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EAPC President’s Welcome

Dear Colleagues, Dear Friends,

On behalf of the Board of EAPC, and as President, | am delighted to welcome you to our 16%" World Congress in Palliative Care. As ever, this Congress
is two years in the planning and it has been my honour to work with a dedicated group of colleagues, who have worked tirelessly to bring this pro-
gramme to fruition.

Berlin is an amazing choice of venue for our Congress for many reasons. Everyone can find something to capture the imagination in this beautiful city.
It resonates with history, diversity and vibrancy but most of all, with life. And that, of course, is a key message for palliative care. We who work in this
field are as much about life as death, supporting patients and families to live and live well until the end. So, as the people of Berlin, we should embrace
life and savour every moment that this Congress and this city will offer us over the next few days.

The 16t World Congress focus on global health is a strong message that EAPC is a world player in the development and practice of palliative care. We
have a voice which echoes the interface between clinical, research and policy engagement. We represent a critical perspective in national and interna-
tional understanding of palliative care and showcase our work through this Congress and that of the EAPC Research Network (don’t forget Palermo
2020!). Please take time to sit and listen, debate and reflect on the important issues to be discussed here at Congress. Your views are important and
help us to shape our EAPC thinking on the way forward. | am also delighted that for the first time, we will have a parallel day on children’s palliative
care, ably organised by our CEO, Dr. Julie Ling. We expect over 700 delegates will attend this event, a remarkable achievement and one which heralds
a new strand in our Congress material which | hope will continue in future years.

There are many people to thank for this event. Our Co-Chairs, Dr. Sébastien Moine and Dr. Anne Letsch, who was also leading the local organising com-
mittee, our debt of thanks for the hard work and long hours. Thanks also to the members of the Scientific Committee and Local Organising Committee
who have provided the ideas and proposals which shape the 2019 Congress. Your support is, as always, much appreciated. We cannot forget our
Conference Partner, Interplan and Elke Jaskiola in particular for organising us and keeping us to task. Of course, my personal thanks to EAPC Head
Office, Julie, Eleanor, Cathy and Auvril for the logistics, organization and managing all the other EAPC demands at the same time as bringing a world
congress together. | would also like to give sincerely thanks to our colleague Claudia Sutfeld our congress administrator who has worked tirelessly to
ensure that everything runs smoothly.

Finally, | wish to thank our German friends and colleagues for welcoming us to Berlin and for agreeing to host this Congress.

Liebe Freunde,

die Wahl des Landes und des Tagungsorts fiir einen EAPC-Kongress ist immer eine Herausforderung. Diesmal allerdings fiel es uns wirklich leicht, denn
Sie haben uns liberaus herzlich willkommen geheifsen. Im Namen des EAPC-Vorstands danken wir der Deutschen Gesellschaft fiir Palliativmedizin fiir
alles, was sie in den letzten zwei Jahren geleistet hat.

So, | wish you a wonderful Congress, time to meet old friends and make new ones and opportunities for creativity and relaxation when you can.
Welcome to Berlin 2019.

(=)
et
Professor Philip J Larkin
President, European Association for Palliative Care
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Welcome from the Chairs of the Scientific and Local Organising Committee

Dear Congress Participant,

It is a pleasure to welcome you to the 16t World Congress of the EAPC in Berlin. As questions are asked related to equitable access to palliative care in
Europe and around the world, the congress “Global Palliative Care — Shaping the future” will explore how palliative care fits with the current global
health agenda. You will be at the core of the discussions and events which aim to address the emerging challenges and opportunities our discipline will
face in policy, research and clinical practice.Five years on from the adoption of the World Health Assembly Resolution on Palliative Care, the EAPC
World Congress is the perfect time to reflect on our progress in the development of palliative care globally and to identify areas where more needs to
be done. Our Congress takes place shortly after the 2018 adoption of the new Declaration of Astana which highlights palliative care as one of the key
components of primary health care, after the United Nations High Level Meeting on non-communicable diseases and before the United Nations High
Level Meeting on universal health coverage which will take place in New York in September 2019. The successes of palliative care now transcend its
usual boundaries and the work of building bridges toward new landscapes is now deeply rooted in its DNA. Berlin provides you with the opportunity
to examine the extent to which palliative care has been included in universal health coverage (UHC) and within our various health systems.

The increasing recognition of the importance of palliative care in society is reflected in the growing number of EAPC congress delegates who represent
a range of disciplines from many countries throughout Europe and beyond. The EAPC World Congress provides a unique opportunity to network and
meet with colleagues, clinicians, caregivers, researchers, volunteers, patients advocates and educators in palliative care from across the globe. You will
exchange knowledge with champions and enthusiasts to celebrate diversity and richness, make new links, new collaborations and develop projects
during the time spent together. We are expecting more than 3000 participants to attend the congress.

Berlin is the capital of Germany and the country’s largest city. It is the major centre for politics, science, culture and art. Like Palliative Care, Berlin is
dynamic, colourful and diverse and honoured and delighted to host the EAPC World Congress.

On behalf of all involved in EAPC 2019, we welcome you to Berlin and the 16th World Congress of the European Association for Palliative Care.

Dr Sebastien Moine PD Dr Anne Letsch
Chair of the Scientific Committee Co-Chair of the Scientific Committee
Chair of the Local Organising Committee
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EAPC Abstracts

Plenary Sessions

PLO1

Access to Palliative Care and Pain Relief - An Imperative of Universal
Health Coverage

Rajagopal M.

R. Pallium India, Trivandrum, India

WHO defined health in 1948 as physical, mental and social well-being
and not merely absence of disease or infirmity. The Astana Declaration
in 2018 reiterates that health for all has to be health with all.

But healthcare systems, while continuing to improve health in some by
curing diseases, also destroy health all over the world in many ways
including causing financial destruction, a globally growing phenomenon.
As reported in India in 2008, 55 million people are driven below poverty
line in a year by out of pocket health expenditure.

Globally, palliative care has been addressing health in its true sense. The
report of the Lancet Commission on Global Access to Palliative Care and
Pain Relief of 2017 expands the scope of palliative care to include true
healthcare in all serious health related suffering. Its potential to relieve
suffering and to restore true health can be realised only if we take on
board two messages from the Astana Declaration - “include the publicin
designing and controlling health systems.” and “achieve integration of
multiple sectors like education, agriculture, transport, commerce,
religion,housing,trade and health”.

In one way these are easy to achieve, in terms of costs or mechanics.
In another way this is difficult because palliative care experts don’t
find it easy to engage the community in planning healthcare sys-
tems, leave alone giving control to them as advised by the Astana
Declaration.

In Kerala, palliative care delivery systems have achieved to some extent
what the Astana Declaration asked us to do. They engage the
community,make use of social capital, welcoming volunteers to be part-
ners in delivery of healthcare.

This would mean that the current healthcare governance,management
and experts have to give up some of their authority and engage the com-
mon man. Such a change will need some considerable facilitation by
experts who believe in the power of the community. But it has the
potential to transform healthcare to true healthcare.

PLO2

Early Palliative Care: When and How for Generalists?

Murray S.

University of Edinburgh, Primary Palliative Care Research Group,
Edinburgh, United Kingdom Presenting author email address: scott.
murray@ed.ac.uk

It is increasingly advocated that Palliative care should be started
sooner than later for patients with life-threatening illness, when
there is still time to respond to patient’s wishes and prevent suffer-
ing. However many patients in every country still fail to receive a
palliative care approach, or receive it only in the last days or weeks
of life.

A rationale will be presented as to when early palliative care should start
to be integrated in the care that generalists - both working in hospital
and in primary care can provide for people will different illnesses.
Various tools and training materials to promote systematic early identifi-
cation of people who are likely to benefit from palliative care will be
suggested and illustrated.

A framework of how integrated palliative care might be delivered in
practice by hospital specialists and in primary care and by communities
will then be considered, examining outcomes and benefits for patients,
professionals and health services. The new EAPC Toolkit for integrating
palliative care in primary health care systems throughout Europe will be
launched.

PLO3

The Language of Dying

Renz M.

Kantonsspital St. Gallen, Psychoonkologie, St. Gallen, Switzerland

End-of-life care entails more than understanding patients’ wishes. We
have to explore the dyings inner perspective and their experience of
transcending our everyday consciousness.

Approaching death, patients’ identity, spirituality, but also their inner world,
fear and dignity change. Their hearing sensitivity increases. Their fundamen-
tal sense of time, space and body shifts as perception changes. | speak of a
transformation of perception: patients seem to pass an inner invisible thresh-
old of consciousness. Crossing the threshold, patients pass into a mystery
beyond words. Yet immediately before that sphere, there appears to be an
anteroom. Here the dying no longer think or experience in rational-logical
terms. Their communication is analogical and metaphorical. They often see
or talk about symbols (e.g. the coming of a ship, a holy seat, a light in dark-
ness, a staircase resembling a stairway to heaven). Symbols are never coinci-
dental; they represent energy, a particular theme, the pressure to change,
the particular situation of exactly this person. What patients experience in
symbols is comparable to mythical and fairy tale metaphors. As caregivers,
we need sensitivity and knowledge to sense and decipher these symbols. To
illustrate my point, | will talk about the fear when crossing the threshold of
consciousness. Patients may consciously cope with fear, or avoid and ignore
it. Yet, crossing the threshold of consciousness during the dying process fear
grips many patients. One patient cried, “I’'m falling”, another “darkness, help
me”, a third just stared into the void. Not they manage symptoms and meta-
phors but are psychologically determined by them. After crossing the thresh-
old of consciousness, they felt relief, instead of talking about falling the
patient said: “I'm flying, I'm afloat”, another uttered “beautiful” (the darkness
was gone), or the gaze became light and steady again after the fearful staring.
All these were hints that patients had found into peace.

PLO4

Is Palliative Care Biased?

Gott M.

Te Arai Palliative Care and End of Life Research Group University of
Auckland, Auckland, New Zealand Presenting author email address:
m.gott@auckland.ac.nz

All clinical and academic disciplines are a product of the society that cre-
ated them. Palliative care is no exception. Our research, practice and
policy attentions are therefore inevitably influenced by both the con-
scious and the unconscious biases we individually, and collectively, hold.
In this presentation | will argue that we urgently need to critically exam-
ine our discipline to identify those biases and make them visible. | will
provide examples of how they influence who receives palliative care ser-
vices, as well as the extent to which those services meet peoples’ needs
and aspirations. Promoting diversity of thought about the purpose and
delivery of palliative care requires diverse voices to be heard and power
for decision-making (of all types) to be reconsidered. The challenge for
researchers in supporting an agenda that promotes equity of end of life
experience is to critically consider what evidence is needed to support
change, as well as, more fundamentally, what counts as ‘evidence’.

PLO5

Increasing the Value of Research in Palliative Care

Sleeman K.

E. King’s College London, Cicely Saunders Institute of Palliative Care,
Policy and Rehabilitation, London, United Kingdom Presenting author
email address: katherine.sleeman@kcl.ac.uk

Biomedical research ultimately aims to improve clinical care. An impor-
tant question is: how much of the research that we do achieves this aim?
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Palliative Medicine 00(0)

In 2009, Glasziou and Chalmers claimed in The Lancet that as much as
85% of global investment in biomedical research may be wasted. That is,
it does not impact on clinical care. This waste accumulates over five
stages of the research process: 1) when the wrong research question is
asked; 2) because an inappropriate study design/method is used; 3)
through inefficient and overly burdensome research regulation; 4)
through biased under-reporting of data; and 5) because findings are
reported in such a way that they are unusable.

This plenary will unpick the concept of research waste, drawing on evi-
dence from across basic and applied research, and exploring the rele-
vance to palliative care. It will consider the questions: how much
research carried out in palliative care makes a difference for patients,
carers and society? How much might, according to Glasziou and
Chalmers’ criteria, be considered wasted? And how can the value of
research in palliative care be increased?

PLO6

From Crisis to Sustainability - Building Palliative Care with Limited
Resources

Ntizimira C.%2

1Harvard Medical School, Global Health and Social Medicine,
Framingham, MA, United States, 2City Cancer Challenge Foundation,
City Manager, Kigali, Rwanda Presenting author email address:
ntiheritier@gmail.com

Multi-disciplinary palliative care for patients with any disease is rarely
integrated into the public healthcare system at all levels in Africa. Rwanda
rose up from ashes after the Genocide against the Tutsi in 1994 which
resulted in one million deaths in 100 days. Humanity itself seemed lost
that time. In Rwanda, the Ministry of health has developed palliative care
services in district hospitals and linked these services to home care. In
2011, the country issued a national palliative care policy and guidelines
that enabled development of palliative care services within the public
healthcare system. Available services include inpatient and home care
provided by physicians, nurses, social workers, and pharmacists with
training in palliative care and home hospice care provided by a private
home hospice organization with which the Ministry signed an MOU. In
addition, the Ministry of Health approved a palliative care training cur-
riculum for home-based care practitioners employed by the government
who will expand and make sustainable palliative home care. Patients in
need of palliative care are referred to Hospitals from throughout the dis-
trict and the country. Anecdotal data indicates a high level of satisfaction
by patients and family members with palliative care services provided
and a reduced tendency of patients with end-stage diseases to pursue
costly treatment abroad. Is it the palliative care approach that will con-
tribute to rebuilding the sense of humanity lost during the Genocide?

Best Abstract

Matters of Life and Death - An Experimental Study Investigating
Interventions to Encourage End-of-Life Discussions

von Blanckenburg P., Nagelschmidt K., Leppin N., Rief W.

Clinical Psychology and Psychotherapy, Philipps University of Marburg,
Marburg, Germany

Background: End-of-life discussions can alleviate distress and uncertain-
ties and are associated with higher satisfaction with palliative care in both
old and young adults. Advance care planning is a possibility to realize a
structured discussion about relevant end-of-life topics. Nevertheless, the
majority of the western population do not use those programs. Although
talking about death is often seen as alleviative and worthwhile, it has
become a taboo in our society, both in healthy and ill populations.

Aims: To investigate short interventions encouraging end-of-life discus-
sions in healthy adults.

Methods: 184 participants (group 1: young adults: 18-35 years, group 2:
old adults: 65-88 years) were randomized to four different interventions
(EG1: value-based intervention, EG2: communication-based interven-
tion, EG3: combination of EG1 and EG2, CG: control group). The primary
outcome was the change in readiness to engage in end-of-life topics and
Advance Care Planning. Secondary outcomes were changes in distress
and sense of coherence. Assessments took place before, directly after
the intervention and at two weeks follow up.

Results: EG2 and EG3 reported significant more changes in the readiness to
engage in end-of-life discussions than the CG (F(3,160)=7.21,p<<.001,7%=.12)
directly after the intervention. Young adults reported significant more
changes in their readiness to engage in end-of-life discussions than older
adults (F(1,160)=18.3,p<< .001,7%=.10). Moreover, there were significant
effects of the intervention on changes in sense of coherence. Thus, EG1 and
EG3 showed significant changes to a more positive sense of coherence than
the CG after the intervention. All results stayed stable at follow up.
Discussion: Short interventions can be useful to encourage end-of-life
discussions and could be integrated in health care programs. The effi-
cacy and effectiveness of those interventions in palliative patients are
currently examined by our research group.

Best Abstract

Coping Strategies of Patients with Advanced Lung or Colorectal
Cancer in Six European Countries: Insights from the ACTION

Study

Jabbarian L.%, Korfage 1.2, van der Heide A.%, Wilcock A.?, Deliens L.34,
van Delden H.5, Cerv B.5, Miccinesi G.”, Thit Johnsen A.8°, Payne S.1°,
Rietjens J.1, on behalf of the ACTION Consortium

1Public Health, Erasmus MC, Rotterdam, Netherlands, 2Medicine

& Health Sciences, University of Nottingham, Nottingham, United
Kingdom, 3End-of-Life Care Research Group, Vrije Universiteit Brussel,
Brussels, Belgium, End-of-Life Care Research Group, Ghent University,
Ghent, Belgium, *University Medical Center Utrecht, Utrecht,
Netherlands, éLjubljana University Medical Centre, Ljubljana, Slovenia,
7Istituto per lo Studio, la Prevenzione e la Rete Oncologica - ISPRO,
Florence, Italy, 8University of Southern Denmark, Odense, Denmark,
9Bispebjerg and Frediksberg University Hospitals, Copenhagen,
Denmark, °Lancaster University, Lancaster, United Kingdom

Background: Patients with advanced cancer often experience multiple
physical symptoms and psychological distress. Even when medical treat-
ment options are limited, supporting patients’ adaptive coping strate-
gies has the potential to improve quality of life. Better understanding of
coping and its associated variables is necessary to develop high quality
coping support.

Aims: To characterize the prevalence of coping strategies and their asso-
ciated sociodemographic and clinical characteristics.

Methods: This study used sociodemographic information and baseline
data from the ACTION trial, comprising measures of Denial, Acceptance,
and Problem-focused coping from the COPE and Brief COPE inventory in
patients with advanced cancer from Belgium, Denmark, Italy, the
Netherlands, Slovenia, and the United Kingdom. Health professionals
provided clinical background characteristics. Multilevel analyses were
performed.

Results: Data from 675 patients were used; mean age 66 (10 SD) years,
60% male, 342 (51%) stage llI/IV lung cancer and 333 (49%) stage IV
colorectal cancer. Overall, patients scored low on Denial (i.e. using it a
little bit) and scored high on the coping strategies Acceptance and
Problem-focused coping (i.e. using them a lot). The use of coping strate-
gies differed between subpopulations. Older patients and patients living
in Italy and Denmark scored high on Denial and patients with more years
of education scored high on Acceptance.

Conclusion: Different patterns in the use of coping strategies are seen
among an international sub-population of patients with advanced cancer.
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Our findings may help inform the design and implementation of tailored
interventions to enhance patients’ coping strategies.

Best Abstract

The Liminal Space Palliative Care Volunteers Occupy and the

Roles They Perform within it: A Qualitative Study

Vanderstichelen S.1, Cohen J.1, Van Wesemael Y.2, Deliens L.%3,
Chambaere K.

