declaration of competing interest

The authors declare that they have no known competing financial

European Journal of Oncology Nursing 62 (2023) 102238

interests or personal relationships that could have appeared to influence
the work reported in this paper.

Acknowledgements

To all the informants and all the gatekeepers (who helped to get in
touch with the informants).

Appendix A. Supplementary data

Supplementary data related to this article can be found at https://do
i.org/10.1016/j.ejon.2022.102238.

References

Association, W.M., 2001. Declaration of Helsinki. Ethical principles for medical research
involving human subjects. Bull. World Health Organ. 79, 373.

Bakitas, M., Lyons, K.D., Hegel, M.T., Balan, S., Brokaw, F.C., Seville, J., Hull, J.G., Li, Z.,
Tosteson, T.D., Byock, L.R., 2009. Effects of a palliative care intervention on clinical
outcomes in patients with advanced cancer: the Project ENABLE II randomized
controlled trial. JAMA 302, 741-749.

Bakitas, M.A., Tosteson, T.D., Li, Z., Lyons, K.D., Hull, J.G., Li, Z., Dionne-Odom, J.N.,
Frost, J., Dragnev, K.H., Hegel, M.T., 2015. Early versus delayed initiation of
concurrent palliative oncology care: patient outcomes in the ENABLE III randomized
controlled trial. J. Clin. Oncol. 33, 1438.

Beek, K.V., Woitha, K., Ahmed, N., Menten, J., Jaspers, B., Engels, Y., Ahmedzai, S.H.,
Vissers, K., Hasselaar, J., 2013. Comparison of legislation, regulations and national
health strategies for palliative care in seven European countries (Results from the
Europall Research Group): a descriptive study. BMC Health Serv. Res. 13, 1-11.

Bo, A., Zinckernagel, L., Krasnik, A., Petersen, J.H., Norredam, M., 2015. Coronary heart
disease incidence among non-Western immigrants compared to Danish-born people:
effect of country of birth, migrant status, and income. Eur. J. Prev. Cardiol. 22,
1281-1289.

Bosqui, T.J., Marshoud, B., 2018. Mechanisms of change for interventions aimed at
improving the wellbeing, mental health and resilience of children and adolescents
affected by war and armed conflict: a systematic review of reviews. Conflict Health
12, 1-17.

Bradburn, J., Maher, J., 2005. User and Carer Participation in Research in Palliative
Care. Sage Publications Sage CA, Thousand Oaks, CA.

Brereton, L., Ingleton, C., Gardiner, C., Goyder, E., Mozygemba, K., Lysdahl, K.B.,
Tummers, M., Sacchini, D., Leppert, W., Blazeviciené, A., 2017. Lay and professional
stakeholder involvement in scoping palliative care issues: methods used in seven
European countries. Palliat. Med. 31, 181-192.

Brgnholt, R.L.L., Langer Primdahl, N., Jensen, A.M., Verelst, A., Derluyn, L., Skovdal, M.,
2021. I just want some clear answers™: challenges and tactics adopted by migrants in
Denmark when accessing health risk information about COVID-19. Int. J. Environ.
Res. Publ. Health 18, 8932.

Carlsson, M.E., Hjelm, K., 2021. Equal palliative care for foreign-born patients: a national
quality register study. Palliat. Support Care 19, 656-663.

Centeno, C., Garralda, E., Carrasco, J.M., Den Herder-Van Der Eerden, M., Aldridge, M.,
Stevenson, D., Meier, D.E., Hasselaar, J., 2017. The palliative care challenge:
analysis of barriers and opportunities to integrate palliative care in Europe in the
view of national associations. J. Palliat. Med. 20, 1195-1204.

Chambers, E., Gardiner, C., Thompson, J., Seymour, J., 2019. Patient and carer
involvement in palliative care research: an integrative qualitative evidence synthesis
review. Palliat. Med. 33, 969-984.

Craig, P., Di Ruggiero, E., Frolich, K.L., Mykhalovskiy, E., White, M., Campbell, R.,
Cummins, S., Edwards, N., Hunt, K., Kee, F., 2018. Taking Account of Context in
Population Health Intervention Research: Guidance for Producers, Users and
Funders of Research.

De Graaff, F.M., Francke, A.L., Van Den Muijsenbergh, M.E., Van Der Geest, S., 2012.
Understanding and improving communication and decision-making in palliative
care for Turkish and Moroccan immigrants: a multiperspective study. Ethn. Health
17, 363-384.

De Nooijer, K., Pivodic, L., Van Den Noortgate, N., Pype, P., Evans, C., Van Den Block, L.,
2021. Timely short-term specialized palliative care service intervention for older
people with frailty and their family carers in primary care: development and
modelling of the frailty+ intervention using theory of change. Palliat. Med. 35,
1961-1974.

Debesay, J., Harslof, I., Rechel, B., Vike, H., 2014. Facing diversity under institutional
constraints: challenging situations for community nurses when providing care to
ethnic minority patients. J. Adv. Nurs. 70, 2107-2116.

den Herder-van der Eerden, M., Hasselaar, J., Payne, S., Varey, S., Schwabe, S.,
Radbruch, L., Van Beek, K., Menten, J., Busa, C., Csikos, A., 2017. How continuity of
care is experienced within the context of integrated palliative care: a qualitative
study with patients and family caregivers in five European countries. Palliat. Med.
31, 946-955.

Denmark, S., 2021. In: DENMARK, S. (Ed.), Indvandrere I Danmark 2021 (Copenhagen).

Denmark, S., 2022. Indvandrere Og Efterkommere. Statistics Denmark.

