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Abstract

Background: Although national findings regarding people’s end-of-life care (EoLC) preferences and priorities are
available within Europe, a lack of research coordination between countries has meant that cross-national un-
derstandings of EoOLC remain unknown.

Purpose: To (1) identify English and German understandings of EOLC within the context of an EoLC survey, and
(2) to synthesise these understandings to aid interpretation of results from a cross-national survey.

Methods: An inductive and interpretive two-phased sequential design involving (1) qualitative analysis of
cognitive interview data from 15 English and 15 German respondents to develop country-related categories, and
(2) qualitative synthesis to identify a conceptually coherent understanding of EoLC.

Results: Open and axial coding resulted in six English and six German categories. Commonalities included (a)
the importance of social and relational dimensions, (b) dynamic decision making comprising uncertainty, (c) a
valuing of life’s quality and quantity, and (d) expectations for holistic care involving autonomy, choice, and
timely information from trusted professionals. Differences involved attention to practical matters, and thoughts
about prolongation of life, preferred place of death, and the role of media and context. Synthesis resulted in four
concepts with underlying coherence: expectations of a high standard of EoLC involving autonomy, choice, and
context; evolving decision making amid anticipated change; thoughts about living and existing; and worldviews
shaping EoLC preferences in real and hypothetical scenarios.

Conclusion: Individual and country-related diversity must be remembered when quantifying EoLC under-
standings. Inductive-interpretive analysis of cognitive interview data aids interpretation of survey findings.
Cross-national research coordination and qualitative synthesis assists EoLC in Europe.

Introduction

N SOME EUROPEAN COUNTRIES less than 0.5% of research

spending in cancer is allocated to end-of-life care (EoLC)
and palliative care." National surveys and systematic reviews
provide useful information regarding EoLC preferences,”™*
although a lack of research coordination between countries
makes cross-national comparison difficult. EoLC is an im-
mense public health matter involving a need for planning to
accommodate a large increase in aging and deaths. Cross-
national effort is needed to aid European EoLC policy, edu-

cation, and research. PRISMA, a project funded by the Euro-
pean Commission under Framework Programme Seven, aims
to coordinate high-quality research regarding EoLC across
Europe. One PRISMA objective is to conduct a pan-European
public survey of EoLC priorities and preferences.” Before ad-
ministering this survey and as an essential survey-development
step, cognitive interviewing was used to improve PRISMA'’s
survey questions.

Cognitive interviewing is an increasingly prominent step
involved in survey design®” and is recommended for use in
palliative care.® Various cognitive interviewing approaches
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and procedures can be used, such as think-aloud and probe-
based procedures, and concurrent and retrospective ap-
proaches. In its essence cognitive interviewing involves col-
lecting respondents’ thoughts and feelings to identify and
correct difficulties in survey items by determining whether
each question generates the required information.® We pro-
posed that additional analysis of our data could result in an
enhanced understanding of EoLC, aiding our interpretation
of the pan-European survey findings.

Consequently, in addition to analysis for survey-item de-
velopment, we examined what members of the English
and German public understand by EoLC through analysing
their cognitive interview responses inductively. Our research
question was How is EoLC understood by our English and Ger-
man respondents, and what is their shared understanding?
Our objectives were to: (1) identify country-related under-
standings of EoLC, and (2) to construct a cross-country un-
derstanding through qualitative synthesis. A conceptually
coherent, cross-national understanding resulted from our
novel methodological approach, which is presented here, re-
sponding to a need for coordinated cross-country research
efforts for EoLC in Europe.

Method
Design and analysis

An interpretive ontology9'10 informed our inductive, two-
phased, sequential research design. This interpretive per-
spective allowed for the analysis of socially and experientially
developed responses, including perceptions of EoLC. Data
were analysed in two phases by experienced researchers
working in parallel within two teams.

In phase one, grounded theory principles guided the cod-
ing of cognitive interview data to determine categories for two
separate respondent groups (English and German). This
modified grounded theory analytical approach involved open
and axial coding to identify phenomena and establish cate-
gories.'' ™" Theory development was not the anticipated re-
search outcome of this study and therefore grounded theory
in its “complete” form was not required nor completed. In
each research team at least one native-speaking researcher
analysed the German (DBE) and English language (BD) data.
During coding, the two research teams met separately to re-
view emerging categories in their source language, ensuring:
(a) theoretical sensitivity through analysis of source-language
data, (b) comprehensive and systematic coding, (c) deviant
case inclusion, and (d) logical representation of codes and
transcripts.