1Faculty of Medicine and Pharmacy, End-of-Life Care Research Group
at the Vrije Universiteit Brussel and Ghent University, Brussel, Belgium,
2palliabru, Brussels, Belgium, 3Department of Public Health and Primary
Care, Ghent University, Ghent, Belgium

Objectives: Volunteers have an important place in palliative care, posi-
tively influencing quality of care for seriously ill people and those close
to them and providing a link to the community. However, it is not well
understood where volunteers fit into palliative care provision in relation
to other caregivers, nor how to adequately support them.

Aim: To describe volunteer roles across palliative care settings through
the perspective of those closely involved in the care of terminally ill
people.

Methods: A qualitative study was conducted using semi-structured
focus groups with volunteers, nurses, psychologists and family physi-
cians and interviews with patients and family caregivers. Participants
were recruited from hospital, home, day care and live-in services.
Results: 79 people participated in the study. Two volunteer roles were
identified. The first was ‘being there’ for the dying person. Volunteers
represent a more approachable face of care, focused on psychological,
social and existential care and building relationships. The second was the
‘liaison’ role. Volunteers occupy a liminal space between the profes-
sional and the family domain, through which they notice and communi-
cate patient needs missed by other caregivers. Patient-volunteer
matching was a facilitator for role performance; barriers were lack of
communication opportunities with professional caregivers and lack of
volunteer coordination.

Conclusion: Volunteers complement professional caregivers by 1)
occupying a unique space between professionals, family and patients
and fulfilling a liaison function, and 2) being a unique face of care for
patients. Healthcare services and policy can enhance volunteer role
performance by ensuring the accessibility of nurses and psycholo-
gists within health services and by appointing nurses as volunteer
coordinators.

Funding was provided by the Agency for Innovation through Science and
Technology (I.WT.) as part of the INTEGRATE-project. [IWT-SBO 140009]

EAPC Researcher Award Plenary: Winner of the Post-Doctoral
AwardBuilding a Palliative Care Research Career across Borders
Kurita G.P.

Rigshospitalet Copenhagen University Hospital, Palliative Research
Group, Department of Oncology and the Multidisciplinary Pain
Centre, Department of Neuroanaesthesiology, Copenhagen, Denmark
Presenting author email address: geana.kurita@regionh.dk

After my second year in the nursing undergraduate program at the
University of Sao Paulo in Brazil, I applied for a volunteer student posi-
tion in an academic association that treated patients with chronic pain
(Pain League), where | had the opportunity to develop clinical and
research activities related to patients with cancer pain. This experi-
ence sparked in me an interest that | definitely knew | wanted to
pursue.

| consider myself a privileged researcher, because | have had remarkable
mentoring, built strong links to national and international research
groups (European Association of Palliative Care, European Palliative

Research Centre, and University of Sao Paulo), and have had the oppor-
tunity to develop a research collaboration between my native (BR) and
adopted (DK) countries. Such collaborations have enabled me to appre-
ciate both fundamental similarities as well as differences in palliative
care across different countries.

For the last decade, my main scientific contributions have been within
the field of chronic pain and opioids with a focus on cognitive function-
ing in cancer and non-cancer patients, which has provided me the
opportunity to transfer/test/develop knowledge in both populations.
Over the years my portfolio has evolved and includes epidemiologic
investigations on opioid use, experimental studies of opioid effects on
the central nervous system, validation of neuropsychological tests in
patients with advanced cancer, palliative interventions for patients with
cancer, and genetic and renal aspects associated with opioid effects in
cancer. Hopefully, these studies are informing health professionals,
researchers and health authorities to take measures to improve pallia-
tive care.

| am honored to have won the Post-Doctoral Award. Building this
research career has been a very exciting journey, which would have not
been possible without the support and kindness of everyone | have
met along the way.

EAPC Researcher Award Plenary: Winner of the
Clinical Impact Award

Bringing Palliative Care to the Public & the Impact of New Media
Taubert M.123

1Cardiff University, Diploma and MSc Palliative Care, Velindre NHS
Trust Palliative Medicine Department, Cardiff, United Kingdom, 2Byw
Nawr Live Now Coalition Wales, National Lead for Advance Care
Planning, Welsh End Of Life Care Board, Cardiff, United Kingdom,
3Bevan Commission Wales, Swansea, United Kingdom

How do we bring complex matters that come up in our daily practice
to wider attention? How do we share some of the most challenging
moral conundrums in palliative care and ascertain public attitude
towards them? In this plenary talk, Dr Mark Taubert will outline his
experience of making sensitive use of sound and vision via new media
in order to ask pertinent questions that have been with our specialty
for decades.

How do we teach an old dog new media tricks? Initially strongly
advised not to go ahead and create social media content videos for
the public to discuss ‘Do Not Attempt Cardiopulmonary Resuscitation’
(DNACPR) decisions online, an app and a website called #TalkCPR
http://talkcpr.com were nevertheless created with extensive patient
support.The Welsh website and Youtube Byw Nawr TalkCPR videos
has been accessed over a million times from all over the world.
TalkCPR video media pads can now be found in all general practice
surgeries in Wales and in hospitals and nursing homes, but they have
been used as far away as Lesotho. This is real shared patient and
public engagement.

But there is a raw and dark side to new media. The sometimes emotive
topics of palliative & end of life care can attract elements to this forum
that wish to hurt and disrupt. Without expert input, the quality of the
debate can suffer and build on fallacies. This plenary talk will outline
how Quality Improvement methodology was used to evaluate sense and
sensibility of advance care planning resources, and how expertise from
colleagues who work in IT, television, social media and government was
vital in stepwise national project outcomes.

Dr Taubert is national strategic lead for Advance and Future Care
Planning in Wales, a role that requires sound knowledge of Twitter,
Facebook and Youtube. He will outline some of the conundrums he has
faced, and perhaps convince new media phobics at EAPC World Congress
to join the often passionate online debate. His Twitter account is @
DrMarkTaubert
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EAPC Researcher Award Plenary: Winner of the
Palliative Medicine Early Researcher Award

Older People, Palliative Care and Multiple Perspectives: My
Contributions and Future Directions

Heckel M.

Universitatsklinikum Erlangen, Friedrich-Alexander-Universitat Erlangen-
Nurnberg (FAU), Palliativmedizinische Abteilung, Erlangen, Germany

At all ages and in all settings, palliative care services should provide support
for patients and their families following the holistic palliative care approach
to meet complex needs. With my background in social work and nursing
science, | am active in palliative care research. | am truly honoured to have
been selected for the early researcher award. My presentation will focus on
the benefits of exploring end-of-life care issues from multiple perspectives.
People may die at any age, but becoming older the probability increases by
nature, health status often deteriorates, symptoms occur, the social mesh
becomes smaller and may lose some of its supportive value whereas sup-
port needs individually increase. High quality palliative care may become
necessary. However, measuring quality of end-of-life care is challenging.
Our group approached informal caregivers and health professionals as sur-
rogates for quality of dying and death (QoDD) and care of the dying (CODE).
The German validation studies of both questionnaires provide their psy-
chometric properties and allow for international comparisons of care out-
comes. In a project on multidrug-resistant bacterial microorganisms
(MDRO) a mixed-methods approach was used. We succeeded in develop-
ing national recommendations based on patients’, families’ and team
members’ as well as institutional representatives’ perspectives. The recom-
mendations allow for the development of new strategies to enhance the
quality of end-of-life care for (older) patients with palliative care needs and
MDRO diagnosis. In the aforementioned project, geriatric patients were
included besides palliative care patients. The heterogeneous and complex
needs of older people at the end of life will have to receive more attention
in palliative care due to ageing societies. With my social gerontology per-
spective | would like to share my ideas on age and ageing that seem rele-
vant in end-of-life care for both palliative care services and research.

Parallel Sessions

PS01 From Ideas to Action: Achieving Universal Access to
Palliative Care
No Abstracts available

PS02 Understanding Complexity in Palliative Care

Understanding Complexity - A System Approach to Palliative Care
Situations

Hodiamont F., Schildmann E., Bausewein C.
Ludwig-Maximilians-Universitat Miinchen, Department of Palliative
Care, Minchen, Germany

Background: As a complex problem a palliative care (PC) situation is char-
acterized by reciprocal, non-linear relations and uncertainties. Dealing
with complex problems necessitates problem-solving methods tailored
to specific situations. The theory of complex adaptive systems (CAS) pro-
vides a framework for locating problems and solutions. A CAS consists of
relatively autonomously acting agents, which interact. It is part of a
superordinated system and consists of interacting subsystems itself.
Aim: To describe criteria contributing to complexity of PC situations and
develop a conceptual framework to promote the understanding of com-
plexity of a PC situation by locating the complex problem in a CAS.
Method: Qualitative interview study with semi-structured expert (clini-
cal/ economical/political) interviews. Audio-recorded interviews were
transcribed verbatim. Data was analysed applying framework method.
Thematic framework developed inductively. Categories were reviewed,
subsumed and connected considering CAS theory.

Results: 42 interviews from 6-10/2015. The CAS of a PC situation con-
sists of 3 subsystems: system patient, social system, system team. Agents
in the system patient are allocated to further subsystems on patient
level: physical, psycho-spiritual, and socio-cultural. Social system and
system team are composed of social agents, who affect the CAS as carri-
ers of characteristics (e.g. carer burden), roles (e.g. minor children) and
relationships (e.g. cooperation with external service providers). Agents
within subsystems and subsystems themselves interact on all hierarchi-
cal system levels and shape the system behaviour of a PC situation.
Discussion: All complexity factors described by experts could be trans-
lated into a CAS. System elements and their relations give insight into
possible behaviour of the PC situation. It is shown that elements cannot
be understood independently from the overall PC situation.

This independent research is funded by a private charity.

PS02 Understanding Complexity in Palliative Care

Understanding Patients’ Needs: A National Qualitative Study with
Patients, Family Carers and Professionals

Pask S.1, Pinto C.2, Bristowe K.2, van Vliet L.2, Nicholson C.3*, Evans
C.J.2%, George R.%, Bailey K.2, Davies J.M.2, Guo P.2, Daveson B.A.2,
Higginson 1.J.2, Murtagh F.E.M.%2

1Wolfson Palliative Care Research Centre, Hull York Medical School,
University of Hull, Hull, United Kingdom, 2Cicely Saunders Institute of
Palliative Care, Policy & Rehabilitation, Florence Nightingale Faculty of
Nursing, Midwifery & Palliative Care King’s College London, London,
United Kingdom, 3Florence Nightingale Faculty of Nursing, Midwifery
& Palliative Care, King’s College London, London, United Kingdom, 4St
Christopher’s Hospice, London, United Kingdom, 5Sussex Community
NHS Foundation Trust, Brighton, United Kingdom

Background: The comprehensive holistic assessment is intended to
identify patients’ needs, but it is challenging to classify needs in a mean-
ingful way to represent complexity.

Aim: To explore palliative care stakeholders’ views on patient needs and
how complexity can be effectively represented.

Methods: Face-to-face, semi-structured interviews across the UK with
stakeholders in palliative care. Participants were sampled purposively by
location, background, experience and setting. The COREQ guidelines
were used to enhance methodological rigour. Framework analysis was
used to analyse data.

Results: 65 participants recruited (10 patients and family carers, 38 health-
care professionals, and 17 managers and senior leads). The person’s needs
are directly influential and central to how complex their care needs are.
Participants often described needs using the common holistic assessment
domains (i.e. physical, psychological, social and spiritual), but other aspects
were considered important to delivering effective care. These included: com-
munication, social needs, and demographic and clinical characteristics. A
patient’s circumstance before they receive palliative care and the number of
needs were thought to influence patient complexity and how effective care
may be in addressing their needs. Participants described other aspects that
should be captured by clinical assessment beyond the four holistic domains;
including ‘pre-existing’, ‘cumulative’, and ‘invisible” aspects of needs.
Conclusions: In palliative care, it essential to go beyond physical, psycho-
logical, social and spiritual needs. A person’s characteristics, how com-
plex a patient is before they receive palliative care and the number of
problems a person has are also important. The holistic common assess-
ment should consider incorporating these additional factors to ensure a
comprehensive assessment.

PS02 Understanding Complexity in Palliative Care

Optimising Teamwork Using Complexity Science Principles

Pype P.

Ghent University, Gent, Belgium Presenting author email address:
peter.pype@ugent.be
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Background: Complexity science (CS) has been introduced in healthcare
as a theoretical framework to better understand complex situations.
Within the complex palliative care situation, an interprofessional health-
care team can be viewed as a Complex Adaptive System (CAS). CS
focuses more on the interactions between individuals than on the indi-
viduals’ characteristics. These interactions allow a system to adapt to
changes by developing new emergent behaviour. The aim of this study is
to explore the functioning of a healthcare team as a CAS and to evaluate
the usefulness of CS to optimise the team functioning.

Methods: Results from two studies will be presented: a qualitative inter-
view study and a quantitative questionnaire study, both in primary pallia-
tive care. The qualitative study focused on team members’ interactions. A
two-step analysis consisted of a deductive approach, which uses the CAS
principles as coding framework for interview transcripts, followed by an
inductive approach, which identifies patterns in the codes for each CAS
principle. The quantitative study used the Complex Adaptive Leadership
questionnaire to evaluate the team as self-organising team. Descriptive
statistics were used to analyse the data.

Results: All CAS characteristics can be identified in the team members
interactions. Study results show how patterns of interactions between
individuals define team behaviour. Workplace learning as emergent
behaviour indicates system self-organisation towards a higher level.
Reviewing the team members’ interactions using the Complex Adaptive
Leadership questionnaire confirms that palliative care teams function as a
CAS in complex situations and identifies areas for quality improvement.
Conclusion: Looking at interprofessional healthcare teams through the
lens of CS provides us with insights on how to optimise team functioning.

PS03 Shaping the Future for Bereavement Care in Palliative Care
Carers’ Grief when a Family Member Has Dementia

Moore K.J.%, Crawley S.1, Cooper C.%, Relf M.3, Vickerstaff V.2, Davies N.%,
Harrison Dening K.%, King M.2, Sampson E.L. %>

University College London, Marie Curie Palliative Care Department,
Division of Psychiatry, London, United Kingdom, 2University College
London, Division of Psychiatry, London, United Kingdom, 3Oxford
University Hospitals NHS Foundation Trust, Bereavement Service, Sir
Michael Sobell House, Oxford, United Kingdom, “Dementia UK, London,
United Kingdom, >Barnet, Enfield and Haringey Mental Health Trust,
North Middlesex University Hospital Mental Health Liaison Team,
London, United Kingdom Presenting author email address: kirsten.
moore@ucl.ac.uk

Background: Family/friend carers of people living with dementia experi-
ence a number of losses as dementia progresses, called grief before
death. One of the factors associated with complex grief is not being pre-
pared for a death, yet many carers do not consider dementia a disease
you can die from.

Hypothesis: This study tests the hypothesis that modifiable factors indi-
cating preparation for end of life are associated with lower grief before
the death in carers of people with dementia. It will also explore more
broadly carers’ recognition of grief and strategies for coping with loss
and grief.

Method: We used a cross-sectional design interviewing 150 family car-
ers of a person with dementia. We used the Marwit-Meuser Caregiver
Grief Inventory Short Form (MMCGI) to assess severity of grief before
death. We assessed dementia severity, preparation for end of life,
advance care planning, depression, anxiety, relationship quality, coping
strategies, dementia knowledge and relationships with healthcare pro-
fessionals and social network.

Results: Analysis of the first 50 participants indicated that 38% were
spouse carers, 52% adult children and 70% female with a mean age of
61.7 (Standard Deviation 12.6). There was a higher representation of
people caring for someone with young onset dementia (diagnosed
younger than 65) representing 16% of the sample (compared with 5% in
population). Participants were representative in terms of rurality and

deprivation status. Forty percent cared for someone with severe demen-
tia and 44% moderate. Thirty percent cared for someone in a care home.
Grief scores were consistent with previous research in the US indicating
experiencing a moderately high intensity of grief before death. We will
present regression analysis findings to test the study hypothesis.
Conclusion: Identifying modifiable factors that impact on grief severity
can inform service delivery to optimise support for carers experiencing
grief whilst caring for a relative with dementia.

PS03 Shaping the Future for Bereavement Care in Palliative Care

The Three Year Bereavement Trajectory for Carers and Prevention of
Adverse Bereavement Outcomes

Guldin M-B.%, Nielsen M.K.2, Bidstrup P.E.3

1Aarhus University Hospital, Palliative Care Team, Arhus C, Denmark,
2Aarhus University, Research Unit for General Practice, Aarhus C,
Denmark, 3Danish Cancer Society, Copenhagen, Denmark Presenting
author email address: m.guldin@ph.au.dk

Aim: In our studies on bereavement, we have focused on describing
grief responses and bereavement trajectories based on national popu-
lation-based cohorts and register-based data to increase knowledge on
caregiver’s grief. In our latest studies, we aimed to identify common
grief trajectories from before the loss to three years post-loss based on
grief symptoms and to identify risk factors for adverse bereavement
outcomes

Method: In order to perform a comprehensive description of grief
responses and bereavement trajectories, data from a prospective ques-
tionnaire study from before the loss and up to three years after loss and
national health register-based studies were used. Trajectories were
described based on caregiver questionnaires for prolonged grief
(Prolonged Grief-13 scale) in 1735 caregivers using group-based trajec-
tory models. Prospective register-based studies using data from the
national health registries were conducted within a nationwide cohort of
1.4 million bereaved persons to identify risk factors for adverse out-
comes (i.e. suicide and psychiatric diagnoses).

Results: We identified five specific grief trajectories. The majority of car-
egivers had a low grief or moderate-decreasing grief trajectory, a smaller
group had a high-decreasing or late grief trajectory and a minority of
caregivers suffered from persistent high grief. A range of risk factors for
adverse outcomes were identified and confirmed in additional register-
based studies.

Discussion: Knowledge on grief responses and bereavement trajectories
can inform carers for patients at the end-of-life on possible develop-
ments and vulnerabilities. Information on risk factors is crucial for iden-
tifying persons in need of support and for the development of an optimal
support strategy starting before the death of the patient. Thereby, pre-
death bereavement studies may even aid in the prevention of adverse
grief responses in caregivers.