Diaz, E., Ortiz-Barreda, G., Ben-Shlomo, Y., Holdsworth, M., Salami, B., Rammohan, A.,
Chung, R.Y.-N., Padmadas, S.S., Krafft, T., 2017. Interventions to improve immigrant
health. A scoping review. Eur. J. Publ. Health 27, 433-439.


https://doi.org/10.1016/j.ejon.2022.102238
https://doi.org/10.1016/j.ejon.2022.102238
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref1
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref1
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref2
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref2
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref2
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref2
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref3
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref3
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref3
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref3
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref4
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref4
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref4
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref4
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref5
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref5
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref5
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref5
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref6
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref6
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref6
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref6
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref7
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref7
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref8
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref8
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref8
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref8
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref9
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref9
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref9
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref9
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref10
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref10
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref11
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref11
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref11
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref11
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref12
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref12
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref12
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref13
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref13
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref13
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref13
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref14
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref14
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref14
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref14
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref15
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref15
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref15
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref15
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref15
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref16
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref16
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref16
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref17
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref17
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref17
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref17
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref17
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref18
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref19
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref20
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref20
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref20

J. Shabnam et al.

Epner, D.E., Baile, W.F., 2012. Patient-centered care: the key to cultural competence.
Ann. Oncol. 23 iii33-iii42.

Ferrell, B.R., Temel, J.S., Temin, S., Alesi, E.R., Balboni, T.A., Basch, E.M., Firn, J.L,
Paice, J.A., Peppercorn, J.M., Phillips, T., 2017. Integration of palliative care into
standard oncology care: American Society of Clinical Oncology clinical practice
guideline update. J. Clin. Oncol. 35, 96-112.

Finnvold, J.E., 2018. How social and geographical backgrounds affect hospital admission
with a serious condition: a comparison of 11 immigrant groups with native-born
Norwegians. BMC Health Serv. Res. 18 (N.PAG-N.PAG).

Foundation, K., 2004. WK Kellogg Foundation Logic Model Development Guide. WK
Kellogg Foundation.

Gaertner, J., Wolf, J., Ostgathe, C., Toepelt, K., Glossmann, J.-P., Hallek, M., Voltz, R.,
2010. Specifying WHO recommendation: moving toward disease-specific guidelines.
J. Palliat. Med. 13, 1273-1276.

Gani, F., Enumah, Z.0., Conca-Cheng, A.M., Canner, J.K., Johnston, F.M., 2018.
Palliative care utilization among patients admitted for gastrointestinal and thoracic
cancers. J. Palliat. Med. 21, 428-437.

Graaff, F.M., Francke, A.L., Muijsenbergh, M.E.T.C., Geest, S., 2012. Talking in triads:
communication with Turkish and Moroccan immigrants in the palliative phase of
cancer. J. Clin. Nurs. 21, 3143-3152.

Gunaratnam, Y., 2013. Cultural vulnerability: a narrative approach to intercultural care.
Qual. Soc. Work: Research and Practice 12, 104-118.

Hansen, A.R., Ekholm, O., Kjgller, M., 2008. Health behaviour among non-Western
immigrants with Danish citizenship. Scand. J. Publ. Health 36, 205-210.

Henke, A., Thuss-Patience, P., Behzadi, A., Henke, O., 2017. End-of-life care for
immigrants in Germany. An epidemiological appraisal of Berlin. PLoS One 12,
e0182033.

Higginson, 1.J., Mccrone, P., Hart, S.R., Burman, R., Silber, E., Edmonds, P.M., 20009. Is
short-term palliative care cost-effective in multiple sclerosis? A randomized phase II
trial. J. Pain Symptom Manag. 38, 816-826.

Ivers, N., Jamtvedt, G., Flottorp, S., Young, J.M., Odgaard-Jensen, J., French, S.D.,
O’brien, M.A., Johansen, M., Grimshaw, J., Oxman, A.D., 2012 June 13. Audit and
feedback: effects on professional practice and healthcare outcomes. Cochrane
Database Syst. Rev. (6), CD000259 https://doi.org/10.1002/14651858.CD000259.
pub3.

Jansky, M., Owusu-Boakye, S., Nauck, F., 2019. An odyssey without receiving proper
care”—experts’ views on palliative care provision for patients with migration
background in Germany. BMC Palliat. Care 18, 1-10.

Johnson, H., Ogden, M., Brighton, L.J., Etkind, S.N., Oluyase, A.O., Chukwusa, E., Yu, P.,
De Wolf-Linder, S., Smith, P., Bailey, S., 2021. Patient And Public Involvement In
palliative care research: what works, and why? A qualitative evaluation. Palliat.
Med. 35, 151-160.

Kai, J., Beavan, J., Faull, C., 2011. Challenges of mediated communication, disclosure
and patient autonomy in cross-cultural cancer care. Br. J. Cancer 105, 918-924.
Kristiansen, M., Kessing, L.L., Norredam, M., Krasnik, A., 2015. Migrants’ perceptions of
aging in Denmark and attitudes towards remigration: findings from a qualitative

study. BMC Health Serv. Res. 15, 1-12.

Kubi, B., Enumabh, Z.0., Lee, K.T., Freund, K.M., Smith, T.J., Cooper, L.A., Owczarzak, J.
T., Johnston, F.M., 2020. Theory-based development of an implementation
intervention using community health workers to increase palliative care use. J. Pain
Symptom Manag. 60, 10-19.

Kaasa, S., Hjermstad, M.J., Sjggren, P., 2022. Commercial and social determinants in
palliative care. Eurohealth 28, 2.

Lavesen, M., Marsa, K.B.-M., Bove, D.G., 2018. A new way of organising palliative care
for patients with severe chronic obstructive pulmonary disease. Int. J. Palliat. Nurs.
24, 64-68.

Lyttkens, C.H., Christiansen, T., Hakkinen, U., Kaarboe, O., Sutton, M., Welander, A.,
2016. The core of the Nordic health care system is not empty. Nordic Journal of
Health Economics 4, 7-27.

Maetens, A., Beernaert, K., Deliens, L., Aubry, R., Radbruch, L., Cohen, J., 2017. Policy
measures to support palliative care at home: a cross-country case comparison in
three European countries. J. Pain Symptom Manag. 54, 523-529 e5.

Markham, S., Islam, Z., Faull, C., 2014. I never knew that! Why do people from Black and
Asian Minority Ethnic groups in Leicester access hospice services less than other
groups? A discussion with community groups. Divers. Equal. Health Care 11.

Martin, J.N., 2015. Revisiting intercultural communication competence: where to go
from here. Int. J. Intercult. Relat. 48, 6-8.

Milberg, A., Torres, S., Agard, P., 2016. Health care professionals’ understandings of
cross-cultural interaction in end-of-life care: a focus group study. PLoS One 11 (11),
e0165452.