In phase two, the English and German sets of findings were
synthesised through a lines-of-argument meta-ethnography,
as described by Noblit and Hare,'° through: (a) identifying
and defining key concepts from the primary findings; (b)
translating country-related concepts through comparing,
contrasting, and reinterpretation; and (c) repositioning simi-
larities and differences into a new interpretive order to form
one cohesive interpretative outcome. As a combined concep-
tual understanding was required from this phase rather than
theory and ongoing theoretical sampling was also not possi-
ble, meta-ethnographic synthesis was conducted rather than
ongoing open and axial coding. Noblit and Hare explain
that new synthesized understandings can result from re-
interpreting concepts/metaphors of primary findings (in-
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cluding from their own studies), allowing anticipation
(not prediction) of what might be involved in analogous
situations.

An audit trail was maintained to aid researcher awareness,
reflexivity, and transparency.” '*'° Source-language analysis
enhanced theoretical sensitivity. Whole sentences/paragraphs
were coded, context-related information, and subjective mean-
ing was retained within codes, and complexity of meaning was
supported through the option of assigning more than one code
to a section of data. Translation and synthesis of concepts was
aided by consultation of transcripts. Ethical approval was
granted in the UK (Biomedical and Health Sciences, Dentistry,
Medicine and Physical Sciences & Engineering (BDM)/08/
09-48). The national German medical ethics committee and data
protection agency were informed of the study, advising that
approval from them was not required.

Sample

Interviews were conducted from the UK using each re-
spondent’s native tongue of German or English. Individuals
aged 16 years or more, able to consent and participate in an
interview were eligible to participate. Within a convenience
sampling frame, purposive sampling was used for variation
in age, gender, and ethnicity. Lay individuals known to the
researchers were invited for interview. Snowball sam-
pling was also used with respondents nominating others for
interview."

Cognitive interviews

PRISMA'’s EoLC survey consisted of 13 survey questions
regarding preferred place of death, information, and deci-
sion making, for example: If you had a serious illness, for ex-
ample cancer, and were likely to have less than one year to live,
would you like to be informed that you had limited time left? For
each respondent group, 5 cognitive interviews were con-
ducted while answering these 13 survey questions, and a
further 10 interviews were conducted after survey comple-
tion. The telephone cognitive interviews were partially
scripted beforehand. The script consisted of 13 interview
questions, including: What do you understand by serious ill-
ness? What do you understand by end-of-life care? Interview
questions were supplemented by spontaneous probing. In-
terviews were audio-recorded, transcribed verbatim, anon-
ymized, and imported into NVivo software version 8 (QSR
International Inc.).

Results

Approximately 11 hours of data resulted for the English
respondents, and 13 hours for the German. Respondents’ age,
gender, ethnicity, and religion are provided in Table 1,
alongside experiences of serious illness, death, and dying. Six
categories from the English and six from the German resulted,
shown in Table 2.

Phase one: English results

Multi-dimensional EoLC reflections. Respondents’ re-
flections on EoLC involved many dimensions, including
imaginative thinking, introspection, consideration, and
time. . .. when you first started talking I was sitting in front of my
e-mails thinking perhaps I can do this at the same time . . . I realized
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TABLE 1. SAMPLE CHARACTERISTICS
UK Germany
Number of respondents 15 15
Age Median 61 45
Range 17-81 19-81
Gender Female 8 10
Male 7 5
Ethnicity British or German 10 13
European 2 0
Turkish 1 2
Indian 1 0
Chinese 1 0
Religious and religion No, not religious 5 3
Yes, religious 10 12
Religious affiliation
Protestant 6 4
Roman catholic 1 5
Jewish 1 0
Islamic 1 2
Other 1 1
Experience of serious illness in the last five years Relative or friend diagnosed with serious illness 13 10
Personally diagnosed with serious illness 0 0
Experience of death and dying in the last five years Death of relative or friend 14 11
Experience of death and dying Looked after relative or friend while dying 10 9

at some point

within minutes that I couldn’t possibly do that ... Bereavements
were thought of, alongside reflections about social relation-
ships and responsibilities to others. ... I can remember [a rela-
tive] that bought me up...they died...I was away at that
time ... EoLC discussions were understood as potentially
distressing if someone close to you had recently died. ... the
time after the loss in a sense is almost the more distressing time if
you're basically being asked about it.