PS03 Shaping the Future for Bereavement Care in Palliative Care

Reaching an Agreement to Establish the Framework to Guide the
Development of Bereavement Care in Palliative Care in Europe- a
Delphi Study

Keegan 0., Murphy 1.2, Guldin M.3, Relf M.4, Benkel I.>, Limonero J.T.¢
1Head of Education, Research & Bereavement, Irish Hospice
Foundation, Dublin, Ireland, 2Director of Bereavement & Family
Support Services, Marymount University Hospice, Cork, Ireland,
3Palliative Care Team, Aarhus University Hospital, Aarhus, Denmark,
4Sobell House, Oxford, United Kingdom, 5Gothenburg University
Hospital, Palliative Department, Gothenburg, Sweden, 6School of
Psychology, Universitat Autonoma de Barcelona, Barcelona, Spain

Background: The WHO definition of palliative care includes bereave-
ment care. Our survey of bereavement care in palliative care found a lack
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of bereavement guidance and policy across European countries (Phase
1, EAPC taskforce, Guldin et al, 2015). Therefore, development of a
framework is required.

Aims: Phase 2 of the EAPC bereavement taskforce:

1.  Formulate recommendations for bereavement care principles,
structures, processes and delivery based on current practice
and evidence.

2. Establish consensus on these recommendations.

A Delphi process was deemed appropriate to formulate recommenda-
tions and to establish consensus and core shared priorities. Routine clini-
cal practices and expert knowledge can be integrated through a Delphi
process.

Methodology: A 4-round Delphi process was completed (R1 to R4).
R1: Based on literature review and consultations with expert advisory
group (EAG) and stakeholders, a Delphi survey of 54 Likert-scale
statements (strongly disagree to strongly agree with a 1 - 5 score)
under six dimensions was designed. Consensus criteria were agreed
as >80% strongly agree/agree + median score of 5 = ‘Very Strong
Consensus’; 75 - 80% strongly agree/agree + median score of 4 =
‘Strong consensus’. Statements < 75% agreement were to be referred
to EAG for review. R 2: Following a pilot trial, the survey was emailed
to a panel of phase 1 survey respondents and nominated bereave-
ment experts (n=376). R3: Items with low consensus/ requiring adap-
tation based on qualitative comments were re-sent to the panel to
test agreement. Round 4: Final recommendations were discussed
and confirmed by EAG.

Results/Interpretation: Response rate: R2, 23% (87/376); R3, 79% (69/87).
After R2, 24 statements had ‘very strong’ consensus; 24 had ‘strong’ con-
sensus and eight statements did not reach thresholds /needed clarifica-
tion based on open-ended comments. Out of six dimensions, full
consensus was reached on three: definition of bereavement; definition of
bereavement care; and integrating bereavement care in the community.
The eight non-consensus statements concerned defining bereavement
care, volunteer competence, professional coordination roles, point of
referral assessment and practical bereavement support. All eight non-
consensus statements were returned to R3 and consensus achieved. R4
classified ‘Essential’ and ‘Desirable’ features of bereavement care.
Conclusion: A final EAPC bereavement care guidance in palliative care
has been developed. This guidance include 78 statements within six
dimensions. Of them, 26 recommendations were qualified as essential
(exceeded 80% agreement with a median of 5) and 52 recommendations
were qualified as desirable (exceeded 80% agreement with a median of
4). The implications for Bereavement Services will be discussed.

PS 4 Separating the Wheat from the Chaff: Deprescribing in

Advanced lliness

Models Used in Deprescribing

Holmes H.

McGovern Medical School, Division of Geriatric and Palliative Medicine,
Houston, Texas, United States

This session will highlight different frameworks that can be useful to
facilitate deprescribing in patients with advanced illness. Deprescribing
is a systematic process by which all medications are reviewed and con-
sidered for their eligibility for discontinuation in the context of an indi-
vidual patient’s functional status and goals of care. Patients with
advanced illness may require different levels of deprescribing intensity,
depending on the potential benefit of reducing medicines and the
potential harms of polypharmacy. Frameworks that specifically con-
sider advanced illness can be helpful to further prioritize medications
that are most likely to be of benefit and to be aligned with a patients
preferences for care. Ultimately, while deprescribing is based on

common foundational principles regarding medication safety, depre-
scribing in advanced illness requires a highly individualized approach.

PS 4 Separating the Wheat from the Chaff: Deprescribing in
Advanced lliness

Utility and Futility of Medications for Neurodegenerative Diseases
McPherson M.L.

University of Maryland Baltimore, Pharmacy Practice and Science,
Baltimore, MD, United States Presenting author email address:
mmcphers@rx.umaryland.edu

Patients with neurodegenerative disease such as Amyotrophic Lateral
Sclerosis (ALS), Alzheimer’s disease, multiple sclerosis and Parkinson’s dis-
ease routinely receive medications that aim to slow disease progression or
treat the complications of the disease. At some point when the patient’s
disease or comorbid conditions indicate the patient is near the end of life,
decisions must be made about the medications used for their neurode-
generative disease. For example, practitioners must weigh the benefits
and burdens of continued therapy. Is there still benefit to the drug ther-
apy? Is the patient experiencing adverse effects that cause greater burden
than any real or perceived benefit? What will the impact be on discontinu-
ing drug therapy - no impact, disease state worsening, or potentially even
enhancing the patient’s status? This presentation will address these
issues, as well as how to have the conversation with patients, families and
caregivers on this sensitive topic - how and when to stop medications that
the prescriber advised “you’ll be taking this until you die.”

PS 4 Separating the Wheat from the Chaff: Deprescribing in
Advanced lliness

Examples and Conversations in Deprescribing

Todd A.

Newcastle University, School of Pharmacy, Newcastle upon Tyne,
United Kingdom

Interest in the area of “deprescribing” is rapidly growing with research-
ers and clinicians alike seeking ways to reduce inappropriate polyphar-
macy and improve health outcomes for older people. While our
understanding of deprescribing as a process has greatly improved, with
several recommendations specifically published for addressing depre-
scribing in people with diminished life expectancy [1], there is limited
literature exploring the individual patient context in deprescribing deci-
sion-making. For any deprescribing episode to be successful, it is critical
that the approach is centred on patients. A recent framework - termed
the deprescribing rainbow[2] - has captured the complexity of depre-
scribing decision-making, and outlines five different deprescribing deter-
minants. These determinants consists of clinical, psychological, social,
financial and physical factors. A rainbow analogy has been used to high-
light that deprescribing should be considered as a positive process, and
that the relationship between the different determinants is fluent, and
may change over time. If deprescribing processes are to be ethical,
respectful and successful - and truly patient-centred - it is important that
deprescribing considers the individual needs of the patient, and what
factors are important to them. We apply this framework to a complex
patient case to highlight the importance of individual patient context,
and how the clinical, psychological, social, financial and physical depre-
scribing determinants should be addressed in any conversations relating
to deprescribing.

References

1. Todd A, Holmes HM. Recommendations to support deprescribing
medications late in life. Int J Clin Pharm. 2015;37(5):678-81

2.Todd A, Jansen J, Colvin J, McLachlan AJ. The deprescribing rainbow: a
conceptual framework highlighting the importance of patient context
when stopping medicationin older people. BMC Geriatr. 2018;18(1):295.
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PS 5 Palliative Care for Patients with Neurological

Conditions - Collaboration and Interaction

Evaluation of Short-term Integrated Palliative Care (SIPC) to OPTimise
CARE for People Severely Affected by Long-term Neurological
Conditions (LTNCs)

Gao W.1, Wilson R.%, Hepgul N.%, Yi D.%, Evans C.., Bajwah S.%, Crosby V.2,
Higginson 1.1, OPTCARE Neuro Trial

IKing’s College London / Cicely Saunders Institute, London, United
Kingdom, 2University of Nottingham, Nottingham, United Kingdom

Background: Early palliative care has shown some benefits in people
with LTNCs. However, the best evidence to date is mainly from smaller
studies focusing on a single condition.

Aim: To determine the effectiveness and cost-effectiveness of SIPC in
improving symptoms and palliative care outcomes and caregiver burden
for people severely affected by LTNCs.

Study population and settings: Multiple Sclerosis, Parkinsonism &
related disorders and Motor Neuron Disease patients experiencing a) an
unresolved symptom and b) another symptom, cognitive problems,
complex psychological or social need; and their family caregiver. This
trial was conducted at 7 centres in the UK.

Study design and methods: A pragmatic Phase Ill, randomised controlled,
multicentre, fast-track trial of a complex intervention, with an embedded
qualitative component. Patients referred by neurologists were randomised
to receive SIPC immediately or after 12-weeks. Patient and caregiver out-
comes were assessed 6-weekly up to 24 weeks. Primary outcome at 12
weeks was 8 key symptoms. Recorded service use was used to determine
cost-effectiveness. A qualitative component explored the value, impact of
SIPC and linkages between the mechanisms and key outcomes.

Data analysis: Primary analysis was on an intention-to-treat basis using
generalised linear mixed model, adjusting for baseline scores and any
variables found imbalanced at baseline. Economic evaluation was con-
ducted from health service and societal perspectives. Qualitative data
were analysed thematically.

Results: We recruited 350 patients and 229 carers, making it the world’s
largest palliative care trial in a non-cancer condition. We will introduce
more details about the trial, present the study findings and discuss the
implications. This definitive trial will determine whether SIPC is effective
across neurological diseases and can influence future directions of care.
Acknowledgement: NIHR HS&DR(12/130/47), CLAHRC South London.

PS 5 Palliative Care for Patients with Neurological Conditions -
Collaboration and Interaction

Neuro-Pall Guidelines in Progress Across Europe

Voltz R.

University of Cologne, Palliative Medicine, KéIn, Germany

Recently, The Lancet Neurology highlighted the topic of palliative care in
neurology in an Editorial. This was prompted by the European Association
for Neuro-Oncology guideline for palliative care in adults with glioma. An
EAN Task Force is currently working on a European Guideline on Palliative
Care and Multiple Sclerosis. Earlier, a consensus review on the general prin-
ciples in palliative care for patients with chronic and progressive neurologi-
cal disease was published, jointly developed by the EAN and the EAPC.
With this growing interest and number of guidelines, the question arises
how general and disease-specific guidelines can complement each
other, and how separately or jointly from “general” palliative care these
should be developed. A solution could be based on the palliative care
framework of the German Guideline Program in Oncology (www.leitlin-
ienprogramm-onkologie.de/english-language) which encompasses gen-
eral palliative care principles that are independent from the underlying
diagnoses (ie, a horizontal guideline), together with guidelines on dis-
ease-specific aspects. Specific guidelines should refer to the principles
outlined in the horizontal guideline and provide only guidance on dis-
ease-specific aspects.

To achieve the high-quality evidence for such guidelines and to guide patient
care, increased funding for research in this area is clearly needed. We hope
that funders and reviewers of proposals in the future acknowledge the clini-
cal relevance of this new and important topic in neurology, and that at the
same time the connection to “general” palliative care is not lost.

PS 5 Palliative Care for Patients with Neurological Conditions -
Collaboration and Interaction

Palliative Care and Decision Making - How Neurologists and Palliative
Care Specialists Can Help Each Other

Borasio G.D.

CHUV, University of Lausanne, Service de Soins Palliatifs et de Support,
Lausanne, Switzerland

Difficult end-of-life decisions are frequent in neurology. They include -
but are not limited to - the following topics:

Discontinuation of disease-oriented treatment
Do-not-resuscitate order

Discontinuation of ventilation

Discontinuation of nutrition/hydration

Palliative sedation

Voluntary stopping of eating and drinking (VSED)
Assisted suicide / euthanasia

The inherent difficulty of end-of-life decision-making is often com-
pounded for neurological patients by prognostic uncertainty, long dis-
ease courses, early loss of competence, and behavioral disturbances.
The prominent role of family caregivers also requires proper acknowl-
edgement and implication in the decision-making process.

There is a generalized need to focus on the crucial role of medical indica-
tion in decision-making, as it is often overlooked. If a treatment is not
medically indicated, it must not be administered, regardless of the
patient’s wish. This is easier said than done, however.

Palliative care specialists can help neurologists with their experience in
family conferences, transcultural sensitivity, interprofessional communi-
cation and knowledge on ethico-legal aspects at the end of life (incl. e.g.
palliative sedation, withdrawal of life support, VSED). On the other hand,
neurologists can be of invaluable help for palliative care specialists due
to their specific competence on symptoms and foreseeable courses in
advanced neurological disease, allowing to establish best-case prognos-
tic scenarios that can form the basis for effective shared decision-making
(examples will be given).

Both disciplines should start to cooperate early on in the disease course, one
goal being to establish a joint process of advance care planning. This can
greatly enhance the probability of the patient’s wishes actually being fol-
lowed, and can reduce stress, anxiety and depression in family caregivers.
The earlier the cooperation begins, the better for the patients and families.

PS 6 What Happens to People with Intellectual Disabilities at the
End of Life? Findings from Across Europe

Death and End of Life Care Outcomes of People with Intellectual
Disabilities in Care Home Settings - Findings from Two UK-Wide
Surveys

Todd, S.

University of South Wales, Pontypridd, United Kingdom Presenting
author email address: stuart.todd@southwales.ac.uk

EOLC for people with intellectual disabilities ID may experience disad-
vantage at the end of life. However, the evidence base for this limited.
This presentation will present data from 2 studies. The first examined
death and EOLC outcomes for people with ID within a cohort of 13,000
adults with ID living in ID care homes. Data were obtained on 222 deaths
using a modified version of VOICES-SF. The second examined deaths of
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people with ID in non ID care homes given that as people with ID age
there is an increasing risk that they experience transitions in care from
small ID care settings to larger more generic care settings. Dara were
obtained on 132 people with ID in those settings.

The data from ID care settings confirmed the risk of premature mortality in
people with ID. However the relative risk of death within this population was
lower than expected. There were about 11 deaths per 1000 people sup-
ported per year. This is attributable to the lower numbers of people with ID
living within those settings. Only 7% of the living cohort was aged 70 or
older. The data also suggest that many people with ID were supported to die
in their place of care, and the extent to which this happened increased if the
death had been anticipated for 3 months of more. However, only one in
three deaths of people with ID had been anticipated for 3 months or more.
Setting characteristics also shaped EOLC outcomes even when death had
been anticipated. ID settings are not homogenous, and poorer outcomes
were reported for expected deaths in smaller settings.

The data suggest that a major disadvantaged here is that deaths infre-
quently expected. ID services are dealing with complex deaths and there
is more research required on how death is anticipated within this popu-
lation. There is also more research required to examine how setting
characteristics influence EOLC for this population, including people with
ID living in non ID care and nursing homes.

PS 6 What Happens to People with Intellectual Disabilities at the
End of Life? Findings from Across Europe

Health Status, Use of Medical Services and End-Of-Life Decisions of
People with Disabilities - a Longitudinal Study (Switzerland)

Wicki M.T.

University of Applied Sciences of Special Needs Education, Institut of
Professionalization and System Development, Zurich, Switzerland

Aims: International research shows significant differences in the health
and health care of people with and without disabilities. But in Switzerland
it is not known how good the health services are in residential homes for
adults with disabilities. The aim of this study is to capture the health and
health services as well as end-of-life decisions for persons who are older
than age 50 and who have had lifelong disabilities in Switzerland.
Methods: To capture context factors, state of health, access to health
services, and end-of-life decisions for persons with disabilities, the
research project conduct a longitudinal study as a census, with two
measurement time points (t1 and t2) in six cantons. The time between
t1 and t2 is 350 to 370 days.

Results: Results of the first wave are available. A total of 383 people
were interviewed. 134 live in their own apartment or with relatives, 241
in a residential facility. Furthermore the survey delivered detailed infor-
mation on 161 people (101 male, 60 female) who had died between
2015 and 2017 in 77 residential homes for people with disabilities.
Results produce a picture of health status, use of health services and
end-of-life decisions in residential homes for adults with disabilities. A
total of 56.1% of all deaths in the study population were nonsudden and
non-unexpected and therefore eligible for end-of-life decisions. In more
than 4 of 5 non-sudden deaths (46.5% of all sampled deaths, 74 per-
sons), at least one end-of-life decision was made. It becomes apparent
that people with a disability pension who live independently have the
worst assessment of their health condition and also feel the restriction
in everyday life most strongly due to a health problem.

Conclusion: Detailed results will be presented and discussed to contrib-
ute towards overall improvement of health services for people with dis-
abilities in Switzerland.

PS 6 What Happens to People with Intellectual Disabilities at the
End of Life? Findings from Across Europe

The Experiences of People with Intellectual Disabilities at the End of
Life: Lessons Learnt from over a Decade of Research

Tuffrey-Wijne I.
Kingston University & St George’s University of London, Faculty of
Health, Social Care and Education, London, United Kingdom

Background: The end-of-life and palliative care needs of people with ID
can be difficult to assess, as this is an often hidden population with
needs that can be difficult for them to communicate.

Aims: To give an overview of experiences and needs of people with ID
from their own perspective.

Methods: The author has conducted inclusive research into dying,
death, bereavement and ID for over a decade. Methods have included
observation, interviews and focus groups with people with ID. Creativity
in data collection methods was often needed, including the use of pic-
tures and story-telling, for example. She has also worked with co-
researchers with ID, who have added their own perspectives to data
analysis.

Results: Overall, the palliative care needs of people with ID are no
different from those of the general population, but they face particu-
lar challenges that make it more difficult to meet those needs. We
found that people with ID are well able to express their wishes, but
need help to do so. Those with severe and profound ID, in particular,
depend strongly on carers who know them well. Those who were able
to tell us, placed a strong emphasis on the importance of relation-
ships, feeling safe, and good symptom control. Involvement in deci-
sion-making, and being helped to understand what was happening,
was also valued.

Conclusion: It is important to understand the palliative care journey of
people with ID in the context of their life story. What matters most to
them, and what makes for a good quality of life, may not be immediately
obvious to those who do not know the person well. It is important,
therefore, to make sure the person with ID themselves, and their family/
carers, are listened to carefully. Palliative care for people with ID needs
to be highly personalised. If professionals are able to do this well, it will
benefit all their patients, not just those with ID.