Mousing, C.A., Timm, H., Lomborg, K., Kirkevold, M., 2018. Barriers to palliative care in
people with chronic obstructive pulmonary disease in home care: a qualitative study
of the perspective of professional caregivers. J. Clin. Nurs. 27, 650-660.

Nielsen, S.S., Krasnik, A., 2010. Poorer self-perceived health among migrants and ethnic
minorities versus the majority population in Europe: a systematic review. Int. J.
Publ. Health 55, 357-371.

Nielsen, T.R., Nielsen, D.S., Waldemar, G., 2021. Barriers in access to dementia care in
minority ethnic groups in Denmark: a qualitative study. Aging Ment. Health 25,
1424-1432.

O’cathain, A., Croot, L., Sworn, K., Duncan, E., Rousseau, N., Turner, K., Yardley, L.,
Hoddinott, P., 2019. Taxonomy of approaches to developing interventions to
improve health: a systematic methods overview. Pilot and feasibility studies 5, 1-27.

Pask, S., Pinto, C., Bristowe, K., Van Vliet, L., Nicholson, C., Evans, C.J., George, R.,
Bailey, K., Davies, J.M., Guo, P., 2018. A framework for complexity in palliative
care: a qualitative study with patients, family carers and professionals. Palliat. Med.
32, 1078-1090.

European Journal of Oncology Nursing 62 (2023) 102238

Paternotte, E., Van Dulmen, S., Van Der Lee, N., Scherpbier, A.J., Scheele, F., 2015.
Factors influencing intercultural doctor—patient communication: a realist review.
Patient Educ. Counsel. 98, 420-445.

Pehrson, C., Banerjee, S.C., Manna, R., Shen, M.J., Hammonds, S., Coyle, N., Krueger, C.
A., Maloney, E., Zaider, T., Bylund, C.L., 2016. Responding empathically to patients:
development, implementation, and evaluation of a communication skills training
module for oncology nurses. Patient Educ. Counsel. 99, 610-616.

Pentaris, P., Thomsen, L.L., 2020. Cultural and religious diversity in hospice and
palliative care: a qualitative cross-country comparative analysis of the challenges of
health-care professionals. Omega J. Death Dying 81, 648-669.

Pivodic, L., Pardon, K., Van Den Block, L., Van Casteren, V., Miccinesi, G., Donker, G.A.,
Alonso, T.V., Alonso, J.L., Aprile, P.L., Onwuteaka-Philipsen, B.D., 2013. Palliative
care service use in four European countries: a cross-national retrospective study via
representative networks of general practitioners. PLoS One 8, e84440.

Pro-Sekretariatet, 2022. Palliation. Copenhagen. Available: https://pro-danmark.dk/
da/pro-emner/palliation. (Accessed 27 April 2022).

Raunkiar, M., 2012. Conceptions about the death of elderly with ethnic minority
background in own homes and in nursing homes. Klin. Sygepleje 26, 61-73.

Rytter, M., Ismail, A.M., Sparre, S.L., 2021. Alderdom, mad og omsorg: et
ulighedsskabende friktionsfelt mellem kommuner og etniske minoritetsfamilier.
Tidsskrift for Forskning i Sygdom og Samfund 18, 115-138.

Saha, S., Beach, M.C., Cooper, L.A., 2008. Patient centeredness, cultural competence and
healthcare quality. J. Natl. Med. Assoc. 100, 1275-1285.

Sanchez-Cardenas, M.A., Garralda, E., Arias-Casais, N.S., Sastoque, E.R.B., Van Steijn, D.,
Moine, S., Murray, S.A., Centeno, C., 2021. Palliative care integration indicators: an
European regional analysis. BMJ Support. Palliat. Care. https://doi.org/10.1136/
bmjspcare-2021-003181. In press.

Scheerens, C., Chambaere, K., Pardon, K., Derom, E., Van Belle, S., Joos, G., Pype, P.,
Deliens, L., 2018. Development of a complex intervention for early integration of
palliative home care into standard care for end-stage COPD patients: a Phase 0-I
study. PLoS One 13, e0203326.

Schrank, B., Rumpold, T., Amering, M., Masel, E.K., Watzke, H., Schur, S., 2017. Pushing
boundaries-culture-sensitive care in oncology and palliative care: a qualitative study.
Psycho Oncol. 26, 763-769.

Seeleman, M.C., 2014. Cultural Competence and Diversity Responsiveness: How to Make
a Difference in Healthcare? Universiteit van Amsterdam.

Semlali, I., Tamches, E., Singy, P., Weber, O., 2020. Introducing cross-cultural education
in palliative care: focus groups with experts on practical strategies. BMC Palliat. Care
19, 1-10.

Shabnam, J., Timm, H.U., Nielsen, D.S., Raunkiaer, M., 2022a. Palliative care utilization
among non-western migrants in Europe: a systematic review. J. Immigr. Minority
Health 24, 237-255.

Shabnam, J., Timm, H.U., Nielsen, D.S., Raunkiar, M., 2022b. Palliative care utilisation
among non-western migrants in Denmark: a qualitative study of the experiences of
patients, family caregivers and healthcare professionals. Omega J. Death Dying.
https://doi.org/10.1177,/00302228221111933, 00302228221111933. In press.

Skivington, K., Matthews, L., Simpson, S.A., Craig, P., Baird, J., Blazeby, J.M., Boyd, K.A.,
Craig, N., French, D.P., Mcintosh, E., Petticrew, M., Rycroft-Malone, J., White, M.,
Moore, L., 2021a. Framework for the development and evaluation of complex
interventions: gap analysis, workshop and consultation-informed update. Health
Technol. Assess 25 (57), 1-132.

Skivington, K., Matthews, L., Simpson, S.A., Craig, P., Baird, J., Blazeby, J.M., Boyd, K.A.,
Craig, N., French, D.P., Mcintosh, E., 2021b. A new framework for developing and
evaluating complex interventions: update of Medical Research Council guidance. Br.
Med. J., n2061, 374.

Suurmond, J., Seeleman, C., 2006. Shared decision-making in an intercultural context:
barriers in the interaction between physicians and immigrant patients. Patient Educ.
Counsel. 60, 253-259.