Quality of EoLC. A high standard of EoLC, delivered in
relation to the proximity and anticipation of death, in a con-
textually relevant manner was expected....an environment
where professionals are helping . .. in the dying process . .. helping
my partner, children . ..in a way that people wouldn’t be able to
do individually and in an environment which is truthfully painless
and fits that situation. Autonomy and choice were perceived as
possible and desired. .. .support you and help you cope with

TABLE 2. CONDENSED REPRESENTATION OF MODIFIED GROUNDED THEORY FINDINGS FROM PHASE ONE

English categories

German categories

EoLC reflections comprise many different dimensions and
processes, including reflections on bereavement.

Quality EoLC is expected. EoLC is influenced by context.
Social relationships are sustained during the time of care.
Autonomy and choice is possible, and information from
trusted professionals is wanted.

Imagined and real preferences regarding preferred place
of death may, in reality, differ once EoLC is required.

Priorities and preferences are determined dynamically
during EoLC.

Serious illness is understood in terms of outcome, the level
of influence you have over the illness, and its symptoms
and problems. Its impact on your life and relationships,
and a concern about being a burden forms part of
the understanding of serious illness within the
context of EoLC.

Individual worldviews inform understandings of EoLC,
and this is influenced by media’s representation
of EoLC topics.

Emotions and memories are evoked when discussing the
existential, difficult, and important topic of EoLC. Age
and experience influence thoughts about EoLC.

EoLC involves hopes, uncertainty, and others. Hope for
“safe,” skilful, sensitive, and individualized care
provided in a human environment. Uncertainty is
experienced regarding how, where, and who would
provide the care. EOLC care needs sensitivity to
individual and family need.

EoLC preferences regarding place of terminal care,
place of death, and other choices may change
over time.

During EoLC, an evolving decision-making process
regarding preferences and priorities will occur.

Attention to independence, autonomy, and practical
matters during EoLC is important.

The valuing of both quality and quantity of life,
along with concern regarding prolonging life
unnecessarily forms part of EoLC.

EoLC, end-of-life care.
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it...not...too much treatment that you wouldn’t be able...to
make choices and things like that . . . High-quality care should be
provided especially as people are dying and not able to be
cured. What would be best for me if I was in that situation? Where
you feel confident that everything is being done that can be done.
Information from trusted professionals was expected....I
assume that whoever I was consulting I would trust in which case I
would rather be told about it without my asking . . . Effort to enable
enjoyment, pleasantries, respect and dignity, and to be
symptom-free were important. Quality and quantity of life
were valued.

Choice, control, and preferred place of death. A
sense of choice and control about place of death fluctuated.
Respondents shared that sometimes people died in a place
that was not their preferred place of death. ... having known
people that die in hospital and it’s kind of not necessarily their
choice .. .it’s just that’s where they are and that’s where it hap-
pens ... maybe it's out of their control.

Dynamic determination of priorities and prefer-
ences. The extent individuals felt they could determine
EoLC priorities and preferences before it was needed varied
because: all aspects of care were perceived as equal, interre-
lated, and important; EoLC involved a dynamic process; and
until death comes...it is unknown territory. Consideration of
one’s own and others’ needs, along with the implications of
each decision would be required. Also, serious illness altered
you into a different person, meaning that when EoLC was
needed different choices might be made....there’s the sort
person I was before—I'd be a different one once I had the prognosis.

Serious illness within the EoLC context. Serious ill-
ness within the context of EOLC was understood in terms of:
outcome, ranging from death to recovery; the level of influ-
ence you have over the illness; and its symptoms and prob-
lems. Its impact on your life and relationships also formed
part of EoLC understanding, along with a real concern about
being a burden to others because of the illness.

Worldview informs understanding of EoLC. Respon-
dents” worldviews informed their understanding of EoLC.
This included their views of self and the decision-making
process during the time of care, along with their level of
willingness to think about death and dying. Media’s repre-
sentation of EoLC also influenced decisions and opin-
ions. . ..on television people who have cancer and then in the end
they say no they're not having any more treatment they’re just
going to live out their lives . . . the side effects can be so awful that
you think yep I can understand how people do get to that.