PS 7 Delivering Palliative Care in Ageing Populations:

Comprehensive Interventions and Clinical Models

Recommendations on Implementation of Palliative Care Interventions
in Long Term Care Facilities (EAPC White Paper)

Froggatt K.%, Collingridge Moore D.2, Payne S.2, Van den Block L.3
1Lancaster University, International Observatory on End of Life Care,
Lancaster, United Kingdom, 2Lancaster University, Lancaster, United
Kingdom, 3VUB, Brussels, Belgium Presenting author email address:
k.froggatt@Ilancaster.ac.uk

Background: The number of older people dying in long term care facili-
ties (LTCFs) is increasing. Interventions to improve palliative care delivery
in LTCFs are shown to be effective. Less is known about the nature of
successful implementation processes.

Aim: To identify palliative care implementation practices from current
evidence to inform policymakers and practitioners

Design: Two stage development process: 1. Scoping review with a thematic
synthesis, using ENTREQ guidelines 2. Transparent Expert Consultation
event and online prioritization process.

Methods 1. Scoping review: Published literature identified from
electronic databases (including MEDLINE, EMBASE, PsycINFO,
CINAHL, Proquest, Cochrane Library, Web of Science). Controlled,
non-controlled and qualitative studies and evaluations were included.
Studies that met the inclusion criteria were sourced and data
extracted on the study characteristics, the process of, and facilitators
and barriers to implementation. 2. Transparent Expert Consultation
event. International experts in palliative care, gerontology and care
homes attended a workshop to identify recommendations. These
were prioritized using an on-line survey with a wider group of
stakeholders.
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Results: The review identified 8,902 abstracts; 62 studies were included.
Preliminary findings were shared with 19 experts from 13 countries. The
online survey was conducted with 28 experts from 16 countries;
response rate was 71%.

A matrix of implementation was developed with 4 implementation dimen-
sions (facilitation, change recipients, joint working and education/training);
and 3 implementation stages (conditions to introduce the intervention,
embedding the intervention within practice and sustaining ongoing
change). From this matrix 30 recommendations were developed.
Conclusion: Identifying implementation processes can be difficult as
they are often underreported. A matrix model of implementation pro-
vides a clear structure for recommendations.

PS 7 Delivering Palliative Care in Ageing Populations:

Comprehensive Interventions and Clinical Models

End of Life Directions in Aged Care in Australia

Parker D.%, Yates P2, Tieman J.3

University Technology Sydney, Faculty of Health, Sydney, Australia,
2Queensland University of Technology, School of Nursing, Brisbane,
Australia, 3Flinders University, Nursing and Health Sciences, Adelaide,
Australia Presenting author email address: deborah.parker@uts.edu.au

Aims: End of Life Directions in Aged Care (ELDAC) is a nationally funded
project to improve palliative care and advance care planning for older
Australians. Specifically the aims of the program are to:

<ol style="list-style-type: decimal; direction: Itr;”>

e Provide specialist palliative care and advance care planning
advice to aged care providers and GPs providing health care for
recipients of aged care services;

e Improve linkages between aged care services and palliative care
services;

e Improve the palliative care skills and advance care planning
expertise of aged care service staff and GPs providing health
care for recipients of aged care services; and,

e Improve the quality of care for aged care recipients, prevent
unnecessary hospital admissions, and shorten hospital stays.

This session will explore how to use and apply the innovative ELDAC
solutions that are designed to improve end of life care for older people
in Australia living in long term care.

Methods:

The ELDAC project commenced in June 2017 and includes four inter-
related streams of work:

1.  Capacity building resources and advisory services

2. Technology solutions

3.  Policy enablers

4.  Service and sector development and advisory services
Results:

This presentation will provide an overview of the first two years of the
project and specifically showcase online knowledge translation and edu-
cation products to improve advance care planning and palliative care for
older Australians in long term care.

PS 7 Delivering Palliative Care in Ageing Populations:

Comprehensive Interventions and Clinical Models

What are the Components of an Effective Model of Palliative Care for
Dementia?

Fox S.%, Drennan J.2, Guerin S.3, Kernohan G.%, Murphy A.%, Timmons S.6
1University College Cork, Centre for Gerontology and Rehabilitation,
School of Medicine, University College Cork, Cork city, Ireland,
2University College Cork, School of Nursing and Midwifery, Cork,

Ireland, 3University College Dublin, School of Psychology, Dublin,
Ireland, #Ulster Univerisiity, School of Nursing and Health Research,
Antrim, United Kingdom, *University College Cork, Department

of Economics, Cork, Ireland, éUniversity College Cork, Centre for
Gerontology and Rehabilitation, Cork, Ireland Presenting author email
address: s.fox@ucc.ie

Aims: Palliative care has been identified as a priority in dementia care,
and research into “effective models” of palliative care for people with
dementia has been recommended by several European agencies. The
Model for Dementia Palliative Care Project is currently underway in
Ireland, aiming to develop an acceptable, evidence- and practice-
based model for palliative care for people with dementia in the
community.

Methods: Project Phases I-Il are complete. Phase | involved a scoping
review of the evidence for various components of a dementia palliative
care model. In Phase Il, a web-based survey was designed to i) explore
key stakeholders’ preferences for a model, and ii) identify existing ser-
vices in the Republic of Ireland, Northern Ireland, England, Wales, and
Scotland. Preliminary results of Phase Ill, evaluations of existing services,
are available.

Results: There is limited published research supporting components of
dementia palliative care models in the community. However, the scoping
review suggests that the core areas of an effective community model
include: advance care planning, education on the disease process, 24-hour
nurse phone support, improved care co-ordination and family support.
Survey respondents rated the three most essential aspects of a model as:
“Care for People at all Stages of lliness” (77% considered ‘essential’),
“Information Continuity” (75% ‘essential’) and “Defined Pathways for
Specialist Service Input” (58% ‘essential’). In addition, good communica-
tion between palliative care and dementia care teams was perceived to be
core to a successful model, with a key worker needed to facilitate this
communication, and to support families e.g. around care transitions.
Conclusion: Consistent aspects of an effective model were identified.
This work builds on existing theory and research to ensure that future
models of care in Ireland will be effective, evidence-based, feasible to
adopt and acceptable to healthcare workers and potential users.

PS 8 Increasing the Value of Randomized Controlled Trials (RCTs)

for Complex Interventions in Palliative Care

MORECare Methodological Guidance on Increasing the Value of RCTs
for Complex Palliative Care Interventions

Evans C.%2, Higginson 1.2, on behalf of MORECare and OPTCare Elderly
1King’s College London, Cicely Saunders Institute of Palliative Care,
Policy and Rehabilitation, London, United Kingdom, 2Sussex Community
NHS Foundation Trust, Brighton, United Kingdom Presenting author
email address: catherine.evans6@nhs.net

Aim: To identify, appraise and apply ‘best practice’ methods to address
common challenges in experimental trials of complex interventions in
palliative care.

Methods: Methods of Researching End of life Care (MORECare) built on
Medical Research Council guidance on the development and evaluation
of complex interventions. We used systematic review and consensus
methods (nominal group and online) to develop the MORECare state-
ment on best practice in EoLC research, including recruitment, ethics,
attrition, mixed methods, complex outcomes and economic evaluation.
We critically consider the guidance by applying in a mixed method feasi-
bility trial called OPTCare Elderly - optimising palliative care for people in
the community. Trial eligibility aged 75+ years, 2+ unresolved symp-
toms or concerns, non-cancer, Clinical Frailty Score >4 (range 4-7).
Intervention short-term integrated palliative and supportive care (SIPS)
and usual care or usual care, main outcome 5 key symptoms measured
Integrated Palliative care Outcome Scale (baseline, 6 weeks and 12
weeks), and exploration economic evaluation, including formal and
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informal care costs (CSRI) and effectiveness (EQ5D, ICECAP-O and main
outcome).

Results: Integration of data from 3 systematic reviews, 5 consensus
groups and 133 online responses to form the MOREcare statement com-
prising 36 best practice solutions. Application in trial, recruited to target
50 patients and 26 carers, randomised to SIPS (n=24) or usual care
(n=26). Findings that feasible to identify and recruit, key intervention
ingredients (comprehensive assessment, case management and acces-
sibility), effectiveness on main outcome at 6 weeks, and ‘best approach’
for cost-effectiveness formal service costs and main outcome.
Conclusions: Application of the MORECare statement can improve trial
design by anticipating and planning for common challenges to enable
recruitment, examine effectiveness and cost-effectiveness, and linkage
between the problem and outcomes.

PS 8 Increasing the Value of Randomized Controlled Trials (RCTs)

for Complex Interventions in Palliative Care

Mixed-Method Process Evaluations as Necessary Requirements
Alongside RCTs of Multicomponent Interventions: Examples of
Guidelines Implementation Studies and Nonpharmacological
Interventions

Agar M.123

1University of Technology Sydney, IMPACCT, Sydney, Australia, 2UNSW,
South West Sydney Clinical School, Sydney, Australia, 3Liverpool
Hospital, Palliative Medicine, Sydney, Australia Presenting author email
address: meera.agar@uts.edu.au

The goals of palliative care delivery are multidimensional, and to achieve
these aims interventions require multicomponent strategies.
Understanding processes and factors which influence implementation
and the subsequent adherence and ‘dose’ of components delivered,
interpretation of the primary and secondary outcome findings, and
insights into sustainability are critical components of intervention evalu-
ation. This session will utilise the examples of three Australian clinical
trials - a cluster randomised controlled trial of facilitated family case con-
ferencing in advanced dementia (the IDEAL Study),! a stepped wedge
cluster trial evaluating cancer pain guideline implementation,? and a
non-pharmacological multicomponent intervention to prevent delirium
in hospitalised older people (PRESERVE study)? to illustrate the value add
of mixed method evaluation.

1. Agar M, Luckett T et al. Effects of facilitated family case confer-
encing for advanced dementia: A cluster randomised clinical
trial. PLoS ONE 2017; 12(8): e0181020

2. Luckett T, Phillips J, Agar M et al. Protocol for a phase Il prag-
matic stepped wedge cluster randomised controlled trial com-
paring the effectiveness and cost-effectiveness of screening
and guidelines with, versus without, implementation strategies
for improving pain in adults with cancer attending outpatient
oncology and palliative care services: the Stop Cancer PAIN
Trial. BMC Health Services Research. 2018, 18;558.

3. Hosie, A., Phillips, J., Kochovska, S., Brassil, M., Noble, B., Kurrle,
S., Cumming, A., Caplan, G.A., Chye, R., Le, B., Ely, EW., Lawlor,
P.G., Bush, S.H., Davis, J.M, Lovell, M., Brown, L., Fazekas, B.,
Cheabh, S.L. Edwards, L. and Agar, M. Multicomponent non-phar-
macological intervention to prevent delirium for hospitalised
people with advanced cancer: study protocol for a phase Il clus-

ter randomised controlled trial. BMJ Open. 2019.9(1);e02617728

PS 8 Increasing the Value of Randomized Controlled Trials (RCTs)
for Complex Interventions in Palliative Care

Theory-based Methods to Understand Whether, How and When
Complex Palliative Care Interventions Work: Examples of Palliative
Care and Advance Care Planning

Van den Block L.
Vrije Universiteit Brussel & End-of-life care Research Group, Brussel,
Belgium

Aims: To illustrate how the Theory of Change methodology, developed
by the Aspen Institute, can be integrated into the UK MRC Framework
for Complex Interventions, to improve the development and evaluations
of complex palliative care interventions.

Methods: A ‘Theory of Change’(ToC) is ‘a theory of how and why an initia-
tive works which can be empirically tested by measuring indicators for
every expected step on a hypothesized causal pathway to impact’. It is
visually represented in a ToC map. As part of two randomized controlled
trials (on implementing advance care planning in nursing homes and inte-
grating an early palliative care intervention for frail older people), we have
developed a ToC during the first development phase of the UK MRC
Framework, using literature review and intensive and systematic stake-
holder consultation and backwards outcome mapping. Intervention com-
ponents were identified as part of the ToC and defined as activities needed
to achieve the different steps towards achieving the desirable impact.
Results: Using the ToC methodology, the intervention programmes that
were developed, differentiate between several micro (e.g. conversa-
tions with patients and family), meso (e.g. education of professionals)
and macro level (e.g. sensibilization and information to the wider sys-
tem) components of the intervention, which all need to be addressed to
achieve meaningful change in real practice. The ToC map also guided
outcome and process evaluations in subsequent pilot RCTs.
Conclusion: Developing a Theory of Change helps in clearly identifying
and describing all intervention activities and components of complex
interventions and whether and how to achieve change. This is necessary
to improve comparability of interventions, replicability and implementa-
tion in practice.

PS 9 Global Prospects in Palliative Care: Measuring the Burden,
Responding to Crises

Who Needs Palliative Care?

Krakauer E.

Harvard Medical School, Boston, MA, United States

According to the World Health Organization (WHO), palliative care is first
and foremost a response to suffering of any kind, physical, psychological,
social or spiritual. Among the serious health problems that most often
produce suffering requiring palliation, the most common are life-threaten-
ing conditions such as malignancies and major organ failure. However,
moderate or severe physical, psychological, social, or spiritual suffering
also occurs among patients who can recover from their health problem or
whose health problem can be cured or controlled for many years. Curable
conditions that may generate a need for palliative care include drug-resist-
ant tuberculosis, some hemorrhagic fevers such as Ebola, and some malig-
nancies. Conditions from which patients can recover but which may
generate a need for palliative care include serious injuries and burns.
Conditions that may be controlled for many years but which may generate
a need for palliative care include HIV/AIDS and some musculoskeletal dis-
orders. The specific types and severity of suffering vary by geopolitical sit-
uation, socioeconomic conditions and culture. People in low and middle
income countries often endure less healthy social conditions. They also
typically have less access to disease prevention, diagnosis and treatment,
to social support, and to specialists and specialized services of many kinds
than people in high-income countries. Thus, in low-resource settings, a
wider variety of people with a wider variety of physical and psycho-social
problems need palliative care than in high-resource settings.

PS 10 End of Life and Prison: Inequalities and Vulnerability
Ageing and Dying in Prison: Exploring the Vulnerability of Older
Prisoners and the Challenges in Providing Equitable Palliative Care
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Turner M.

University of Huddersfield, Department of Nursing & Midwifery,
Huddersfield, United Kingdom Presenting author email address:
m.turner@hud.ac.uk

This paper draws on findings from a UK study of palliative care in prison
to explore the vulnerabilities of older prisoners facing the end of life in
custody. England & Wales has the highest prison population rate in
Western Europe, and the numbers of older prisoners and deaths in cus-
tody are rising rapidly. Many older prisoners are classed as ‘vulnerable’
because of their age, frailty or the nature of their offence, which puts
them at risk of bullying from other prisoners. The study used participa-
tory action research to investigate and improve the provision of pallia-
tive care to this vulnerable population.

The national End of Life Care Strategy for England & Wales (2008) advo-
cates high quality and equitable palliative and end of life care for all who
need it, regardless of care setting. The paper discusses some of the chal-
lenges in providing palliative care in a prison setting, and highlights
issues such as prison design and layout, access to opioid medication, lack
of equipment and other resources, and the constraints inherent in the
prison regime. Implications for staff are also considered, and some initia-
tives to improve practice that emerged from the study are presented.

PS 10 End of Life and Prison: Inequalities and Vulnerability

How to Communicate with End of Life Patient in Prison? A Prospec-
tive National Survey of the Palliative Care of Inmates in France
Chassagne A.

University Hospital, CIC- Inserm 1431, Besancon, France

The French prison population is aging and particularly ill. Every year,
about 100 inmates die in prison from illness. In France, there is no spe-
cific system for palliative care for inmates unlike some other countries
(USA and UK) which have been developing hospice care programs. What
are inmates experiencing at the end of their life? How to communicate
with those patients/inmates about death and dying ?

The National Survey of the Palliative Situation among Inmates in French
Prisons Project is a mixed-method study that combining quantitative and
qualitative approaches (2012-2015). We conducted a census in all dedi-
cated health care facilities (n= 190) in each French prison during 3
months and identified 50 inmates requiring palliative care. Then, we
conducted interviews to identify the difficulties in developing appropri-
ate global palliative care, especially the barriers to communicate with
the end of life patients/inmates in prison.

70 Interviews were conducted individually with the inmates themselves,
physicians, nurses, social and probation workers and sometimes fami-
lies. Three factors appear to be some major barriers to communicate
about death and dying: 1/ The tension between healthcare professionals
and prison staff; 2/The lack of palliative care training for health care pro-
fessionals ; 3/ The uncertain temporality of death juxtaposed with the
hope of being released for inmates.

Prison seems not to be a place to communicate about death and dying.
Can and should the system which has been developing for “free end of
life patients” be implemented for inmates?

PS 11 Medication Safety in Palliative Care

Neither Shaken Nor Stirred - Drug Incompatibility in Palliative Care
Dickman A.

Royal Liverpool and Broadgreen University NHS Hospitals Trust,
Academic Palliative and End of Life Care Centre, Liverpool, United
Kingdom

Mixing of incompatible parenteral drugs is seen as an important medica-
tion error. Avoidance of incompatibilities and instabilities of drug combi-
nations represents prevention of medication error.

The characteristic physicochemical properties of a drug molecule are
governed by functional groups. When two or more drugs are mixed
together for parenteral administration, different functional groups may
interact giving rise to the long-recognised problem of physicochemical
interactions

Incompatibility refers to a theoretically reversible physicochemical
change that may result in precipitation or insolubility, which may not
always be visible. Physical incompatibility is a term that is occasionally
used to describe visual changes that may occur when drugs are com-
bined, such as particulate formation, haze, turbidity, crystallisation, col-
our change, or gas evolution. Instability refers to irreversible chemical
degradation of the active compound, resulting in loss of potency.
Incompatibility of drug admixtures can be as a result of a number of fac-
tors including change of pH of the solution, dilution of co-solvent, salting
out and cation-anion interactions. Since most drugs are small organic
electrolytes which, in aqueous solution, behave as weak acids, weak
bases or both, a rudimentary understanding of acid-base chemistry can
be used to explain, identify and predict many drug-drug incompatibili-
ties that result in precipitation. Drugs in solution can be susceptible to
instability due to irreversible chemical degradation. The most common
chemical reactions implicated in parenteral drug degradation involve
hydrolysis and/or oxidation

The best confirmation of stability and compatibility will always be the
performance of an appropriate laboratory analysis to examine the range
of concentrations commonly used, prepared in the preferred diluent(s)
and stored over a range of temperatures and light exposure, reflecting
use in the clinical situation.

