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Struggling for meaning in a context of medical
hegemony

Palliative care research and qualitative research methods do
have in common that they are not particularly esteemed in
an evidence-based medical world [9]. Their representation
in specialised medical journals (including the European
Journal of Pediatrics) highly committed to biomedical re-
search, clinical studies and randomised controlled trials is—
to say the least—modest. It must therefore be honoured if a
research group has the courage to introduce these topics and
promote another medical and research paradigm, as Berg-
straesser et al. do with their paper on the needs of Swiss
health-care professionals in the palliative care of children
and adolescents [1].

The definition of palliative care asks for a “holistic ap-
proach” in order to improve the quality of life of patients
and families—and herein encompasses values and attitudes
toward life and death. This means that palliative care
researchers often need to rely on people's narratives—the
perspectives of stakeholders, patients, their families, or pro-
fessional caregivers. The definition of evidence-based med-
icine “recognizes that many aspects of health care depend on
individual factors such as quality- and value-of-life judge-
ments, which are only partially subject to quantitative

scientific methods”1 such as measuring or counting, or
to say it in Albert Einstein's words, “Not everything that
can be counted counts; and not everything that counts
can be counted”. The study of Bergstraesser et al. does
justice to this claim by acknowledging the importance
of exploring health-care professionals' knowledge, atti-
tudes and needs in order to inform a targeted planning
of paediatric palliative care services and by choosing
the appropriate qualitative research methods to gain a
profound understanding of these issues.

Cartographers in an uncharted terrain

As a palliative care researcher, one often feels like a cartogra-
pher in an uncharted terrain–especially when dedicating one's
scientific efforts to health service research in palliative care–
and even more in paediatric palliative care. One “cartographic
challenge” is the definition of the borders of palliative care;
another is the question what terrain is inside these borders, and
what is beyond its scope. Key questions in this context con-
cern the roles and responsibilities of palliative care in relation
to other disciplines and the roles and responsibilities of “gen-
eralist” vs. “specialist” palliative care.

In addition, there is an ongoing and continuously evolving
scientific discussion on the patient groups in need of palliative
care and the conditions potentially requiring palliative care. In
paediatric palliative care, there is a broad spectrum of life-
limiting conditions requiring palliative care at a certain point
during the disease trajectory. For example, Knapp et al. iden-
tified more than 70 potentially life-limiting diagnoses (ICD-9
codes; differentiation into decimals not counted) [6].

1 http://en.wikipedia.org/wiki/Evidence-based_medicine
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In an attempt to survey the palliative care landscape, to
allow for comparison between countries and to establish
international standards, there are various international map-
ping initiatives in the field of palliative care in Europe [4] or
worldwide [7, 10] and a more recent initiative for the map-
ping of palliative care services for children and adolescents.2

Going one step beyond

The number of palliative care publications is continuously
increasing, and health service research in palliative care has
gained more and more importance over the past years.
However, the transfer of research findings from one country
to another is not always possible due to differences in health
care systems and culture. Target-specific needs assessment
research therefore can be essential to promote palliative care
development in a certain region or country.

If new (qualitative) studies want to really add to the
scientific knowledge in this area—if we do not want to
end up with a mere description of the results and a compar-
ison with findings of previous studies—we need to go the
extra mile: we need to be aware of our responsibility to
reflect the findings of our studies and their implications for
the particular health care system and the wider societal
background. Contextual aspects such as population density,
geography, distances between service providers and the
patients' homes, service provision in rural and remote areas,
reimbursement issues, and cultural and historical aspects
are crucial for a sound planning of (paediatric) palliative
care services.

Here, the paper on the needs of Swiss health-care
professionals in the palliative care of children and ado-
lescents might benefit from going one step beyond and
reflecting the study results against the palliative care
development in Switzerland. Interestingly, in internation-
al rankings on palliative care development, Switzerland
is presented with different faces. On the other hand,
Switzerland is one of the few countries that have a
national palliative care policy in place [3]; in the inter-
national mapping of palliative care development, it is
grouped in the highest level, with advanced integration
into mainstream service provision [7]. On the other hand,
Switzerland only ranks 19th in the overall ranking of the
“Quality of Death Index” [3]. Notably, it ranks first in
the “Basic End-of-Life Care Environment” but 30th (of
40 countries) in the Quality of End-of-Life Care, and the
public awareness of end-of-life care was described as
low despite a national palliative care strategy! What do

these inconsistent findings mean for the development of
specialised paediatric palliative care in Switzerland?

Transition from paediatric to adult palliative care services
was reported to be one of the key findings in terms of
practical implications of the study [1]. This is a crucial issue
in paediatric palliative care. For readers both inside and
outside Switzerland, it would be very interesting to hear
more details about these practical implications. For exam-
ple, how is reimbursement regulated in Switzerland for
children and adult health care? What would be needed in
terms of infrastructure, expertise and consultation, education
and training, interdisciplinary collaboration, and coordina-
tion of services in order to address this challenge?

Also, the authors found that home-based respite care was
preferred above hospice-based respite care by parents,
whereas health-care professionals mentioned possible
advantages of such hospice-based respite care. Here, a re-
flection on possible reasons for the parents' reservations and
suggestions on how to address these would be helpful. A
German study found that parents of children with a life-
limiting disease associated the term “hospice” with with-
drawal of medical therapy and the terminal phase of life
since they were not aware of children's inpatient hospices
offering short-term medical and respite care [5]. However,
often, these reservations could be addressed by providing
information and by ensuring a respectful relationship with
child and parents, taking account of the child's individ-
ual needs and respecting the parents' expertise in caring
for their child.

Going the extra mile

The study by Bergstraesser et al. [1] is highly informative
for the specific situation in Switzerland since it highlights
challenges, shortcomings and needs in promoting paediatric
palliative care provision. Its focus on a broad range of
health-care professionals not specialised in paediatric palli-
ative care—but willing to commit themselves to the care for
children with complex chronic/life-limiting conditions—is
in line with an increasing emphasis on strengthening
generalists (e.g., general practitioners and community
nurses) in providing basic palliative care by supporting
them with specific information, supervision and consul-
tation by specialists.

One challenge inherent in qualitative research based on
narratives is that the results are at risk of appearing hazy
compared to quantitative outcomes. In order to minimise
this risk, it is of utmost importance to apply the standards of
good scientific practice to qualitative research to justify the
rationale for the methods, to ensure adequate validity and
reliability, to describe the results transparently and to sub-
stantiate the conclusions.

2 http://www.eapcnet.eu/Themes/Specificgroups/Childrenandyoung
people/MappingofpaediatricPCservices.aspx

2 Eur J Pediatr (2013) 172:1–3
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Sound qualitative research has the potential of informing
palliative care policy and guidelines for service provision.
For example, the End of Life Care Strategy (UK) and the
Clinical Practice Guidelines for Quality Palliative Care
(USA) were both informed by scientific evidence partly
based on studies using qualitative methods [2, 8]. These
examples show that qualitative methodology has the poten-
tial to provide an important contribution to local, regional
and national planning of (paediatric) palliative care services.
Therefore, we would like to encourage paediatric palliative
care researchers to continue addressing challenges in ser-
vice provision—using both qualitative and quantitative
methods—and to be high-quality cartographers in an
(partly) uncharted terrain by daring to go the extra mile.
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