Phase one: German results

The existential, difficult, and important topic of
EoLC. EoLC was an existential, difficult, and important
topic. I find this an important topic that one should talk about . . . .it
always gets repressed ... Thinking about it evoked emotions
and memories, and thoughts were influenced by age and
experience. I have thought about it, honestly said. When I worked
in [place of work], I thought about it every day as one day I might
become perhaps old. And then one thinks about it and how the care
will be.
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Hope, uncertainty, and involving others. It was hoped
that safe, sensitive, and individualized care provided in a
human environment would form part of EoLC. Skilful phys-
ical, personal, emotional, social, spiritual, and medical care
was expected. Good medical care, secondly good human compan-
ionship . .. .safety in the care . . . medical, human-psychological care.
Uncertainty regarding how, where, and who will provide the
care was felt. If capable enough and not overburdened by
doing so, family members who were available at the time
would provide some of the care. Sensitivity to individual and
family needs was required.

Changing preferences regarding place of terminal
care and death. Respondents’ preferences regarding ter-
minal care and place of death indicated possible change over
time depending on their circumstances, proximity to death,
and the pressure of the illness. When the disease progresses and
one feels the pressure, another way of thinking might come up.
Changing perceptions about their own capability and the
capability of others in relation to the EoLC situation also
formed part of their decision making. The degree of impor-
tance placed on preferred place of death varied, ranging from
very important to irrelevant. The context of EoLC influenced
preferences ... palliative care ward means that you will die at any
moment. That is bitter, but when you are so exhausted, I believe it
[preferred place of death] does not matter anymore. The main thing
is that you are well cared for.

Evolving decision-making. In the presence of deterio-
rating health, respondents indicated an evolving decision-
making process related to their anticipated changing
circumstances. Maintaining some choice and control in deci-
sion making was important, even when it was impossible to
predict what decisions might be needed. Autonomous deci-
sion making was described as aided through documenting
wishes beforehand, receiving information and honest opin-
ions from professionals, and making collaborative decisions
with trusted people. Sometimes, decisions may have to be
made by others. Otherwise, I would like to choose . . . .my wife and
my children and so on [to make decisions for mel].

Attention to independence, autonomy, and practical
matters during EoLC. During EoLC, declining health
alongside a loss of physical independence and autonomy
would occur over a period of many years. EoLC could be going
on for years. It is the point in time where it really becomes difficult to
participate autonomously in life. Through attention to practical
day-to-day matters it is possible to compensate, to a degree,
for loss of independence. Attention to and compensation of
this loss was important. Who will care for me? How seriously ill
will I get? Who will look after my body? That would be very im-
portant for me. And then naturally, as I want to die at home, who
deals with the household? Who will look after the food, the washing,
my children? That would be in my head the first place.

Valuing quality and quantity of life, and concern re-
garding prolonging life unnecessarily. Within the con-
text of EoLC, serious illness was understood as involving
distressing symptoms and functional decline to a point where
expert care was necessary. Maintaining quality of life, and
letting life end naturally was important. Artificially prolong-
ing life was, at times, rejected. . . . To keep artificially alive, that is
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not for me. Being kept alive when there was no chance for
recovery was different than being kept alive when there was
hope to live life in the future. ... the intervention is only then
important and right, if medically one can expect that the person
wakes from the coma, and somehow can continue with their life.
Quality of life and prolonging life were intertwined. I always
thought that I might want to prolong my life . .. perhaps it is more
important that I can shape the time more meaningfully with regards
to quality of time. Both are important for me.

Phase two: Cross-country synthesis

The synthesis from phase two resulted in the identification
of four key concepts with underlying coherence. As usual
with qualitative synthesis, similarities and difference were
synthesized through a repositioning of the primary findings
into a new interpretative order (see Fig. 1).

Discussion

To our knowledge, this study is the first cross-national com-
parison and synthesis of public views regarding EoLC across
two European countries. Qualitative analysis identified English
and German views, and synthesis enabled a coherent cross-
national understanding for these two groups of respondents.

Our first research objective—to identify country-related
understandings (phase one)—resulted in similarities and
differences in EoLC understandings between the groups. Si-
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milarities included EoLC expectations, and a valuing of social
and relational dimensions. Expectations of a high standard of
EoLC involving autonomy and choice spanned both groups.
This aligns with international results from a systematic review
regarding prognostication and end-of-life communication.*
Similarly to our findings, discourse analysis findings from
English and German palliative care literature also identified a
valuing of family inclusion in palliative care from both
countries.'® Ambivalence regarding being a burden to others,
yet wanting to be with them, has been described as creating
tension for patients,'”'® and a systematic review regarding
burden and end-of-life care identified burden as concerning
for patients in Europe (UK) and beyond (Canada, Japan,
Kenyan, Korea, and the United States).19 Continuing to con-
sider sociorelational aspects in future cross-national EoLC
research to establish international priority areas for policy and
care therefore remains important.