PS 11 Medication Safety in Palliative Care

Off-Label-Use in Palliative Care

Hagemann V.

LMU Munich, Department of Palliative Medicine, University Hospital,
LMU Munich, Munich, Germany

Aims: To identify the status quo of prevalence of off-label drug use in
palliative care and to describe the clinical practice with regard to the
awareness and management strategies of healthcare professionals
regarding off-label-use.

Methods: In total we performed three studies. First a systematic review
of international literature to determine the status quo, second a survey
among German palliative doctors regarding existing guidelines for and
views on off-label drug use in palliative care and third a cross-sectional
analysis of prescribing data from a palliative care unit in Germany.
Results: In the international literature the frequency of off-label-use in
palliative care ranges between 14.5 and 35%. 85% (n=95) of the doctors
participating in the survey reported that no guidance on off-label-use or
documentation was available. 75% of the participants regularly used off-
label therapies with little or no evidence base. 55% of all drug applica-
tions on the palliative care unit were off-label.

Conclusion: The prevalence of off-label drug use in palliative care is high.
Available data is heterogeneous making comparisons difficult. In sum-
mary little is known on off-label-use in clinical practice. There is a lack of
evident information and guidance and a potential discrepancy between
the suspected frequency and the actual need for off-label-use in pallia-
tive care.

PS 11 Medication Safety in Palliative Care

Drug Information - Ensuring Medication Safety in Palliative Care
Remi C.

Ludwig-Maximilians-University, Munich University Hospital,
Department of Palliative Medicine, Miinchen, Germany

Drug therapy is a fundamental part of symptom control in palliative care.
As well as its potential benefits, it also carries risks and a major aim
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should always be not to harm the patient. Examples for risky areas in pal-
liative care drug therapy are off-label drug use, polypharmacy and the
mixing of drugs in infusion devices. Access to structured drug information
may enable the prescriber to use all the possibilities of medication while
limiting side effects. This lecture therefore aims to provide an overview
on medication safety and to sensitize professionals to risk factors in the
palliative care medication process. Strategies for every day clinical prac-
tice to manage these challenges will be presented. The goal is to encour-
age participants to continue to learn and practise ways to improve the
safety of medication use in order to avoid harm to the patient and to
optimize drug therapy and subsequently symptom control.

PS 12 Implementing ACP across the Healthcare System in Europe

and the US: the Results of Three ACP Trials

Improving the Initiation of Advance Care Planning (ACP) in General
Practice for People with a Chronic Life-Limiting lliness: An Exploratory
Phase Il Cluster Randomised Controlled Trial

Dierckx S.%, Pardon K., Pype P.2, Deliens L.%, De Vleminck A.?

Wrije Universiteit Brussel (VUB) & Ghent University, End-of-life Care
Research Group, Brussels, Belgium, 2Ghent University, Departement of
Public Health and Primary Care, Ghent, Belgium

Background: Evidence on the form and effectiveness of ACP for general
practice is lacking.To address this gap, we developed an intervention to
improve the initiation of ACP in general practice for people with a
chronic life-limiting illness.

Aims: to understand the feasibility and acceptability of this complex inter-
vention and to evaluate the potential effectiveness of this intervention on
patients’ quality of life and the quality of GP-patient communication.
Methods: We conducted an exploratory cluster-RCT; individual GPs
served as unit of randomization. Semi-structured interviews with
patients and GPs, questionnaires and detailed documentation of the
study procedures were used to evaluate feasibility, acceptability and
preliminary effectiveness of the intervention.

Results: A total of 32 GPs agreed to participate in the study of which 18
were randomized to the intervention group. In total, 45 patients were
considered eligible by the GPs and participated in the study. Most GPs
and patients valued the ACP discussions that took place: GPs were
pleased that, in response to discussions, patients were prompted to
think more about end-of-life issues or discuss their preferences with
relatives, and that patients were reassured that some fears or uncertain-
ties for the future were addressed. We identified barriers at both the
GP- and patient-level to discuss ACP, as well as difficulties with some
study procedures that affected feasibility and acceptability. No differ-
ences in preliminary effectiveness on the quality of life of patients and
quality of physician-patient communication between intervention and
control group were found.

Conclusion: We found a complex multi-component intervention to
improve the initiation of ACP in general practice to be feasible and
acceptable to both GPs and patients. This study also highlighted some
important challenges regarding the study procedures and outcomes
measures that will need to be addressed in a future large-scale trial.

PS 12 Implementing ACP across the Healthcare System in Europe
and the US: the Results of Three ACP Trials

Improving Advance Care Planning with Easy-to-Use, Patient-Facing,
Evidence-Based Tools: The PREPARE Program

Sudore R.L., Schillinger D., Katen M.T., Shi Y., Boscardin J., Osua S.,
Barnes D.E.

UCSF, San Francisco, CA, United States

Aims: To overcome literacy and language barriers to advance care plan-
ning (ACP), we created easy-to-read advance directives (ADs) and an
online advance care planning program (PrepareForYourCare.org) in

English and Spanish. In 2 randomized trials we compared the efficacy of
PREPARE plus an easy-to-read AD (PREPARE) with an AD alone to increase
ACP documentation and patient-reported engagement.

Methods: Two comparative efficacy randomized trials among English
and Spanish-speaking patients, age =55 years, with =2 chronic or seri-
ous illnesses from (1) a Veterans Hospital and (2) 4 safety-net, primary-
care clinics in San Francisco, California USA. Participants were
randomized to PREPARE plus an easy-to-read AD (PREPARE) or the AD
alone. There were no clinician/system-level interventions. Staff were
blinded. The primary outcome was new ACP documentation in the medi-
cal record at 15 months. Patient-reported outcomes included ACP
engagement at baseline, 1 week, and 3, 6, and 12-months. We used
intention-to-treat, mixed-effects logistic and linear regression, control-
ling for time, health literacy and baseline ACP, clustering by physician,
and stratifying by language.

Results: 1400 patients enrolled in the 2 trials. The mean (SD) age was 63.3
years (£ 6.4), 40% had limited health literacy, and 45% were Spanish-
speaking. No participant characteristic differed between arms; retention
was 86%. Compared to the AD alone, PREPARE resulted in higher ACP
documentation (adjusted 43% vs. 32%; p<< 0.001) and higher self-reported
increased ACP engagement scores (98.1% vs. 89.5%; p<< 0.001). Results
remained significant among English and Spanish-speakers.

Conclusions: PREPARE and an easy-to-read AD, without clinician/system-
level interventions, increased ACP documentation and engagement,
with higher gains for PREPARE. These tools may allow patients to begin
ACP on their own and improve the process for diverse populations.

PS 12 Implementing ACP across the Healthcare System in Europe

and the US: the Results of Three ACP Trials

Advance Care Planning in Patients with Advanced Cancer: Main
Results from a Cluster Randomized Trial in Six European Countries;
the ACTION Trial

Korfage 1.2, Miccinesi G.%, van Delden J.J.M.3, Deliens L.4, Groenvold M.>,
Lunder U.6, Payne S.7, Pollock K.8, van der Heide * A.%, Rietjens * J.%,
ACTION consortium

1Erasmus MC, Public Health, Rotterdam, Netherlands, 2ISPO

Cancer Prevention and Research Institute, Clinical and Descriptive
Epidemiology Unit, Florence, Italy, 3Medical School of Utrecht
University, Julius Center for Health Sciences and Primary Care, Utrecht,
Netherlands, 4Vrije Universiteit Brussel (VUB) & Ghent University,
End-of-life Care Research Group, Brussels, Belgium, >University of
Copenhagen, Department of Public Health, Kobenhavn, Denmark,
SUniversity Clinic for Respiratory and Allergic Diseases Golnik,

Golnik, Slovenia, “Lancaster University, International Observatory

on the End-of-Life Care, Lancaster, United Kingdom, 8University of
Nottingham, School of Health Sciences, Sue Ryder Centre for the Study
of Supportive, Palliative and End of Life Care, Nottingham, United
Kingdom

Background: Advance care planning (ACP) encourages people to define,
discuss and record their goals and preferences for future care. Despite
being internationally recommended, robust studies on ACP in European
patients with advanced cancer are scarce.

Methods: We performed a cluster-randomized trial in patients with
advanced lung or colorectal cancer in 23 hospitals across six European
countries. In intervention hospitals, patients were offered the ACTION
Respecting Choices ACP intervention, that includes scripted ACP conver-
sations with trained facilitators, alongside usual care. Questionnaires at
baseline and at 10-12 weeks follow-up assessed emotional functioning
(EORTC) and symptoms (EORTC-QLQ-C15) as primary outcomes, along
with coping, patient satisfaction, and shared decision-making. Use of
care was derived from medical files. Multilevel regression analyses were
performed taking into account potential clustering at hospital level.
Findings: Between 2015 and 2018, 1117 patients (442 intervention; 675
control) were included, of whom 810 (73%) completed the follow-up
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questionnaire. In the intervention group, 396 (90%) patients participated
in the intervention. Facilitators’ fidelity to the intervention was very good
with 86% of key topics consistently addressed. The average change in
patients’ emotional functioning at follow-up was comparable in interven-
tion vs. control group: -0.07 vs. -0.23, p=0.35. We did not find differences
in change scores for symptoms, coping, patient satisfaction, and shared
decision-making either. In the intervention group, medical files more
often included advance directives (7% versus 3%, p=0.003) and more
patients used specialist palliative care (36% versus 27%, p=0.003).
Conclusion: In this large trial in patients with advanced cancer, the
ACTION Respecting Choices ACP intervention had no effects on emo-
tional functioning and symptoms and limited effects on secondary out-
comes, including use of care.

Funding: EU FP7.

PS 13 Providing Palliative Care for Refugees and Migrants

Need for Guidance for a White Paper on Palliative Care for Refugees
and Migrants

Nauck F.%, Marston J.2, Leng M.3, Radbruch L.*

1University Gottingen, Department of Palliative Medicine, Gottingen,
Germany, 2ICPCN Global Ambassador for Children’s Palliative Care,
Clinical Manager Hospice, Bloemfontein, South Africa, 3Global Health
Academy, University of Edinburgh, Department of Palliative Medicine,
Edinburgh, United Kingdom, *University Hospital of Bonn, Department
of Palliative Medicine, Bonn, Germany Presenting author email
address: friedemann.nauck@med.uni-goettingen.de

Background: Most European countries are hosting refugees, with some
hosting large numbers in relation to their country population. Over half
of them are under 18 years of age. Countries with high numbers of refu-
gees and migrants such as Turkey report that their health systems are
struggling to cope with the increased need for health services; while in
refugee camps and settlements health care is often provided by humani-
tarian non-government organizations such as Doctors without Borders
(MSF), that have no formal palliative care programs. A number of ongo-
ing studies highlights the palliative care needs in migrant and refugee
populations in Palestine, Uganda and Bangladesh.

Aim: The EAPC has set up a task force to develop a White Paper on pallia-
tive care for refugees and migrants in Europe - undertaking a literature
review, assessing the palliative care needs of refugees and making rec-
ommendations for palliative care professionals as well as for profession-
als working in humanitarian organizations. The white paper is to describe
structural and organizational aspects as well as methods for screening,
assessment and treatment. The paper will be used to formulate the
agenda for the Task Force’s later activities and producing an Action plan
for the Task Force and the EAPC.

Conclusion: There is a need for guidance on palliative care for refugees
and migrants both for palliative care professionals and humanitarian
organizations. The EAPC task force will collaborate with PALCHASE, which
has been established as a collaborative of palliative care and humanitar-
ian aid practitioners, ethicists, educators, researchers and advocates pro-
moting palliative care integration in all humanitarian aid situations.

PS 13 Providing Palliative Care for Refugees and Migrants

The Loss and the Making-of-Home: Support for Refugee Children Who
Live Betwixt and Between Worlds

Papadatou D.

National and Kapodistrian Univesrity of Athens, Nursing, Athens,
Greece

As of January 2019, there are 71.200 refugee and migrants in Greece,
among them 27.000 children. The latter include 3.400 unaccompanied
children, most of whom are adolescent boys, older than 14 years of age.
They live “betwixt and between” worlds, with an undefined social status

and future, hoping to reunite and/or settle in northern or central Europe,
despite the growing opposition of European countries to host refugees.
While living in limbo, they often maintain multiple representations of
home: their home of origin (past), the home of their aspired destination
(future), and a home they inhabit during a period of protracted liminality
(present). These home representations are associated to their identity
that is challenged and re-shaped in liminality. Recounting stories of life
back home, is more than an act of remembrance, since it reflects a need
for self-affirmation, while stories of resettlement in a desired home allow
children to project self into the future. By engaging in ‘home-making
practices’ children introduce a sense of predictability, order and belong-
ing, which enhances their ability to tolerate ambiguity and make the most
of living in the present. This presentation aims: (a) to describe the chal-
lenges that unaccompanied refugee children experience while living
“between and betwixt worlds” for a prolonged time; (b) to highlight their
need to maintain alternative representations of “home” and re-create a
sense of identity; and (c) to present a model that illuminates how loss-
related, traumatic and enriching experiences affect the developmental
and their psychosocial well-being in times of ambiguity and liminality.

PS 13 Providing Palliative Care for Refugees and Migrants

A Rapid Appraisal of Palliative Care Needs in a Humanitarian Crisis:
Experiences from the Rohingya Refugee Crisis

Doherty M., Khan F.2

IChildren’s Hospital of Eastern Ontario, Pediatrics, Ottawa, ON, Canada,
2Fasiuddin Khan Research Foundation, Dhaka, Bangladesh Presenting
author email address: megan.elizabeth.doherty@gmail.com

Aims: Palliative care has been neglected during humanitarian crises as
the imperative to save lives has often meant that the suffering of those
who cannot be cured is forgotten. To date, very few programs provide
palliative care in humanitarian crisis situations. Our aim was to assess
the palliative care needs of those with life-limiting illnesses, and their
caregivers during an evolving humanitarian crisis situation.

Methods: Structured interviews were conducted with 156 individuals
living with life-limiting illnesses and 157 caregivers about their palliative
care and support needs, in the context of their broader needs and expe-
riences as refugees in four settlement areas in Cox’s Bazar, Bangladesh
during the Rohingya refugee crisis in November 2017.

Results: The most common illnesses which were reported by patients
were severe physical disabilities (98, 63%), treatment-resistant tubercu-
losis (33, 21%), cancer (16, 10%), and HIV/AIDS (3, 2%). Pain was a signifi-
cant problem which was reported 114 (73%) of patients surveyed. Only
one health facility had strong opioids available, and no patients had
received opioids. None of the health facilities surveyed were providing
any palliative care and were instead focused on acute medical issues.
The majority of patients surveyed (87, 56%) reported significant financial
problems which prevent them from getting medical care, other common
barriers to medical care included a lack of suitable treatment at local
facilities (28, 18%) and difficulties with transportation (20, 13%).
Conclusions: The findings from this rapid appraisal of palliative care needs in
the Rohingya refugee crisis in Bangladesh illustrates the specific and con-
crete needs in this particular context and has implications for the develop-
ment of palliative care for humanitarian interventions in a global context.
The methodology employed in the current study may prove useful in assess-
ing palliative care needs of specific disadvantaged populations globally.

PS 14 Understanding Health Promotion in End of Life Care: from
Policy Change to Community Action

The Role of National Policy Change in Improving Access to Pain Relief:
an Indian Example

Pallium India, Trivandrum, India Presenting author email address:
chairman@palliumindia.org


mailto:friedemann.nauck@med.uni-goettingen.de
mailto:megan.elizabeth.doherty@gmail.com
mailto:chairman@palliumindia.org

20

Palliative Medicine 00(0)

To advance palliative care anywhere, we need to have facilitatory policy
by governments and health care delivery agencies, access to essential
medicines and concurrent education of professionals and common man.
Though palliative care took birth in India in 1985, even today less than
2% of the population has access to it. Earlier efforts at education
increased awareness but had no major impact in access to care. A col-
laborative of Indian palliative care activists with Pain and Policy Studies
Group at Madison-Wisconsin from 1995, analyzed opioid policy and
worked systematically. Though a faciliatory opioid regulations resulted in
1998, it had very little impact on access to palliative care nationally till a
multi-pronged approach was started in 2005.

The initiative aimed at the following:

1. Legislation for reform of law governing opioids. Though the
efforts took 19 years, the Indian Parliament enacted a legisla-
tive reform in 2014.

2. Influencing health policy of central and state governments.
Government of Kerala state created a palliative care policy in
2008. Government of India announced a national program for
palliative care in 2012. The new health policy of India in 2016
included palliative care.

3. Quality assurance. A national task force created by Pallium
India created a minimum standards document in 2006.

4. Inclusion of palliative care as part of medical and nursing educa-
tion. In 2010,medical council of India accepted palliative medi-
cine as a specialty. Post-graduate degree courses were started in
Palliative Medicine in 2012. In 2016, health university in Kerala
included Palliative Care as part of medical curriculum.

Above reforms in the last one decade have together made the current
environment conducive to growth. But improvement in access to pallia-
tive care continues to be slow. The missing link at national level appears
to be adequate public awareness. It appears that with the buildup of the
background work, what is needed is adequate public advocacy.

PS 14 Understanding Health Promotion in End of Life Care: from
Policy Change to Community Action

The Development of Individual and Community Capacity in End of Life
Care: A UK Example

Sallnow L.

University College London, St Christopher’s Hospice, London, London,
United Kingdom Presenting author email address: libby.sallnow@nhs.
net

The Ottawa Charter for Health Promotion presents five pillars through
which healthcare services, communities and individuals can create
health and improve wellbeing. These principles have been applied to all
clinical specialties in addition to schools, workplaces and urban environ-
ments. The application of health promotion principles to end of life care
involves taking a broad perspective about the factors that impact on
experiences and outcomes at the end of life, looking beyond healthcare
services. Using strategies to prevent or reduce the effect of factors such
as loneliness, inequity of access to services, poor health and death liter-
acy and poor bereavement outcomes, it is hoped that broader experi-
ences of end-of-life care will be improved across a community.