Temel, J.S., Greer, J.A., El-Jawahri, A., Pirl, W.F., Park, E.R., Jackson, V.A., Back, A.L.,
Kamdar, M., Jacobsen, J., Chittenden, E.H., 2017. Effects of early integrated
palliative care in patients with lung and GI cancer: a randomized clinical trial.

J. Clin. Oncol. 35, 834.

Temel, J.S., Greer, J.A., Muzikansky, A., Gallagher, E.R., Admane, S., Jackson, V.A.,
Dahlin, C.M., Blinderman, C.D., Jacobsen, J., Pirl, W.F., 2010. Early palliative care
for patients with metastatic non-small-cell lung cancer. N. Engl. J. Med. 363,
733-742.

Torres, S., Agérd, P., Milberg, A., 2016. The ‘other’in end-of-life care: providers’
understandings of patients with migrant backgrounds. J. Intercult. Stud. 37,
103-117.

Van Keer, R.-L., Deschepper, R., Francke, A.L., Huyghens, L., Bilsen, J., 2015. Conflicts
between healthcare professionals and families of a multi-ethnic patient population
during critical care: an ethnographic study. Crit. Care 17, 1-13.

Van Keer, R.-L., Deschepper, R., Huyghens, L., Bilsen, J., 2019. Challenges in delivering
bad news in a multi-ethnic intensive care unit: an ethnographic study. Patient Educ.
Counsel. 102, 2199-2207.

Van Keer, R.L., Deschepper, R., Huyghens, L., Bilsen, J., 2017. Mental well-being of
patients from ethnic minority groups during critical care: a qualitative ethnographic
study. BMJ Open 7, e014075.

Vanbutsele, G., Pardon, K., Van Belle, S., Surmont, V., De Laat, M., Colman, R.,
Eecloo, K., Cocquyt, V., Geboes, K., Deliens, L., 2018. Effect of early and systematic
integration of palliative care in patients with advanced cancer: a randomised
controlled trial. Lancet Oncol. 19, 394-404.

Venkatasalu, M.R., 2017. Let him not be alone: perspectives of older British South Asian
minority ethnic patients on dying in acute hospitals. Int. J. Palliat. Nurs. 23,
432-439.


http://refhub.elsevier.com/S1462-3889(22)00146-6/sref21
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref21
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref22
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref22
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref22
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref22
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref23
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref23
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref23
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref24
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref24
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref25
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref25
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref25
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref26
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref26
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref26
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref27
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref27
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref27
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref28
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref28
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref29
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref29
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref30
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref30
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref30
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref31
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref31
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref31
https://doi.org/10.1002/14651858.CD000259.pub3
https://doi.org/10.1002/14651858.CD000259.pub3
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref33
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref33
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref33
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref34
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref34
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref34
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref34
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref35
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref35
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref36
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref36
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref36
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref37
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref37
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref37
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref37
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref38
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref38
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref39
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref39
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref39
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref40
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref40
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref40
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref41
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref41
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref41
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref42
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref42
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref42
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref43
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref43
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref44
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref44
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref44
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref45
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref45
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref45
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref46
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref46
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref46
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref47
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref47
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref47
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref48
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref48
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref48
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref49
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref49
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref49
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref49
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref50
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref50
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref50
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref51
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref51
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref51
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref51
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref52
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref52
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref52
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref53
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref53
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref53
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref53
https://pro-danmark.dk/da/pro-emner/palliation
https://pro-danmark.dk/da/pro-emner/palliation
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref55
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref55
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref56
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref56
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref56
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref57
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref57
https://doi.org/10.1136/bmjspcare-2021-003181
https://doi.org/10.1136/bmjspcare-2021-003181
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref59
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref59
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref59
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref59
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref60
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref60
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref60
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref61
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref61
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref62
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref62
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref62
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref63
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref63
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref63
https://doi.org/10.1177/00302228221111933
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref65
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref65
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref65
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref65
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref65
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref66
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref66
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref66
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref66
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref67
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref67
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref67
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref68
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref68
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref68
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref68
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref69
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref69
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref69
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref69
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref70
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref70
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref70
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref71
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref71
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref71
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref72
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref72
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref72
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref73
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref73
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref73
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref74
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref74
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref74
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref74
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref75
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref75
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref75

J. Shabnam et al.

WHO, 2010. How health systems can address health inequities linked to migration and
ethnicity. WHO Regional Office for Europe, Copenhagen. Available: https://www.
euro.who.int/_data/assets/pdf file/0005/127526/e€94497.pdf. (Accessed 21 April
2022).

WHO, 2018. HHealth promotion for improved refugee and migrant health. WHO
Regional Office for Europe, 2018 (Technical guidance on refugee and migrant
health), Copenhagen. Available: https://www.euro.who.int/_data/assets/pdf file/
0004/388363/tc-health-promotion-eng.pdf. (Accessed 5 March 2022).

10

European Journal of Oncology Nursing 62 (2023) 102238

WHO, 2020. Palliative care [online]. World Health Organization. Available: https
://www.who.int/news-room/fact-sheets/detail/palliative-care. (Accessed 21 April
2022).