The second research objective—to undertake a cross-
country synthesis (phase two)—resulted in a cohesive account
of EoLC understanding. This understanding consisted of a
dynamic situation comprising evolving decision making in-
clusive of others. It was contextually related, and required
consideration of complex, variable factors amid change.
Respondents’ value orientations, worldviews, and belief that
there may be differences between their real and imagined
preferences appeared integral to their EoLC understand-
ing. These dimensions need careful consideration when

Worldviews
influenced by age,
experience, memories,
closeness of death,
and known
representations of
EoLC all form part of
EoLC understanding.

Understanding of EoLL.C

EoLC is a dynamic situation comprising
evolving decision making inclusive of others,
alongside the consideration of complex and
various factors. Reflections on context are part
of understanding EoL.C.

Importantly, social and inter-relational
dimensions are contemplated during EoL.C to
ensure that relationships can be sustained, and
family and friends are not burdened during the
time of EoLC.

Thoughts about living as compared with existing
are part of the EoLC experience alongside
expectations of a high standard of EoL.C.

4]

Hypothetical and real
EoLC understandings may
differ. Understandings of
EoLC may be influenced by
whether or not EoLC is
required during the time of
reflection.

Value orientations
involving autonomy,
choice and control,
and the valuing of
both quality and
quantity of life form
part of EoLC
understanding.

FIG. 1. Phase one findings: Synthesised account of English and German country-level understandings.
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interpreting the pan-European survey findings, and will be
useful when our survey findings become available.

In addition, country-specific differences apparent in the
qualitative analysis findings demonstrate the value of re-
taining country-related diversity alongside multinational
synthesized accounts. For example, context in the synthesized
account was identified as relevant to EoLC understanding,
and for English respondents’ context was understood as
influencing the service provided, whereas for our German
respondents’ context was understood as possibly influencing
their care preferences. Our novel research design enables
stand-alone and comparable country-related findings that are
also able to be synthesized.

A key finding that spanned both groups that remained
evident within the synthesized account is the evolving EoLC
decision-making process. This finding adds to knowledge
regarding EoLC decision making by identifying that even
though most respondents were able to articulate their EoLC
preferences and priorities, when probed further about this
they expressed uncertainty about their decisions, and about
having to take a forward-thinking approach regarding this
matter. To date, the evidence for changing preferences and
priorities,'”® and uncertainty in decision-making regarding
EoLC is small and unclear. It remains unknown whether
preferences and priorities are different in hypothetical EoLC
scenarios as compared with real scenarios. Future research
could involve people with life-limiting illnesses who know
they have a limited prognosis in order to compare and con-
trast the findings from this study. Also, longitudinal research
regarding preferences and priorities is required to determine
whether change occurs over time, an EoLC decision-making
model is needed, and cross-sectional remains important.
Qualitative synthesis enables us to anticipate (not predict)
what might be involved in analogous situations.'’

A number of potential limitations in our research design
need to be considered, including positive self-representation,
the absence of data triangulation, and convenience sam-
pling.** Research quality was aided through systematic
analysis, precisely defined ontology and method, and source-
language analysis. Interpretive rigor was aided through our
systematic approach alongside a design involving reflexivity,
interpretation, and communication.?* Our synthesis remained
grounded in the data'® through the use of transcripts and
ongoing examination of context.

The majority of our healthy respondents had experienced
the diagnosis of a relative/friend with a serious illness and the
death of a relative/friend in the last 5 years. Also, most had
looked after or supported a close relative/friend while dying.
Their understandings may therefore differ from those who
have not had these experiences. In addition, our purposive
sampling within a convenience sampling frame led to a
mostly homogenous ethnic sample. Purposive sampling is
recommended for future studies to enable heterogeneity.
Nevertheless, how respondents’ understandings were shaped
by their experiences, relationships, ethnicity, sociocultural
context, values, and knowledge of existing services are in-
teresting questions that this study has raised.

Conclusion

Our study demonstrates that inductive analysis of cogni-
tive interview data can inform EoLC understanding, and that
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qualitative synthesis of comparable cross-county datasets can
lead to conceptually coherent, cross-national outcomes. Our
data were optimized through a culturally responsive induc-
tive and interpretive paradigm to illuminate highly subjective
and complex phenomena. Although our findings are not
generalizable, this is a substantive methodological develop-
ment regarding EoLC qualitative data synthesis, advancing
EoLC survey development across Europe and responding to
an urgent need for coordinated research efforts for EoLC in
Europe.
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