This talk will illustrate how the principles of the Ottawa Charter can be
applied to end-of-life care through the presentation of the results of a
large mixed methods study which evaluated ‘Compassionate Neighbours’,
a health promoting intervention developed by a hospice and the local
community in the UK. This intervention built links with members of the
local community as they became Compassionate Neighbours and local
advocates for end of life care.

Twenty-one interviews, two focus groups and 19 episodes of participant
observation were conducted,11 documents and service data on 180
Compassionate Neighbours and 173 Community Members was included.

Impacts from the work included a reduction in loneliness, improvements
in wellbeing and changes to hospice practice. Further to this, three
underlying drivers emerged that underpinned the work as a whole. They
translated the observed actions of the project into the impacts and
included: altered power dynamics,expression of reciprocity in relation-
ships and the development of agency. This study provides a reflexive and
critical account of the processes and impacts of compassionate commu-
nities in practice and poses new research questions for this important
field.

PS 15 The Challenge of Integrating Palliative Care for people

with Chronic Obstructive Pulmonary Disease (COPD)

How Physicians Discuss End of Life Issues with Patients with COPD: A
Systematic Review and Experiences of Respiratory Physicians from
Slovenia

Lunder U.%, Froggatt K.2, Preston N.?

University Clinic for Respiratory and Allergic Diseases Golnik, Slovenia,
Research Department, Golnik, Slovenia, 2Lancaster University,
Lancaster, United Kingdom Presenting author email address: urska.
lunder@klinika-golnik.si

Background: Patients with COPD rarely receive timely end-of-life discus-
sions, and deterioration of their disease is often perceived as unex-
pected. The reluctance of physicians to initiate and conduct end-of-life
discussions is one of the main reasons that patients do not usually
receive palliative care in advanced COPD.

Methods:

1.  We conducted an integrative literature review and searched
four databases (PubMed, CINAHL, PsycINFO and Web Of
Science). We identified 11 studies.

2. Semi-structured interviews with 14 physicians caring for
patients with COPD on the respiratory wards in two hospitals in
Slovenia were conducted and thematically analysed.

Results: Findings from the integrative review and qualitative study about
the end-of-life conversations and experiences of physicians from Slovenia
showed some common features. These include uncertainty in prognosti-
cation, a focus on ‘living/saving life’ and feelings of feeling conflicted in
complex active management of COPD and a palliative care approach. The
initiation of end of life conversations in the earlier stages raised concerns
about preservation of hope. Physicians perceive that it is difficult to invite
patients in EOL decision-making discussions, especially about the possi-
bility of introduction of invasive ventilation and intubation. This may lead
to avoiding difficult discussions or physicians reframe the information.
Conclusion: Physicians experience prognostic uncertainty and lack of
common consensus about when and how to introduce end-of-life dis-
cussions in advanced COPD as the main barriers in initiating and con-
ducting such conversations. Deciding between active management of
the disease and a palliative care approach presents a tension, which can
lead to less open communication.

PS 15 The Challenge of Integrating Palliative Care for people

with Chronic Obstructive Pulmonary Disease (COPD)

Palliative Care Integration in Advanced COPD: Learn from the Past,
Live the Present and Plan the Future

Fusi-Schmidhauser T.%2, Riglietti A.3, Froggatt K., Preston N.*
IPalliative and Supportive Care Clinic, Institute of Oncology of Southern
Switzerland and Ente Ospedaliero Cantonale, Lugano, Switzerland,
2Internal Medicine Department, Ospedale Regionale di Lugano,

Ente Ospedaliero Cantonale, Lugano, Switzerland, 3Respiratory

Care Department, Ospedale Regionale di Lugano, Ente Ospedaliero
Cantonale, Lugano, Switzerland, “International Observatory on End of
Life Care, Lancaster University, Lancaster, United Kingdom
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Background: Chronic obstructive pulmonary disease is recognized as
being a life-limiting condition with palliative care needs. Nonetheless,
palliative care delivery in this population is sporadic. The unpredictabil-
ity of the disease trajectory and misconceptions in both patients and
healthcare professionals about palliative care being exclusively relevant
in cancer and in the last days of life limit palliative care provision in
advanced COPD. This systematic review aimed to explore how palliative
care is provided in advanced COPD and to identify elements defining
integrated palliative care.

Methods: Eight databases, including MEDLINE, EMBASE and CINAHL,
were searched using a comprehensive search strategy to identify studies
on palliative care provision in advanced COPD, published from January 1,
1960 to November 30, 2017. Citation tracking and evaluation of trial reg-
isters were also performed. Study quality was assessed with a critical
appraisal tool for both qualitative and quantitative data.

Results: Of the 458 titles, 24 were eligible for inclusion. Experiences
about living with advanced COPD, palliative care timing, service delivery
and palliative care integration emerged as main themes, defining a
developing taxonomy for palliative care provision in advanced COPD.
This taxonomy involves different levels of care provision and integrated
care is the last step of this dynamic process. Furthermore, palliative care
involvement, holistic needs’ assessment and management and advance
care planning have been identified as elements of integrated care.
Conclusions: This literature review identified elements that could be
used to develop a taxonomy of palliative care delivery in advanced
COPD. This taxonomy will be linked to an action learning study of a joint
respiratory and palliative care initiative in Southern Switzerland, aimed
at developing new ways to integrate palliative care provision for patients
with advanced COPD.

PS 15 The Challenge of Integrating Palliative Care for people

with Chronic Obstructive Pulmonary Disease (COPD)

Development of an Intervention to Promote Integration of Palliative
Care in COPD Management for a Multicentre Study

Preston N.J.%, Payne S.1, Walshe C.2, Marsden P2

1Lancaster Univeristy, International Observatory on End of Life Care,
Lancaster, United Kingdom, 2Wythenshawe Hospital, Respiratory
Medicine, Manchester, United Kingdom Presenting author email
address: n.j.preston@lancaster.ac.uk

Chronic obstructive pulmonary disease (COPD) accounts for 5% of
deaths globally (WHO statistics 2015). Most people with COPD do not
receive any sort of specialist palliative care involvement. Recognition
that it is a terminal condition can be quite late in the disease trajectory
with limited time to discuss future care plans. This is due in part to the
difficulty in prognostication for this group but also reluctance by health
professionals to initiate such conversations. This results in poor identifi-
cation of palliative care needs of patients with COPD and they then
receive less than optimal care.

A critique of tools used to identify end of life care needs of people with
COPD will be presented. Based on this critique a novel hospital based
approach, the CLEAR Framework has been developed to identify people
with palliative care needs who have a COPD diagnosis and deliver
improved care, which recognises end of life care needs of patients with
advanced COPD. The aim is to identify people with COPD who have end
of life needs, communicate effectively with them, their family and all
members of the healthcare team, to decide upon the level of escalation
in treatment patients require if experiencing an exacerbation of their
condition. In addition, advance care planning is introduced and these
plans reviewed regularly. The framework brings together evidence on
identification tools, integrated care guidelines and previously tested
models of care delivery for this group of patients. The CLEAR Framework
[C: communication LE: Level of escalation A: Advance care planning R:
Review] is initiated in the hospital during an acute hospital admission by
the respiratory team with palliative care support. This framework could
be refined and adopted internationally.

PS 16 Enabling Person-Centred Care for Palliative Care Patients

and Their Informal Carers: Definitions, Models of Practice and
Implementation

Person-Centred Care: Principles and Practice Barriers

Diffin J.1, Ohlén J.2

1University of Manchester, Manchester, United Kingdom, 2University
of Gothenburg, Gothenburg, Sweden Presenting author email address:
janet.diffin@manchester.ac.uk

Aim: Barriers to the implementation of person-centred care within pal-
liative care practice have been identified for patients and family carers.
A shared understanding of (i) the principles of person-centred care, and
(ii) how to successfully implement person-centred interventions is there-
fore required. This paper aims to to define the key principles of person-
centred care and identify barriers and enablers to implementation
success within palliative care practice.

Methods: This paper brings together the international evidence on
person-centred care, and reviews the enablers and barriers to imple-
mentation within palliative care practice. It will draw on the experi-
ences of the development of person-centred care practice and the
implementation of the Carer Support Needs Assessment Tool inter-
vention, a person-centred process of assessment and support for fam-
ily carers.

Results: Person-centred care is characterised by practitioners initiat-
ing, working through and safeguarding a partnership ‘with’ patients
and/or family carers. As such, a change in practice from a practi-
tioner-led approach, to one which is led by a patient/family carer is
often required. Implementation barriers at the individual level
include viewing a person-centred approach as an ‘add-on’ to existing
practice, and at the organisational level include a lack of managerial
support and protected time. Training is therefore required for the
individual practitioner to help them integrate this approach into their
everyday practice, and for the organisation to ensure adequate prep-
aration, and the establishment of a strategy to support implementa-
tion. A team of practitioners within the organisation is needed to
drive this implementation planning and ensure organisational readi-
ness for change.

Conclusions: The evidence presented provides vital lessons learned for
implementation of person-centred interventions for patients or family
carers within palliative care practice.

PS 16 Enabling Person-Centred Care for Palliative Care Patients

and Their Informal Carers: Definitions, Models of Practice and
Implementation

KOMMA: Person-Centred Assessment and Support for Carers in the
German Language

Pleschberger S.%, Kreyer C.?

1Gesundheit Osterreich / The Austrian Public Health Institute,

Wien, Austria, 2UMIT - Private Universitiy for Health Sciences,
Medical Informatics and Technology, Dep. for Nursing Science &
Gerontology, Hall i. T., Austria Presenting author email address: sabine.
pleschberger@goeg.at

Background: The Carer Support Needs Assessment Tool (CSNAT) inter-
vention, developed in the UK, is effective in assessing and addressing sup-
port needs of family carers of palliative patients. KOMMA (Kommunikation
mit Angehdrigen) is the translated and culturally adapted German version
of CSNAT which uses a person-centred process of assessment and sup-
port for carers.

The aim of this presentation is to reflect on adapting the CSNAT and
implementing its person centred approach in the context of different
national service frameworks.

Methods: The KOMMA Approach was implemented in four hospice and
palliative home care services in Germany. This was accomplished in three
stages: (1) translation of CSNAT following ISPOR criteria and validation;
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(2) adaption of the UK-CSNAT-training and piloting (3) implementation of
the approach facilitated by regional champions. A mixed-methods evalu-
ation was conducted.

Results: A multi-step process of translation and piloting led to a cul-
turally well acceptable German tool (KOMMA). Carers and champions
reported that the KOMMA was easy to understand and to complete,
and that the domains adequately addressed carers’ support needs.
Using KOMMA afforded sensitivity in person centred support and bal-
anced the focus on family carers with patients. The training was modi-
fied to include a trial phase of using KOMMA, which was later
evaluated as beneficial by professionals. A key issue raised by teams in
the implementation project was who has responsibility to do system-
atically assess and address family carers’ needs in palliative home
care.

Discussion & Conclusion: The innovative training method was effec-
tive in preparing practitioners in Germany to use the KOMMA
Approach in palliative home care. However, any process of imple-
mentation in hospice and palliative care needs to be culturally and
regionally sensitive and take account of differences in ways of
approaching family carers in services as well as different professional
backgrounds.

PS 16 Enabling Person-Centred Care for Palliative Care Patients

and Their Informal Carers: Definitions, Models of Practice and
Implementation

Enabling Person-Centred Care for Patients: The Support Needs
Approach for Patients (SNAP)

Gardener A.C.., Ewing G.%, Farquhar M.?

tUniveristy of Cambridge, Public and Primary Care, Cambridge, United
Kingdom, 2University of Cambridge, Centre for Family Research,
Cambridge, United Kingdom, 3University of East Anglia, School of
Health Sciences, Norwich, United Kingdom

Aims: The Support Needs Approach for Patients (SNAP) is an interven-
tion to enable delivery of person-centred care, originally developed for
patients with advanced Chronic Obstructive Pulmonary Disease (COPD).
Modelled on the Carer Support Needs Assessment Tool (CSNAT)
Approach, SNAP comprises an evidence-based set of questions to help
patients consider where they need more support (the SNAP tool) and a
needs-led conversation between the patient and healthcare profes-
sional (HCP). This presentation will outline the development and clinical
utility of SNAP.

Methods: SNAP has been developed within a four-stage mixed-meth-
ods programme using data from patients, informal carers and HCPs.
The SNAP programme comprised: 1) SNAP tool development; 2)
SNAP tool validation; 3) development of SNAP Training to enable
HCPs to deliver the SNAP intervention and 4) a pilot study to assess
the feasibility and acceptability of SNAP in primary, secondary and
community care settings (currently on-going, completes February
2019).

Results: 1) The developed SNAP tool asks patients to consider whether
they need more support across 15 broad areas of support need e.g.
“knowing what to expect in the future” and “getting out and about.” 2)
The SNAP tool is valid for use with patients with advanced COPD. 3) Face
to face and online SNAP Training have been developed. 4) Early results
from the pilot suggest SNAP is feasible and acceptable to HCPs and
patients with COPD across the range of settings: patients report
increased legitimacy and visibility when considering and expressing
need, and HCPs report working with patients to respond to identified
needs including facilitation of future care conversations. Data analysis is
on-going.

Conclusion: The SNAP intervention comprises the validated SNAP tool
and needs-led conversation between the patient and HCP. It appears
feasible and acceptable across a range of settings, enabling care to be
more person-centred. Website: theSNAP.org.uk

PS 17 Developments in Global Palliative Care Policy and

Strategy: Opportunities and Challenges

Development of Palliative and Home Care Strategic Framework in
Jordan - A Demonstration Project

Shamieh 0., Harding R.2, Mansour A.3, Abdelrazeq H.%, Al-Tarawneh
M.5, Al Tabba’ A.%, Payne S.°

1King Hussein Cancer Center, Palliative Care, Amman, Jordan, 2Kings
College London, London, United Kingdom, 3King Hussein Cancer
Center, Director General, Amman, Jordan, *King Hussein Cancer Center,
Amman, Jordan, SHigh Health Council, Secretary General, Amman,
Jordan, SLancaster Univeristy, Lancaster, United Kingdom Presenting
author email address: oshamieh@khcc.jo

Introduction: Palliative care in Jordan is better developed compared to
most of Middle Eastern countries but still lagging behind western coun-
tries. Currently, palliative care is only accessible to a small portion of
cancer patients, mainly at King Hussein Cancer Centre, in Amman, the
capital city of Jordan. It is estimated that more than 70% of cancer
patients who died in Jordan in 2016 did not have access to palliative
care. A national palliative care strategic framework is needed to advance
palliative care development.

Objectives: To describe the development of the national palliative and
home care strategic framework in Jordan.

Methods: A systematic content analysis of palliative care needs in
Jordan, SWOT analysis and multistage consensus procedure and national
and international expert consultations were used to develop and revise
the national strategic framework in Jordan

Results: A detailed content analysis of needs was completed. The devel-
opment of the strategic framework involved multiple steps, the first
draft was developed using the WHO framework by the national Palliative
care committee, the draft was then revised by international experts. To
reach a consensus, the second draft was revised in a national strategic
multidisciplinary workshop of multi stakeholder experts. The final ver-
sion was approved by the national and the international experts. The
final framework contains 6 domains; policy, finance, capacity building/
workforce development, service delivery, Opioids/ Essential Medications,
and information/research/monitoring and evaluation

Conclusions: The multistage process of development and the involve-
ment of key stakeholders led to significant revision of the framework and
was successful in reaching a national consensus. The strategic frame-
work was endorsed by the Minister of Health of health in late 2017 and
was officially launched on April 2018.

PS 17 Developments in Global Palliative Care Policy and

Strategy: Opportunities and Challenges

Using Palliative Care Providers to Support National Health Policy:
South African Hospices Providing Essential Government Services
Gwyther L.2?

1University of Cape Town, Family Medicine, Cape Town, South Africa,
2Hospice Palliative Care Association of South Africa, Cape Town, South
Africa Presenting author email address: liz@hpca.co.za

The development of the South African National Policy Framework and
Strategy for Palliative Care has been a long journey with strong support
from hospices and from the Hospice Palliative Care Association(HPCA).
As in many countries, palliative care was first provided to patients and
families requiring this care in the non-governmental sector. The work of
hospices, providing compassionate care to patients and families with
life-threatening and life-limiting illnesses received recognition by the
communities they served, the government and funders. Hospices have
been providing this essential health service for over 30 years. SA
Department of Health now recognise care as part of Universal health
Coverage and include palliative care in the planned National health
Insurance. HPCA have an active advocacy role in increasing the reach of
palliative care working closely with departments of health. Thus, South
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Africa was primed to comment on and to co-sponsor the World health
Assembly resolution 67.19 on palliative care. Recognising the responsi-
bility to enact the recommendations of the WHA resolution,Tte Minister
of Health appointed a steering committee for palliative care - chaired by
a high-level official the MEC for Health in Kwa-Zulu Natal. The national
steering committee has members from the National Department of
Health, from HPCA, from professional councils and academic palliative
care groups. There are 7 task teams each allocated to address a specific
WHA recommendation and the first success has been the development
of the National Policy Framework and Strategy for Palliative Care which
was approved by the National Health Council in April 2017. However,
there is no budget; so the Funding Task Team led by the department of
health has failed in its task! This presentation will explore the steps taken
to implement the policy and the importance of developing champions to
drive the process both at poly level and on the ground.

PS 17 Developments in Global Palliative Care Policy and
Strategy: Opportunities and Challenges

Generating Relevant Evidence to Inform Local Policy & Strategy:
Examples from Global Health Research and Capacity Building
Harding R.

King’s College London / Cicely Saunders Institute, London, United
Kingdom

Aim: Research to improve access to palliative care in low and middle
income countries (LMIC) requires strategic planning and sustained part-
nerships. We present achievements and challenges from global health
palliative care research in building capacity and impact.