Wilkinson, E., Randhawa, G., Brown, E., Da Silva Gane, M., Stoves, J., Warwick, G.,
Mir, T., Magee, R., Sharman, S., Farrington, K., 2017. Time, timing, talking and
training: findings from an exploratory action research study to improve quality of
end of life care for minority ethnic kidney patients. Clin. Kidney J. 10, 419-424.


https://www.euro.who.int/__data/assets/pdf_file/0005/127526/e94497.pdf
https://www.euro.who.int/__data/assets/pdf_file/0005/127526/e94497.pdf
https://www.euro.who.int/__data/assets/pdf_file/0004/388363/tc-health-promotion-eng.pdf
https://www.euro.who.int/__data/assets/pdf_file/0004/388363/tc-health-promotion-eng.pdf
https://www.who.int/news-room/fact-sheets/detail/palliative-care
https://www.who.int/news-room/fact-sheets/detail/palliative-care
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref79
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref79
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref79
http://refhub.elsevier.com/S1462-3889(22)00146-6/sref79

Development of a complex intervention (safe and secure) to support non-western migrant patients with palliative care needs and their families

Supplementary material

Table S 3 Analysis of combined results

*HCP — Healthcare professional, P — Stakeholder Participant, Pt — Patient with life-threatening disease, R — Relative of patient with life-threatening

disease

Facilitators, barrier

Selected quotes from

Applying the Pask

Selected quotes from

Intervention

Intervention

and suggestions individual and group | etal “framework in workshops activities components
(references from discussions via practice: elements of | (3a+3b+3c)
articles in review)® qualitative this study based on
interviews® the review,
interviews, and
group discussions
Stage la Stage 1b Stage 2 Stage 3a+3b+3c Several intervention | Stage 4 - Three

activities

intervention
components out of
several intervention
activities

Barrier: Poor
knowledge among
healthcare

professionals® 1943

After all, death is at
the door. Our culture
(Danish) is different.
We (professionals)
think maybe it is a
barrier. | am confused.
Is it culture or
personality, or what is
it all about? And, then
maybe with a Danish
family, | can sense the
reason. (HCP-1(a)

Interpersonal-level

- Communication
Service-level

- Skill-based training
of healthcare
professionals

| would like to have
knowledge about the
patient group | am
providing palliative
care for. | don't want to
play any guessing game
(HCP 1 -Workshop 3c).

Knowledge on diverse
cultural and religious
preferences

near death and dying

Barrier: Cultural
values and religious
differences 317

Yes, | know some
families have wished
that patients should
not know how
seriously ill they were.

Interpersonal-level
- Communication

- Negotiation of care
- Shared decision
making

We would like to know
more about different
cultural and religions’
way of accepting death
Overall; we need a

Education and training
on diverse cultural
and religious
preferences

near death and dying,

Education and training
session

1
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[...] one should know
how to find a way
where we can meet.
We have, or the
system must tell the
patient. But
sometimes it is also
important how one
tells it. One can say it
the way the patient
and family experience
respect. One can also
ask how much the
patient would like to
know. (HCP —2)

Service-level
- Skill-based training
of healthcare
professionals

more open discussion
around death and
dying, but how? (HCP
2 — Workshop 3c).

and potential barriers
e.g. disclosure of life-
threatening illness

Suggestion:
Addressing
individual/diverse
needs of migrant
families %819

I think we should not
try to put patients into
specific boxes, such as
Asian, African,
homosexual, or based
on their religious
beliefs. We provide
care toward each
individual as a human
being. Of course, the
previous history of a
person’s life impacts
how and what
decision he/she takes
during their terminal
illness.(HCP - 6 (a))

Service-level
- Skill-based training
of healthcare
professionals

| was thinking about
skill- based training
among healthcare
professionals to
improve shared
understanding near
death because often
patients from this group
have PTSD, other
conditions (HCP 3 -
Workshop 3c).

Training on how to
engage culturally
diverse patient and
family in shared
decision-making

Barrier: Poor language
skills 2%

My husband uses a
Turkish interpreter
during the
conversation with
health professionals

Individual-level

Danish  language
proficiency
Acculturation

It was very difficult to
communicate with
nurses and doctors at
the hospital when we
initially came to

Training on patient-
centered intercultural
communication and
provision of a
professional

2
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or his two sons born
in Denmark to help
with interpretation
during hospital visits.
(R-11)

Interpersonal-level
- Communication

Denmark. Interpreters
with general knowledge
did not help, because
they lack knowledge
about different diseases
and symptoms (P 2-
Workshop 3b).

interpreter if needed

Barrier: Lack of skill-
based training and
knowledge among
healthcare

professionals® 1043

I think healthcare
professionals need
some training on how
to deliver bad news to
the patient, |
understand they are
also human beings
and they have
feelings...(R-3)

Interpersonal-level

- Communication

- Negotiation of care
Service-level

- Skill-based training
of healthcare
professionals

| think it is difficult with
this patient group is
that | am not sure what
do they want in their
last days of life. As |
work with the palliative
team most of the
patients are near to
death. In Danish
patients, | do
understand what their
wishes around death
are but I wish there was
anyone who could
explain me what is
preferable around
death among this group
(HCP 1 -Workshop 3c).

Education and training
on diverse cultural
and religious
preferences

near death and dying

Barrier: Lack of
resources/ skill-based
training and
knowledge among
healthcare

professionals® 10132223

| think we are bad at

providing information.

For example, it is
possible to get an
interpreter for
patients with life-
threatening diseases
free of charge. After
all, this is an
opportunity. (HCP-5)

Interpersonal-level
- Communication

- Negotiation of care
- Shared decision
making
Service-level

- Skill-based training
of healthcare
professionals

| think the health
professional should be
responsible for
physical, psychological,
social and existential
needs. Moreover,
communication should
be one of the important
issue and be curious for
the patients’ world of
life and satisfaction.

Training on
negotiation of care
and provision of
information according
to the needs and
preferences of the
patient and family
near death

3
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Because may be the
understanding for
satisfaction may differ
near death compared to
what we experience in
our daily routine (HCP
4 — Workshop 3c).

Facilitator: Providing
culturally appropriate
respectful care 91922

After we have a
permanent doctor, we
feel safer [...] she is
from Lebanon. | can
see my father feels
safer talking to her.
She understands our
mental situation and
our feelings. All other
Danish doctors are
good too but they do
not listen properly. (R
-8)

Interpersonal-level
- Communication

- Negotiation of care
- Shared decision
making
Service-level

- Skill-based training
of healthcare
professionals

I was thinking it will be
a good idea if young
generation from non-
western migrant
backgrounds are
trained in caring for
the patients in need, so
they already know the
culture, then it will be
easier for them to
understand the need of
the patients from other
ethnic backgrounds (P
3 — Workshop 3b).

