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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
This study describes the development of a theoretically informed,
evidence-based palliative care intervention to better support nonwestern 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

Oncology (Ferrell et al., 2017), over the past few years, an increasing
number of trials have focused on the effects of early integration of
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.
E-mail addresses: jash@sdu.dk (J. Shabnam), timm@sdu.dk (H.U. Timm), dnielsen@health.sdu.dk (D.S. Nielsen), raunkiaer@health.sdu.dk (M. Raunkiaer).
1
The first author received financial support for her PhD study from The Danish Cancer Society, case number—R210-A12932- 18-S64. This work is a part of her
PhD.
https://doi.org/10.1016/j.ejon.2022.102238
Received 20 September 2022; Received in revised form 31 October 2022; Accepted 7 November 2022
Available online 14 November 2022
1462-3889/© 2022 The Authors. Published by Elsevier Ltd. This is an open access article under the CC BY license (http://creativecommons.org/licenses/by/4.0/).

J. Shabnam et al.

European Journal of Oncology Nursing 62 (2023) 102238

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
(Sánchez-Cárdenas 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 (Brønholt 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.

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).
The ability to understand, build a shared reality, and
establish a satisfactory relationship between healthcare
professionals and patients with different cultural
backgrounds is part of cultural competence (Martin,
2015).
The term ‘development’ is used for the entire process of an
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
different communication methods, decision-making
choices, family roles, and mistrust, prejudice, and racism
issues (Epner and Baile, 2012).
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.

Context

Cultural competence
Intercultural
communication

Intervention
development
Logic model

Migrants
Non-western migrants

Palliative care

Patient-centred
approach
Stakeholders

2. Methods
2.1. Study design, including the development phase

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 nonwestern 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 (stage1b, Fig. 1) were recruited purposively, nonwestern 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

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
2
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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.

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 1a, 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

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).
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Table 2
The logic model of safe and secure intervention.
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 costeffectiveness of the
intervention and a
qualitative study to
capture the perspective of
the intervention

Education and
training sessions for
healthcare
professionals on
- Patientcentredness 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 decisionmaking
- 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 ehealth 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 followup 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 semistructured 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 lifethreatening illness
Better access and utilisation of
palliative care services by nonwestern 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 nonwestern 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
4
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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.

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.

3.4. 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.

3.6.1. 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 patientcentred 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

3.5. Overall 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
5
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Table 3
Overall analysis process of the safe and secure intervention.
Facilitators, barriers and
suggestions (references
from articles in review) (
Shabnam et al., 2022a)

Selected quotes from individual
and group discussions via
qualitative interviews (
Shabnam et al., 2022b)

Applying the Pask et al. (Pask
et al., 2018)framework in
practice: factors of this study
based on review, interviews
and group discussions

Selected quotes from
workshops (3a+3 b+3c)

Intervention
activities

Intervention
components

Stage 1a

Stage 1 b

Stage 2

Stage 3a+3 b+3c

Intervention
activities

Stage 4 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)

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
(a))

Interpersonal-level
- Communication
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).

Knowledge of
diverse cultural and
religious preferences
near death and
dying

Education and
training sessions

Interpersonal-level
- Communication
- Negotiation of care
- Shared decision-making
Service-level
- Skill-based training of
healthcare professionals

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).

Education on
diverse cultural and
religious preferences
near death and
dying

Service-level
- Skill-based training of
healthcare professionals

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
3c).

Training on how to
engage culturally
diverse patient and
family in shared
decision-making

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)

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.

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
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

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
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,
6
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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).

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 patientreported outcome measures is an inherent part of patient-centred care,

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
7
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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).
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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.
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Lyttkens, C.H., Christiansen, T., Häkkinen, 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.

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.
Sánchez-Cárdenas, 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., Raunkiær, 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., Ågård, 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.

9

J. Shabnam et al.

European Journal of Oncology Nursing 62 (2023) 102238

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/e94497.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).

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.

10