Methods: The design and conduct of timely and robust primary research
in LMIC is driving both capacity building (apprenticeships in research
methods and study delivery, academic fellowships, postgraduate degrees,
local mentorship cascades) and driving impact (dissemination activities,
advocacy partnerships, implementation and quality improvement).
Results: Research partnership guidelines underpin sustained, productive
programmes. Outcome measurement research (as an exemplar) recruited
the first African palliative care research nurses, generated publications
with co-authorship, informed locally-led quality improvement strategies,
embedded measurement within standards and guidance, and enabled
both cohort and RCT studies. This led to post-graduate degrees, and men-
tored studies led by LMIC PI’s, and to mhealth technology pilot studies.
Capacity-building grants with post-docs are adapting measurement to
conflict settings, while advances in paediatric measurement led from
Africa are informing studies in high income settings. A number of chal-
lenges persist. While the increasing number of PhDs from LMIC is encour-
aging, post-doc career pathways are few. Grant funds from within LMIC
are rare, and more co-Pls from LMIC must lead applications to high
income funders. Paediatric research remains relatively poorly funded,
and RCTs are rare. The body of evidence is small compared to the increas-
ing need for palliative care and to competing health fields in LMIC.
Conclusion: Growth of individual researchers, and engagement with
NGOs and advocacy bodies who lobby for evidence into policy, are cru-
cial. Research partnerships are mutually beneficial, bringing methodo-
logical innovation and two-way learning.

PS 18 What is New about Palliative Management of

Breathlessness in People with Heart Failure

Different Types of Breathlessness in People with Heart Failure
Sobanski P.,

EAPC Task Force on Palliative Care for People with Heart Disease Spital
Schwyz, Department of Internal Disease, Palliative Care Ward and
Competence Centre, Schwyz, Switzerland

Breathlessness is a universal complaint among people living with heart
failure (HF). In less advanced stages of HF, it is only precipitated by

exercise, which exceeds ordinary levels. As the severity of HF progress,
the capacity for exercise decreases and the threshold of exercise evoking
breathlessness drops down. In the end stages of HF, those affected expe-
rience breathlessness after slight exercise or even at rest. Up to 90% of
people living with advanced HF report experiencing breathlessness,
which limits their basic activities of daily living, sometimes reducing
them to the very minimum. Breathlessness evoked by heavy exercise
and that which is present at rest are different entities, in respect of dif-
ferent initiating stimuli, signal transmission and processing, as well as
their perception. As a consequence, various pathways, neurotransmit-
ters and receptors might be involved. When interpreting the results of
research investigating therapeutic interventions and tailoring their man-
agement, the potential differences should be acknowledged.
Breathlessness, which persists despite optimal causative management,
should be considered as refractory and result in the initiation of effective
symptomatic, palliative treatment, optimally together with the adjust-
ment of disease specific medication. The participating factors or disease
aggravating or evoking breathlessness should be actively sought, as in as
many as 50% of people with an obvious, well-known disease usually
causing breathlessness (such as advanced HF) additional conditions
(both extracardiac and cardiac) can be identified. They should be specifi-
cally managed if possible and if appropriate. If this is not the case, or if
this causative treatment is not effective enough to alleviate the suffer-
ing, palliative treatment must be employed. Different types of breath-
lessness related to HF or commonly coexisting with HF and the tools to
assess breathlessness will be addressed.

PS 18 What is New about Palliative Management of
Breathlessness in People with Heart Failure

Non-medical Management of Breathlessness in Heart Failure
Fettes L.

Cicely Saunders Institute of Palliative Care, Policy & Rehabilitation,
Florence Nightingale Faculty of Nursing, Midwifery & Palliative Care,
King’s College London, London, United Kingdom

People living with heart failure have a high symptom burden, with
breathlessness being consistently rated as one of the most distressing
symptoms. People with heart failure frequently experience both epi-
sodic and continuous breathlessness, with episodes triggered by activity,
position changes or anxiety, as well as episodes with no obvious cause.
This can be a difficult symptom to manage pharmacologically, with lim-
ited options available to clinicians.

Increasingly, research is demonstrating the benefits of non-pharmaco-
logical management of breathlessness in those with a range of advanced
diseases, including heart failure. This has been found to be particularly
beneficial when delivered as a complex, multi-disciplinary intervention
and has been shown to improve self-awareness of the symptom and self-
efficacy, thereby improving quality of life.

This lecture will discuss the latest research on non-pharmacological
breathlessness management and outline current best practice in this
field. It will provide information directly applicable to clinical practice
including practical ideas for managing symptoms.

PS 18 What is New about Palliative Management of
Breathlessness in People with Heart Failure

Medical Management of Breathlessness in Heart Failure
Currow D.

University of Technology Sydney, Sydney, Australia

In 2017, an international Delphi process defined a clinical syndrome of
chronic breathlessness. This is an important step forward for people
where the underlying causes optimally treated and, despite this, the per-
son continues to experience disability. In terms of the modified Medical
Research Council (mMRC) breathlessness scale, these people will be
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short of breath when walking along the flat at their own pace requiring
them to stop every 100 metres or breathlessness enough to be house-
bound or breathless getting dressed or undressed. These are significant
levels of disability that effect people with chronic heart failure numbers
across our communities.

Chronic breathlessness is systematically under-recognised and, when
recognised, under-treated. The recognition of chronic breathlessness is
a responsibility of every health professional. Better recognition and
clinical response would help to relieve avoidable suffering in our
communities.

Whatever the underlying aetiology for the cardiac failure, a prevalent
end point is chronic breathlessness. When the underlying cause(s) is
optimally treated, the residual breathlessness needs to be treated
symptomatically.

The clinical expectation is to reduce the impact of that breathlessness on
a person’s day to day life. It appears that worst breathlessness is the
target that will most benefit patients. Non-pharmacological interven-
tions such as oxygen have not been shown to significantly reduce chronic
breathlessness. Regular, low dose, systemic opioids have a role, with
most evidence in studies of morphine. Having said this, there is a ques-
tions as to whether a) there is a class effect of opioids; and b) fluctua-
tions in renal function are more limiting for use of morphine in heart
failure.

PS 19 What is the Impact of Assisted Dying on Health Care
Professionals Working in Palliative Care?

What Is the Experience of Assisted Dying for Dutch

Healthcare Professionals Working in a Hospice or Chronic Disease
Care Centre?

Lewis D.A.

Post Graduate Lancaster University, Faculty of Health and Medicine,
Lancaster, United Kingdom Presenting author email address:
deborahann.lewis@btinternet.com

Background: Assisted dying is a contemporary issue with worldwide
interest with debate often focused on the right-to-die. Thus far compre-
hensive consideration of the experience of healthcare professionals has
been lacking.

Aim: The aim of this study was to explore and gain a deeper understand-
ing of the assisted dying experience for Dutch healthcare professionals
who have the longest experience of permissive legislation.

Methods: This research utilised a constructivist qualitative approach,
with thematic analysis, to analyse the care experience of 21 physicians,
nurses and therapists working in a Dutch hospice or chronic disease care
centre.

Findings: All professional groups received requests for assisted death.
Large numbers of requests were heard at the hospice where half of
admitted patients wanted to discuss the option. This could be onerous
for professionals with a conscientious objection. All requests required an
assessment of seriousness, exploration of patient fears, observation of
psychological status and possible coercion. Opening up dialogue, opti-
mising palliative care and resolving practical care issues were priorities.
Applying such measures resolved the majority of requests and, in
chronic disease, also delayed assisted deaths.

Care continuity was valued, but such deaths were challenging and per-
ceived as not normal. The administration of lethal drugs and post-death
case scrutiny were stressful for physicians. Post-death debriefing and
psychological support was valued, but adjustment to such deaths took
time. Some physicians required a recovery period before considering
new requests rising equality and equity issues.

The involvement of nurses and therapists including previously unre-
ported activities safeguarded patients. Assisted dying was perceived as
significantly increasing workload, but this was not resented. Support for
the provision of assisted dying was overwhelming, but this was unquali-
fied in only a third of the participants.

PS 19 What is the Impact of Assisted Dying on Health Care
Professionals Working in Palliative Care?

Hospice Professionals’ Experiences of the Death with Dignity Act in
Washington State

Gerson S.M.%, Grinyer A.2, Bingley A.?

University of Glasgow, School of Interdisciplinary Studies, Dumfries,
United Kingdom, 2Lancaster University, Division of Health Research,
Lancaster, United Kingdom Presenting author email address: sheri.
gerson@glasgow.ac.uk

Background: Several jurisdictions around the world have passed laws
that allow a physician, or, in some areas, a nurse practitioner to legally
prescribe life- ending medications to individuals faced with a serious ill-
ness. There are some individuals receiving hospice services that also die
by suicide without legal lethal means.

Aim: The aim of this study is to understand hospice professionals’ expe-
riences with home hospice patients who have died by suicide or has-
tened death utilising the Death with Dignity Act.

Methods: This qualitative study undertaken in Washington State, where
the Death with Dignity Act was implemented in 2009, investigates home
hospice professionals’ experiences with patients who died by suicide or
utilised the Death with Dignity Act. Data were collected in 2015 through
in-depth, semi-structured interviews with seven nurses, seven social
workers, four physicians, and three chaplains.

Results: Analysis of these data indicates participants’ interpretation of
suicide is blurry but there are some patients receiving home hospice
services who die by suicide because they are not eligible for, have no
knowledge of, or lack access to the option of medical aid in dying.
Participants in this study work with patients who utilise medical aid in
dying despite dilemmas related to personal values, or organisational
policies that conflict with the principle of non-abandonment. Many
deaths by suicide may be interpreted as rational but a perceived taboo
about suicide limits open conversations among professionals and
within organisations.

Conclusion: Culture, location, socioeconomic disparities, and organisa-
tional policy impact how patients perceive, accept, or afford medical aid
in dying in Washington State. Palliative care professionals working in the
home setting need open communication within teams and training
about assessing patients at risk of suicide and those who seek to utilise
medical aid in dying.

PS 19 What is the Impact of Assisted Dying on Health Care
Professionals Working in Palliative Care?

Palliative Care Physicians’ Experiences of the Swiss Model of Assisted
Suicide

Gamondi C.22, Borasio G.D.3, Oliver P4, Preston N.5, Payne S.°
10ncology Institute of Southern Switzerland, Palliative Care, Bellinzona,
Switzerland, 2Palliative and Supportive Care Service, Lausanne
University Hospital, Lausanne, Switzerland, 3Palliative and Supportive
Care Service, Lausanne University Hospital, Service de Soins Palliatifs,
Lausanne, Switzerland, *Pam Oliver Ltd, Research and Evaluation,
Waiheke Island, New Zealand, ®International Observatory on End of Life
Care, Lancaster University, Faculty of Health and Medicine, Lancaster,
United Kingdom

Background: In Switzerland euthanasia is not permitted, but assisted sui-
cide is permitted. If the assistance has no selfish motivations, those pro-
viding it are not prosecuted. There is no federal law regulating assisted
suicide provision in Switzerland, although two cantons have enacted leg-
islation regulating assisted suicide in public institutions. Switzerland con-
stitutes a unique “civil model”. Assisted suicide mainly occurs at the
patient’s home with the assistance of right to die associations. The right-
to-die associations assess the patient’s medical documentation for eligi-
bility, determine their mental capacity, can refer to a physician to obtain
a prescription for the lethal drug, and offer the support of a volunteer to
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assist the patient during this process. The assigned volunteer evaluates
the patient’s metal capacity prior to ingestion.

Aims: To investigate their perspectives and involvement in assisted sui-
cide practice.

Methods: Twenty-three palliative care physicians were interviewed; the-
matic analysis was used.

Results: It emerged that they receive assisted suicide requests regularly
and tended to follow a common pattern in responding to them. They
tend to set and communicate early on boundaries on their level of will-
ingness to support a patient’s assisted suicide request. They also play an
active role in the decision-making process by exploring patients’ rea-
sons, offering alternatives, and discussing assisted suicide risks. In con-
clusion. Participants had received little training on responding to assisted
suicide requests.

Conclusion: The Swiss civil model of assisted suicide permits palliative
care physicians to develop individualised roles which reflect each practi-
tioner’s personal, ethical and professional belief systems and their
responses seemed to be largely shaped by personal values and experi-
ences. Responding to assisted suicide requests remains a difficult task
for Swiss palliative care physicians

PS 20 Using Big Data to Improve End-of-Life Care: Opportunities
and Challenges

Using Big Data to Study End-Of-Life Care: Opportunities and
Challenges

Onwuteaka-Philipsen B.

Amsterdam UMC, Location VUmc, Dept. of Public and Occupational
Health, Amsterdam, Netherlands

Aim: Big data (‘big’ with regard to the four Vs: volume, variety, velocity
and veracity) provide opportunities for researchers, clinicians and policy
makers for measuring and comparing actual health care practice during
the last years, months, weeks and days of life. Aim of this first presenta-
tion of the session on the use of ‘big data’ in palliative care research is to
give an overview of the possibilities of this type of research with a focus
on discussing the opportunities these studies can bring and the chal-
lenges that need consideration when using or interpreting this type of
research.

Opportunities: Several opportunities will be discussed. That it concerns
routinely collected data is related to several opportunities, for instance
that no costly data collection is needed, that patient’s and caregivers are
not burdened by the data collection. In addition it means that sampling
errors, selection bias and recall bias are avoided. Other opportunities
stem from the possibility to use innovative methodologies or analyses,
such as the use of machine learning or algorithms for prediction
Challenges: That the data used are routinely collected also brings chal-
lenges. For instance with regard to the suitability of the data for research.
Another challenge is that palliative care is recorded and, hence, can be
recognized in databases can differ. This is especially challenging in inter-
national comparative research. ‘Hindsight knowledge’ and controlling
for confounding are methodological challenges, especially in - the until
now most frequently used - mortality follow back designs. Finally there
are also ethical challenges e.g. related to consent for secondary data
analyses or the use of algorithms.

In conclusion: It will be argued that the opportunities outweigh the chal-
lenges if the latter are considered and solved or taken into account in
interpretation. The EAPC task force ‘Big Data in end-of-life care research’
aims at supporting this.

PS 20 Using Big Data to Improve End-of-Life Care: Opportunities

and Challenges

Evaluating the Impact of Palliative Home Care on Outcomes and Costs
of Care Using Routinely Collected Data

Cohen J.

Vrije Universiteit Brussel, End-of-life Care Research Group, Brussel,
Belgium

Background: Big data can provide evidence about effectiveness of inter-
ventions at the end of life that is difficult to provide via clinical studies.
For instance, because palliative home care is -in many countries- a
patient right, it is impossible to conduct a randomized controlled trial
(RCT) allocating a group to receiving palliative home care and withhold-
ing such care to a control group.

Aim: This presentation evaluates the impact of palliative home care on
the quality of care and costs at the end of life using a propensity score
matching technique.

Methods: A matched retrospective cohort study was conducted using
individual health claims data from all people who died in Belgium in
2012 (N=107,847), linked to information from several other population-
level databases. 8837 people who received palliative home care support
(exposed group) were matched to 8837 people who received usual care
(unexposed) based on the propensity to receive palliative home care as
estimated by a number of pre-exposure characteristics (e.g. diagnosis,
comorbidities, care dependency, prior health care use intensity, socio-
demographics). Outcomes concern previously validated indicators of
appropriateness and inappropriateness of end-of-life care and total
inpatient and outpatient health care costs in the last 14 days of life (post-
exposure period).

Results: Palliative home care (exposed vs control group) resulted in a
larger likelihood of a home death (56% vs. 14%) and a higher average of
family physician contacts (3.1 vs. 0.8), a lower risk of hospital admission
(27% vs 61%), intensive care unit admission (18% vs 40%), emergency
department admission (15% vs 28%) and lower total average costs of
care in the last 14 days of life (€3081 vs. €4698).

Conclusion: This presentation illustrates how big data that simulate the
controlled circumstances of an RCT as much as possible are a good
opportunity to provide the best possible evidence about the impact of
palliative home care on quality and costs of care.

PS 20 Using Big Data to Improve End-of-Life Care: Opportunities

and Challenges

Healthcare Utilization Near the End of Life: What Can We Learn from
Big Data?

Morin L.

Karolinska Institutet, Stockholm, Sweden

Routinely collected clinical and administrative data are increasing in
volume and improving in quality. This opens many opportunities for
palliative care research, especially for describing and evaluating the
effectiveness of healthcare services provided to people near the end of
life.

During this presentation, we will discuss some of the opportunities and
challenges related to the availability of ‘big data’ for studying healthcare
utilization at the end of life.

We will take advantage of high-quality registers with national cover-
age in Sweden to illustrate with concrete examples how this type of
data can be used to answer different research questions, by applying
different study designs to investigate different outcomes in different
populations.

The presentation will be highly interactive. After a short introduction,
the audience will be asked to make decisions regarding the research
question, the study design, the definition of the study population, and
the statistical models. Data will be analysed in real-time based on the
choices made by the participants, and the results will serve as a
springboard for discussing the methodological caveats of this type of
studies.

In conclusion, we will highlight the current knowledge gaps that could be
filled by using ‘big data’ and we will make simple recommendations for
ensuring the validity and the transparency of future studies.
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MEO1 Time to Change? Current Practices in Delirium Care

Time to Change? Current Practices in Delirium Care

Agar M.%, Bush S.2

1University of Technology Sydney, IMPACCT, Sydney, Australia,
2University of Ottawa, Department of Medicine, Ottawa, ON, Canada
Presenting author email address: meera.agar@uts.edu.au

Delirium is a highly prevalent and distressing clinical syndrome in palliative
care. Delirium is universally under-detected and poorly managed, in a wide
range of health care settings including palliative care. Improvements in
delirium care require attention to prevention, assessment, management,
and communication with patients and their families. Quality initiatives to
enhance delirium care require an interprofessional approach, underpinned
by policy, evidence-based guidelines and education. Approaches, evidence
and resources developed in other health care settings also need to be
translated to suit palliative care practice. In this session, delegates will have
the opportunity to discuss the individual, service, system and policy level
challenges in delirium practice change, and have the opportunity to learnin
more detail about frameworks, guideline development and international
initiatives that enable quality delirium care in the palliative care setting,
and consider how these can be applied in their practice context. This ses-
sion is led by two experienced delirium researchers and advocates for
improved delirium care in the palliative care setting; through their leader-
ship of the 2018 Delirium in Adult Cancer Patients: ESMO Clinical Practice
Guidelines and European Delirium Association Board Membership respec-
tively. The session will facilitate an interactive discussion around the key
clinical challenges faced in palliative care practice and debate what is best
practice in relation to screening for delirium, prevention, non-pharmaco-
logical care, pharmacological approaches and support for carers. Delirium
care is an interdisciplinary enterprise; the session will consider how we can
best engage our teams in delirium care, improve communication about
delirium and feel supported when witnessing delirium in our patients dis-
tresses us.