Education and training
on diverse cultural
and religious
preferences

near death and dying

Barrier: Patient
preferences and
cultural issues 19222325

In our culture, one
does not ask for help.
Others help the one in
need. In Denmark, it
is the other way
around. One needs to
be healthy to get the
benefit of being sick.
So | will have to have
control over many
things, to be able to
call the municipality
and say | have these
problems. I need help
with this, and so on.

Interpersonal-level

- Communication

- Negotiation of care
- Shared decision
making

Compared to Danish
patients, non-western
migrant patients have
different expectations
from us. They expect us
to help them to go to
the toilet even if they
are capable of doing so
(HCP 2 - Workshop
3¢).

Training on delivering
knowledge related to
illness and provision
of emotional support
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(R-5)

Suggestion:
Addressing
individual/diverse
needs of migrant
families 9819

| try to talk to them
according to their
level of
understanding.
Something works for
one (patient and their
relatives), and
something different
works for others
depending on their
background. Their
education,
experiences, the most
important thing is that
healthcare
professionals need to
ask families about
their needs. (HCP -3)

Individual-level

Migration history
Job

Education

Danish  language
proficiency
Acculturation

Service-level

Skill-based
training of
healthcare
professionals

A structured questioner
or a guideline could be
a good idea for those
who have less
experienced working
with non-western
migrant patients with
life-threatening disease
near death. So
healthcare
professionals know how
what to ask and how to
go further in such a
conversation (HCP 4 -
Workshop 3c).

Provision of training
material towards
healthcare
professionals e.g.
information
leaflet/video, semi-
structured protocol

Suggestion:
Addressing
individual/diverse

There is enormous
information showing
on the internet, but

Individual-level

Migration history
Job

We have three main
problems when we use
the healthcare system

Face-to-face personal
conversation with
healthcare

needs of migrant one doubts where the | -  Education in Denmark, first professional to assess
families 9181922 information is coming | - Danish language | language, second lack | individual need of the
from. If they come for proficiency of knowledge about the | patient and family
a personal - Acculturation system and finally the
conversation to share | Interpersonal-level problems we already
information, then itis | - Communication have i.e. PTSD or
safer, more coming from a war
explanatory, more situation (P 4-
transparent, the best. Workshop 3a).
(R-3)
Suggestion: The first thing one Individual-level We always carry a Assess individual

Addressing individual
needSZZ 918

should do while living
in Denmark is to learn
the language. If you

Migration history
Job
Education

backpack filled with
our migration history...
and we cannot run

needs and preferences
of the patient and the
family (via semi-

Consultations with the
healthcare
professional
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cannot communicate,
you cannot go further.
I think doctors and
nurses expect that |
understand the
language. (Pt —5)

- Danish language
proficiency

- Acculturation

Interpersonal-level

- Communication

away fromit (P 1 -
Workshop 3a).

structured protocol)

Suggestion:
Addressing
individual/diverse
needs of migrant
families 9181922

For me, conversation
and provision of
information are
important. | try to talk
to them (migrant
families) according to
their level of
understanding. (HCP -
3)

Individual-level

- Migration history

- Job

- Education

- Danish language
proficiency

- Acculturation

Interpersonal-level

- Communication

Needs of the migrants
are changed with the
number of years they
have lived in Denmark.
After they live here in
Denmark for a longer
period they have
problem with language,
for example their
interpreter cannot
understand them,, (P-3
-Workshop 3b).

Assess individual
needs of language
proficiency

Suggestion:
Addressing
individual/diverse
needs of migrant
families °181922

It is possible to
provide complex
palliative care services
without talking. It is
possible to have a
respectful relationship
without speaking the
same language. It just
needs to have some
other resources, for
example, time. If one
cannot show respect
with words, one can
show respect with
their care. It is
possible to provide
care without speaking
the same language,

Individual-level

- Migration history

- Job

- Education

- Danish language
proficiency

- Acculturation

Interpersonal-level

- Communication

- Negotiation of care

- Shared decision

making

We need to understand
the way a patient or
family is thinking about
the disease. How is
their health care
decisions are made is it
more individualistic or
more collectivist within
the family. If they are in
need of professional
interpreter, even if
interpreter is
translating overall the
responsibility lies with
the healthcare
professional. So, | want
to say that we need to
asses individual patient

Assess individual
needs and preferences
of the patient and the
family in shared
decision making in
palliative care
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and it is just difficult. and his family’s while
(HCP - 4) providing care (HCP 5
— Workshop 3c).

Barrier: Poor language
skills and cultural
differences? % 202

Caregiver: When we
think about her care at
nursing homes, we
think about language.
The problem is she
neither speaks nor
understands it.
Interviewer: So is it
because of language
you do not want to
send her to a care
home? Caregiver: It’s
not only language; it’s
something different.
In our culture, it is not
allowed to send her to
a care home. We take
care of our sick
relatives at home for
as long as we can. (R
—1)

Individual-level

- Migration history

- Job

- Education

- Danish language
proficiency

- Acculturation

Interpersonal-level
- Communication

- Negotiation of care
- Shared decision
making

People are very
different although they
come from the same
country, people have
different way to
understand things, and
there is country’s
culture, certain areas
culture and family’s
culture (HCP 3 -
Workshop 3c).

Assess individual
needs and preferences
of the patient and the
family (via semi-
structured protocol)

Barrier: Lack of
resources/ skill-based
training and
knowledge among
healthcare

professionals® 10132223

After we have a
permanent doctor, we
feel safer [...] she is
from Lebanon. | can
see my father feels
safer talking to her.
She understands our
mental situation and
our feelings. All other
Danish doctors are
good too but they do
not listen properly. (R

Individual-level
- Acculturation

Interpersonal-level

- Communication

- Negotiation of care
- Shared decision
making

Patients from non-
western background
have a different
expectations towards
Danish healthcare
system compared to
ethnic Danes. Ethnic
Danes know the
healthcare system so
they are not surprised
when they use the
system. On the other

Setting goals and
follow-up plan with
patients and family
members by shared
decision making

7
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~8)

hand, no-western
migrants have different
expectations for
example telling the
medical history for
several times at several
healthcare settings or
doctors are very
authoritative in non-
western culture ...
(HCP 2 -Workshop 3c).

Barrier: Knowledge
and awareness about
existing healthcare
system among migrant
families 2022 24 26 27

I was at work and was
sleeping while sitting
like this (showing the
position). | told my
colleague that | was
with my mother-in-
law. | could not sleep
at night. She told me,
why don’t you take a
leave of absence? |

replied I did not know.

So, | applied, and it
was approved. (R —2)

Interpersonal-level
- Communication
Service-level

Co-ordination
between healthcare
professionals at
different level of the
healthcare system

I have experienced
many times that
compared to ethnic
Danes, this patient
group does not get the
aid they need, | do not
know if it is because
they are reluctant to
say their needs, or they
do not know who to ask
or it the municipality
who hinders. But it
could be

better... Unfortunately it
happens many times
(HCP 1 — workshop
3¢).

Provision of relevant
information about
progression of illness
and helping in
navigating the
healthcare system

Barrier: Knowledge
and awareness about
existing healthcare
system among migrant
families 2022 24 26 27

We do not know how
the Danish health care
system works. | have
psychological
problems after my
father’s cancer. I need
some information. |
need to talk to

Interpersonal-level
- Communication
Service-level

Co-ordination
between healthcare

Navigating healthcare
system in Denmark is
difficult especially for
the recent migrants,
because they lack
experience, social
network and local
language skill. So they

Helping in navigating
the healthcare system
for patient and family
members

8
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someone about my
psychological issues,
but I do not know
how. (R —9)

professionals at
different level of the
healthcare system

need special support
from the healthcare
professionals to get to
know the system (P 2 —
Workshop 3b).

Facilitator: Trusting
the existing healthcare
System28 2028

If I compare Danish
health facilities with
my country on a one
to 10 scale, my
country is on two, and
Denmark is on 10. But
when they (healthcare
professionals) have a
lot of jobs, lots of
patients they have
stress, sometimes they
cannot control, and
they are showing their
feelings (for example
anger) [...] ]
understand. I never
asked, and | never
complained about the
nurse. (Pt-3)

Individual-level
Migration history

As patients, we feel we
are in safe hands in the
Danish healthcare
system (P 2 -Workshop
3b).

Building trusting
relationship

Barrier: Poor social
network in the country
of migration 20242

Many families try and
manage on their own.
And so actually,
therefore, get help late
in the disease
trajectory. (HCP - 5)

Individual-level
Migration history

Many patients from the
migrant groups are
very lonely, they do not
have any social
network in Denmark,
they just need to talk to
someone (HCP 5 -
Workshop 3c).

Provision of practical
information and
emotional support

Barrier: Lack of open
discussion on death
and dylng 151924 30

| hide information

from my father, so he
is not afraid and more
worried. Doctors give

Interpersonal-level

- Communication
- Negotiation of care

I think it is necessary to
build up a trusting
relationship. We should
ask patients and their

Negotiation on
provision of
information and
building trusting

9
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a lot of information; if
the doctors say
something severe, |
try to avoid that and
say something else. So
he does not get scared.
(R-9)

- Shared decision
making

families about their
needs time-to-time,
beyond any survey
because we may differ
in cultural
understanding (HCP 3
-Workshop 3c).

relationship between
patient and healthcare
professionals

Barrier: Lack of open
discussion on death
and dylng 1519 24 30

Yes, | know some
families have wished
that patients should
not know how
seriously ill they were.
[...] one should know
how to find a way
where we can meet.
We have, or the
system must tell the
patient. But
sometimes it is also
important how one
tells it. One can say it
the way the patient
and family experience
respect. One can also
ask how much the
patient would like to
know. (HCP —2)

Interpersonal-level

- Communication

- Negotiation of care
- Shared decision
making

I think communication
is very important. Open
discussion can help
health professionals to
come out from their
self-justification and
know what is important
for the patient and his
family. In this way one
can also build trusting
relationship (HCP 1 -
Workshop 3c).

Negotiation on
provision of
information and
building trusting
relationship between
patient and healthcare
professionals

Barrier:
Communication and
language %

It was an interpreter
over the telephone; a
doctor and a nurse had
to explain to my sister
what kind of cancer
she had. The
interpreter could not
even mention what
type of cancer. | could

Interpersonal-level

- Communication

- Negotiation of care
- Shared decision
making

| can not read or write
my own language.
Information material in
the simple Danish
language is rather
helpful than in my own
language, so | can get
help from my kids to
read something written

Provision of
information in
preferred language
(via leaflet/video) and
availability of
professional
interpreter

10
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understand everything
the professionals said.
I could explain better
than the interpreter did
to my parents and
sisters. (R—7)

in Danish (P 1-
Workshop 3b).

Suggestion: We always have a Interpersonal-level During COVID-19 we Provision of
Availability of professional gathered many good professional
professional interpreter if the - Communication experiences working interpreter
interpreter'? 1819 patient does not speak | - Negotiation of care | with the non-western

Danish fluently. They | - Shared decision migrant group, it was

cannot understand making helpful if someone

what we are talking could explain the

about. We tell restrictions and other

relatives that they can information in their

stay there and sit but own language (HCP 2

interpret, and most — Workshop 3c).

accept it. (HCP-3)
Barrier: I have used telephone | Interpersonal-level It is like if one wants to | Provision of
Communication and interpretation on a few interpret for an professional
language 8193 occasions, and then it | - Communication advocate he/she needs | interpreter

is my interpretation,
but I could see that the
translation was poor in
the family’s face. |
think the interpreter
should facilitate the
conversation, not the
opposite. | am not
defending the use of
interpreters. Still,
using an interpreter
depends on the need
of the patients or
families. (HCP -5)

- Negotiation of care
- Shared decision
making

to know the language of
the advocate.
Interpreter without
knowledge about health
or disease is not useful
(P 3- Workshop 3b).

Barrier: Lack of

Our nurse’X' is very

Interpersonal-level

It is because we are the

Ensure continuity of

11
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consistency in care
personal 3%

helpful after we went
to her she helped my
mother-in-law with
her hard stomach
before we went back
and forth.. now....after
the same physician
‘K’ and nurse ‘X’ it is
much better now,,,,(R-
1)

- Communication

- Negotiation of care
- Shared decision
making

same professional
during all the visits, so
it gives us the
opportunity to continue
the care working as a
physiotherapist | have
the opportunity to come
closer to patient and be
involve in different
discussions. Which in
turn gives me the
opportunity to open up
for difficult issues like
death and dying with
the patient. (HCP 1 -
Workshop 3c).

care

Barrier: Lack of
consistency in care
personal 2%

The knowing
relationship is
important; my father
is more comfortable
talking in front of
them. In general, if the
same person comes, it
gives the patient a
feeling of safety,
especially for those
who do not speak
Danish. (R- 2)

| can understand
patients need for
continuity of care in
general but among the
patient group I think it
is even more important
to build the relationship
with healthcare
professional, and need
to know them in person.
In this way it is possible
to go long (HCP 3 —
Workshop 3c).

Ensure continuity of
care

Barrier: Lack of
communication
between different
levels of health and
welfare system?*® %2

My immunity power
is very poor so | need
a clean place to
work,,,,and back is
very weak. The job
center they force me
to work, and a lots of

Service-level

-Coordination
between healthcare
professionals at
different level of the
healthcare system

There exit also problem
in Denmark, that is
municipalities in
Denmark.
Municipalities are
poisoned. Although
doctors suggest the

Cross-sectoral
collaboration e.g.
welfare and healthcare
system

Coordination of care
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things | forget,,,,I have
problem,,, when | am
taking | forget words
(Pt-3)

patient have certain
problem or needs
something, when it
comes to municipality,
they ignore it (P-3 -
Workshop 3b).

Barrier: Lack of
referral within
healthcare
professionals

I think they should be
assigned to palliative
care earlier in the
disease trajectory.
They are connected to
us by a social-worker
or psychologist very
late, when they are
seriously ill or dying
HCP - 6(a)

Service-level

- Co-ordination
between healthcare
professionals at
different level of the
healthcare system

- Multidisciplinary
team meetings

From migrants’ health
clinic, we arrange
home visit for patients
with migrant
background but we do
not have any cross-
sectoral collaboration
with other units of
hospital (HCP 3 -
Workshop 3c).

Cross-sectoral
collaboration e.g.
different healthcare
units in a hospital

Barrier: Lack of
referral within
healthcare
professionals

They will often try to
manage it themselves
instead of seeking
help in the system,
which can be difficult
as it requires extra
energy. (HCP —4)

Service-level

-Coordination
between healthcare
professionals at
different level of the
healthcare system

I think it will be a good
idea if clinics for
migrants can work in
collaboration with for
example our
specialised palliative
care unit. It will give us
a better understanding
of the target group of
patients and their
family members (HCP
4 -Workshop 3c).

Cross-sectoral and
inter-sectoral
collaboration

Barrier: Lack of
referral within
healthcare
professionals

People who have
experience in getting
help from us can
better navigate. But if
you have no idea,,,,
The general
practitioners do not
always remember that

Service-level

- Co-ordination
between healthcare
professionals at
different level of the
healthcare system

I think most of the
patients with palliative
needs are still in the
municipalities not with
the specialised
palliative team, so it is
important to address
the need of the patients

Co-ordinate with
general practitioners
and assist in referrals
to respective
healthcare
professionals or
settings
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we are also available
in the system. So |
think it is not about
the patient or the
family. They do not
know where to go,
what help they can
get. (HCP —6 (b))

in the municipalities
(HCP 1 - Workshop
3¢).

Suggestion: Link
workers between
patient and healthcare
Systemlg 2427 33

Suppose one who can
work as a link
between the family
and the health system.
In that case, the link
person can explain to
the family and go
through what will
happen in the future
and the opportunities
from the hospital, and
how the family can
help themselves. It
would have been very
easy for our family if
it had been done like
this. (R — 2)

Service-level

-Skill-based training
of healthcare
professionals

- Co-ordination
between healthcare
professionals at
different level of the
healthcare system

We do a lot of teaching
in different healthcare
settings also in
municipalities, but it
will be nice if there is a
way to coordinate our
knowledge to the
healthcare
professionals working
with the patients with
palliative care needs in
the municipality (HCP
3 -Workshop 3c).

Sharing and learning
from healthcare
professionals with
experience on migrant
health and or
palliative care

Barrier: Lack of
consensus among
healthcare

professionals®® %

Every time we go to
the hospital for a
consultation, we meet
a new doctor. We
need to tell him the
history from the
beginning, | know he
can read the medical
record, but everything
is not in the record.
(R-8)

Service-level

-Skill-based training
of healthcare
professionals

- Co-ordination
between healthcare
professionals at
different level of the
healthcare system

| think it will be very
helpful if there a health
document regarding
palliative care is
uploaded somewhere in
the system e.g. health
platform, and all the
health facilities and
professionals have
access to that. Because

patient and family

Co-ordinated e-health
record
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members are already
tired in the palliative
trajectory, when they
need to answer the
same questions in all
the facilitates they are
just frustrated. They
wonder because they
have already answered
the questions several
time in the trajectory
(HCP 2 -Workshop 3c).

Barrier: Lack of
coNnsensus among
healthcare

professionals®® %

All (doctors) say
different things, and
they are not alike at
all, so we do not know
whom should we trust.
(R-8)

Service-level

- Co-ordination
between healthcare
professionals at
different level of the
healthcare system

I was thinking it would
be nice if it were
possible to ensure a
collaborative network
between different units
working with palliative
patients. Where a key
person can share
his/her experiences
while working with
migrants in the health
system (HCP 4 -
Workshop 3c).

Healthcare
professionals share
and learn from each
other’s experiences
via multidisciplinary
team meetings

Barrier: Lack of
cultural flexibility in
healthcare service % %!

My grandmother or
my parents do not
know the system as |
do. I am from the
second generation of
migrants. So, it
depends on how much
you know the system,
how much you know
your rights in the
whole society. You

Service-level

-Skill-based training
of healthcare
professionals

- Co-ordination
between healthcare
professionals at
different level of the
healthcare system

We need a
collaborative network
among different
professional groups.
We need to also involve
municipality because
we would like to know
what is happening in
their real world.
Initially patients might
not trust municipality

Multidisciplinary
team-meetings
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must know the as they think
system. Otherwise, -Multidisciplinary municipality is FBI.
something can easily | team meetings The system is very
go wrong. (R- 10) difficult and

challenging for
migrants, as they do not
know the system well.
However, we will gain
real success in this
network with home
nurse for example from
municipality (HCP 2 -
Workshop 3c).
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