ME 2 Palliative Care and the Homeless Population: Challenges,
Solutions and Lessons from Others

Palliative Care and the Homeless Population: Challenges, Solutions
and Lessons from Others

Conneely A.%?, Shulman C34>

1Academic Department of Palliative Medicine, Our Lady’s Hospice &
Care Services, Dublin, Ireland, 2St Francis Hospice, Dublin, Ireland,
3Marie Curie Research Department, University College London, London,
United Kingdom, “Pathway Charity, London, United Kingdom, °King’s
Health Partnership, London, United Kingdom Presenting author email
address: aoibheann.conneely@gmail.com

People experiencing homelessness often have very poor health and a
higher risk of death than the housed population. Average age of death is
in their 40’s and standardised mortality rates 8 and 12 times higher than
housed populations. They often present with a combination of severe
physical and mental health difficulties, complicated by substance misuse
(trimorbidity). Trimorbidity, lack of stable accommodation and lack of
family to provide informal care make delivery of palliative care challeng-
ing. Delegates will be encouraged to think about the homeless popula-
tion as not just the visible homeless, but as a broader vulnerable
population including the hidden homeless.

In this session two speakers from different professional backgrounds of
palliative medicine and general practice will present. Both work with peo-
ple experiencing homelessness and have conducted research on the
delivery of palliative care to this population. The speakers will discuss the
challenges identified from their research and work. Recommendations,
along with tools and resources, will be presented. The presentation will
also include reference to international research and will draw on

knowledge and experience from other specialties such as public health,
and the emerging field of inclusion medicine.

The health service utilisation by people experiencing homelessness, and
how interactions with staff and services can differ from the housed pop-
ulation, will be discussed. Speakers will challenge current models of
care, and encourage the delegates to think about service delivery from a
different perspective.

This session aims to encourage delegates to think about their own local
palliative care services and what initiatives could be undertaken to
address the palliative care needs of this marginalised population.

ME 3 Maximising Global Impact in Palliative Care: Achieving
Effective Knowledge Transfer and Exchange

Maximising Global Impact in Palliative Care: Achieving Effective
Knowledge Transfer and Exchange

Guerin S.22, McKeon M.3, Kernohan G.#

University College Dublin, Dublin, Ireland, 2AlIHPC Palliative Care
Research Network, Dublin, Ireland, 3All Ireland Institute of Hospice and
Palliative Care, Dublin, Ireland, “Ulster Univerisiity, Newtownabbey,
United Kingdom

Knowledge transfer and exchange refers to the process by which
researchers work to engage with policy and practice settings to maxim-
ise the likelihood that evidence-based knowledge may be positioned to
inform practice. This has been identified as a challenge in many areas of
health services research, including palliative care. In a global research
context this challenge can be increased due to inequalities in access to
traditional dissemination products, such as peer-reviewed journals and
professional conferences. There is a need to consider how to promote
effective knowledge transfer and exchange in a global community. The
aim of this session is to support health care professionals, researchers
and those interested in ensuring that evidence-based palliative care
knowledge reaches its beneficiaries. Central to the session is a peer
reviewed evidence-based knowledge transfer and exchange model
“EMTReK”. EMTReK - the Evidence-based Model for the Transfer and
exchange of Research Knowledge was developed based on a systematic
review of models relating to knowledge transfer in health services
research. EMTReK encourages researchers to consider the multiple mes-
sages from research that may be relevant to different audiences at dif-
ferent stages of the research process. By the end of the session it is
hoped that delegates will be able to (i) identify challenges around
achieving effective sharing of palliative care knowledge to ensure access
for all; (ii) apply the key components of EMTReK to their dissemination
activity; (iii) develop an effective dissemination plan for palliative care
knowledge; (iv) recognise and use traditional and non-traditional dis-
semination tools and communication channels; and (v) understand the
importance of continuous evaluation during the dissemination process
and develop an evaluation plan alongside these activities.

ME 4 How to Develop an Academic Palliative Care Network

How to Develop an Academic Palliative Care Network - a French-
German-Swiss Experience

Borasio G.D.%, Aubry R.?

ICHUV, University of Lausanne, Service de Soins Palliatifs et de Support,
Lausanne, Switzerland, 2CHU Besangon, Département Douleur et Soins
Palliatifs, Besangon, France

Looking at historical precedents, the establishment of a strong academic
presence of palliative care (including but not limited to physicians) will
most likely be a decisive factor in the development, and even survival, of
the discipline. The presenters have contributed to the creation of net-
works of multidisciplinary palliative care professorships, with both pri-
vate and public funding, in France (R.A., 10 professorships), as well as
Germany and Switzerland (G.D.B., 4 and 3 professorships, respectively).
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We would like to share our experiences, including opportunities and pit-
falls, strategies that worked and those that didn’t, in order to support
colleagues around the world who share the same goal, in the face of
sometimes challenging academic environments. We hope that our expe-
riences may motivate and help the delegates in developing strategies
aimed at improving the academic standing of palliative care in their
respective countries through the creation of university positions and the
establishment of academic networks.

ME 5 How to Integrate Palliative Care and Pain Relief in Primary
Health Care?

How Should Palliative Care Be Integrated into Primary Health Care?
Krakauer E.

Harvard Medical School, Boston, MA, United States

WHO recommends a stepwise approach to integrating palliative care
into health services in general, and into primary care in particular, in a
cost-effective manner, to reach all those in need. This strategy includes:

e updating existing policies on palliative care and creating new
ones where none exist;

e assuring safe accessibility of essential palliative medicines,
including oral fast-acting morphine;

e initiating required training in palliative care for all clinicians who
treat people with palliative care needs, including training in
basic palliative care for all primary care workers;

e implementing palliative care services that are integrated into all
health care systems at all levels, including palliative home care
as part of primary care.

In settings where primary care is underdeveloped, primary care and pal-
liative care can be developed and expanded at the same time. The same
infrastructure and human resources that provide primary care both can
and should provide basic palliative care; similarly, efforts to implement
community-based palliative care both can and should strengthen pri-
mary care.

WHO recommends an essential package of palliative care for primary
health care (EP PHC) that is designed to assist health care and primary
care policy-makers, planners, implementers and managers to integrate
palliative care into community-oriented primary care. The EP PHC is the
minimum package that should be accessible in primary care clinics, and
it is designed to address the palliative care needs of both adults and
children. The package comprises:

o safe, effective, inexpensive, off-patent and widely available
medicines;

e simple and inexpensive equipment;

e  Dbasic intersectoral social supports; and

e human resources needed to apply each element of the EP PHC
effectively and safely.

ME 6 Enhancing Transparency in Systematic Reviews of

Qualitative Literature: a Practical Approach

Enhancing Transparency in Systematic Reviews of Qualitative
Literature: A Practical Approach

Preston N.., Kars M.2

1Lancaster University, International Observatory on End of Life Care,
Lancaster, United Kingdom, 2University Medical Center Utrecht,
Medical Humanities/Nursing Science, Utrecht, Netherlands Presenting
author email address: n.j.preston@lancaster.ac.uk

The benefits of conducting systematic reviews of research about inter-
ventions are well known. There are clear methods to conduct systematic
reviews of research findings related to effects of interventions. A great

deal of research, particularly in palliative care, is qualitative where expe-
riences are explored. How do you synthesis findings from this research,
which may cover a range of qualitative methods and where authors pre-
sent their research findings in varying levels of detail? While systematic
review methods to synthesise qualitative data are developing, there is
less consensus on how to synthesise findings in these reviews. Even
when applying these methods, challenges are encountered due to the
heterogeneity of palliative care in practice, the often explorative charac-
ter of review questions and poorly defined keywords and concepts in the
databases.

This session aims to highlight the range of methods to conduct system-
atic reviews of qualitative research studies including but not exclusively
narrative synthesis, integrative reviews, thematic synthesis and realist
reviews. These will be used as exemplars to consider how these system-
atic review methods can be applied and will help you to decide which
review method to use. In part, these choices will be based upon the
design of the included research studies but also your underlying episte-
mology. We draw attention to a newly developed approach that focuses
your search to ensure relevant studies are captured. We will cover
whether the different review methods need a comprehensive search, or
are you looking for data saturation? We question which tools incorpo-
rate theory and which critical appraisal tools are available. We conclude
with an overview of reporting guidelines.

ME 7 The Role of Social Work in Supporting the LGBT

Community

Meet the Expert

Firth P.1, Marshall S.2

lIndependent Consultant, St. Albans, United Kingdom, 2Kings College
Hospital NHS Foundation Trust, London, United Kingdom Presenting
author email address: p.firth97@btinternet.com

Aims: Palliative Care Social Workers make an important contribution
working with LGBT people, but more knowledge is needed.

Whilst focussing upon the needs of the lesbian, gay, bisexual and trans
(LGBT) community at the end-of-life and in bereavement, this session
will also explore the contribution of social workers within multi-discipli-
nary palliative care teams. The Chairs and facilitators, two experienced
palliative care social workers, will be joined by an experienced researcher
katherine Bristowe whose work focuses on LGBT palliative care and
bereavement.

Method: The session will begin with brief presentations around the
unique palliative care needs of the LGBT community and the role social
workers can play when working with this cohort. Recent research find-
ings will be shared. Small group discussion will also focus on some case
studies and how LGBT needs in palliative care can be taken forward on
an international level

Conclusion: It is hoped that the session will attract clinicians from all
disciplines with an interest in this area and we encourage newly
appointed and attending palliative care social workers to join us to meet
task force members. The facilitators are active researchers who hope to
encourage other social workers to undertake research exploring psycho-
social issues in palliative care, as well as research focussed upon the
needs of marginalised groups.

Group work will be facilitated by EAPC Palliative Care Social Work Task
Force.It is an opportunity to extend our knowledge and work in this area.

ME 8 Delivering Bereavement Care in Palliative Care: Can this

Be Provided by Volunteers or is it the Remit of Professionals?
Evidence or Opinion?

Delivering Bereavement Care in Palliative Care: Can This Be Provided
by Volunteers or Is It the Remit of Professionals? Evidence or
Opinion?

Relf M.%, Scott R.?
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1Sir Michael Sobell House, Bereavement Service, Oxford, United
Kingdom, 2University of Dundee, Dundee, United Kingdom Presenting
author email address: smsh.bereavement@ouh.nhs.uk

Through discussion participants from different settings and countries
will be challenged to consider different ways that bereavement sup-
port may be offered and to examine policy and service implications. In
some countries there is a strong tradition of volunteering and volun-
teers play a major role in delivering bereavement care both in hospices
and in the wider field. Without volunteers few people would have
access to support. In other countries the involvement of volunteers is
controversial and bereavement care is delivered by professionals. Dr
Marilyn Relf is a pioneer in the development of palliative care bereave-
ment services. She has been involved in research, service manage-
ment, education and supervision as well as clinical work. Dr Ros Scott
has researched the involvement of volunteers in hospices and com-
munity services and has a wealth of experience in the field. Together
they will lead a discussion about the advantages and limitations of
involving volunteers in bereavement care and the structures that need
to be in place to ensure quality services are delivered to meet a wide
range of needs.

ME 10 Managing Substance Use Disorder Treatment at the End

of Life

Managing Substance Use Disorder Treatment at the End of Life
McPherson M.L.., Gourlay D.?

tUniversity of Maryland Baltimore, Pharmacy Practice and Science,
Baltimore, MD, United States, 2Private Practice, Toronto, Ontario, ON,
Canada

Substance use disorder and the opioid epidemic has added a new layer
of complexity in patient care today. To be certain, it has made the man-
agement of acute and chronic pain far more complicated, and patients
routinely do not get effective pain relief. What is the responsibility of
the hospice or palliative care team when a patient has substance use
disorder? This brings up a variety of ethical, psychosocial, and clinical
management issues such as “Should we treat substance use disorder in
a patient close to the end of life?” “How should we handle opioid ago-
nist therapy in a recovering substance use disorder patient when they
are terminally ill?” “If the patient cannot get to the opioid agonist ther-
apy provider, how does the hospice/palliative care team handle this
clinically, particularly if the patient also has concurrent pain?” Drs.
Gourlay and McPherson are prepared to handle all these questions and
more as we wrestle with “dealing with substance use disorder in
advanced illness.”

ME 12 The Significance of a New Model of Social Capital in
Redressing Inequalities in End of Life Care

Collective Social Capital: A New Model of Social Capital in End-Of-Life
Care

Sallnow L.%, Kellehear A.2

1St Chistopher’s Hospice, University College London, Palliative Care,
London, United Kingdom, 2University of Bradford, Digital Health
Enterprise Zone, Bradford, United Kingdom Presenting author email
address: libby.sallnow@nhs.net

This session will explore and critique the new concept of ‘collective
social capital’. This concept extends current understanding of social
capital to include reciprocal relationships between healthcare organi-
zations and local communities. How this relates to and challenges our
existing understanding of the relationship between communities and
institutions will be explored and the novel perspectives this affords for
the new public health approach and end of life care in general will be
evaluated.

ME 13 New Findings on the Status of Palliative Care Globally

from the 2nd Edition of the WHPCA/WHO Global Atlas of

Palliative Care (2018)

Preliminary Findings on the Status of Palliative Care Globally from the
2nd Edition of the WHPCA/WHO Global Atlas of Palliative Care (2019)
Connor S.%, Varghese C.2

Worldwide Hospice Palliative Care Alliance, London, United Kingdom,
2World Health Organization, Geneva, Switzerland Presenting author
email address: sconnor@thewhpca.org

The second edition of the Global Atlas of Palliative Care, a joint WHPCA/WHO
publication, will be released later in 2019. The original edition published in
2014 was the first Atlas to describe the status of palliative care worldwide
and offered a number of benchmarks for advocacy purposes. These included
a first estimate of the number of adults and children needing palliative care
worldwide, a description of the level of palliative care for all countries using a
six level schema, and a number of measure of barriers including opioid use,
numbers of providers to population, and an estimate of the number of those
receiving palliative care. There was also a description of model programs
globally and the resources available for palliative care development. The sec-
ond edition will compare progress in all these areas over the past 5 years and
will feature some new information. The recent Lancet Commission estimate
of the need for palliative care will be utilized, data from WHQ’s country
capacity surveys will be presented, and some workforce analysis will be
included. Preliminary findings from the New Global Atlas will be shared not-
ing areas of progress and areas needing improvement.

ME 14 National Actions to Facilitate International Visibility and
Networking in Palliative Care

National Actions to Facilitate International Visibility and Networking
in Palliative Care

Silove L., Renard C.

Société Francaise d’Accompagnement et de Soins Palliatifs, Paris,
France

Networking and taking action at an international level is not always easy,
especiallyin a foreign language, demanding time and energy. Coordinating,
implementing and communicating these actions on a national level can be
complex. In 2015, the French national palliative care association, the SFAP,
decided to form a national multidisciplinary working group to address
some these challenges collectively.

We will share our experience of creating our International Relations
Working Group (IRG) and setting it in motion. We will talk about how,
though this joint national venture, we move forward together in a dynamic
and powerful way, how we are inspired from abroad, and the impact of
our work. We will also discuss the barriers and unexpected opportunities
we have encountered and what adjustments we have made along the way.
Collaborating in this way is exciting and stimulating, and it is a pleasure
to work with a group of motivated colleagues. Our model is an evolving
one, we are learning on the way and readjust as required. It is one that
can be replicated, but also adapted to different cultures. On a practical
level we will be offering support and working with participants who are
interested in setting up a similar initiative in their own countries.

We hope that delegates will leave with an understanding of why and
how we formed the IRG, and how we work. We hope they will be inspired
by our initiative and part with ideas, and be motivated, to make changes
in their own countries.

ME 15 What Do the Arts Bring to Palliative Care?

A Creative Response - What Do the Arts Bring to End of Life Care?
Hartley N.%, Filbert M.?

IMountbatten, Newport, United Kingdom, 2Institut de Cancérologie
des HC, Lyon, France Presenting author email address: nigel.hartley@
mountbatten.org.uk
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An overview of the literature and research re the development of the
arts as used in end of Life Care. Also there will be an emphasis on the
benefits that artists bring to senior clinical and management roles in pal-
liative care, focusing on the benefits of when artists become leaders and
how the professional discipline of a leader in End of Life Care can bring
something unique and powerful to strategic thinking and development.
Goodhead A & Hartley N 2018 Spirituality in Hospice Care Publ. Jessica
Kingsely publications

Hartley N. 2013 "End of life Care - A guide for Artists, Therapists and Arts
Therapists Publ. Jessica Kingsley Publications, London

Hartley N & Payne M 2008 "the Creative Arts in Palliative Care Publ. jes-
sica Kingsely publications, London

ME 16 Practical Aspects of Spirituality

Recognising and Exploring Spiritual Issues into Daily Palliative Care
Practice

Engels .1, Boyd K.2, van de Geer J.3

1Radboud University Medical Center, Anesthesiology, Pain, Palliative
Medicine, Nijmegen, Netherlands, 2University of Edinburgh,
Anesthesiology, Pain and Palliative Medicine, Edinburgh, Netherlands,
3Agora, Bunnik, Netherlands Presenting author email address: yvonne.
engels@radboudumc.nl

Background: People living with a progressive, life limiting illness, their
family members and close friends are all confronted with spiritual issues
as they try to find meaning and retain hope. The WHO definition of pal-
liative care says that spiritual care should be proactively integrated into
daily palliative care. However, many clinicians (GPs, hospital specialists,
nurses, and other health and care professionals have had little training in
how to recognise or explore existential issues.

During this meet the expert session, we will invite two members of the
EAPC taskforce on spiritual care to give a short presentation where they
share the way they integrate active exploration of spiritual issues into daily
palliative care. The first, Dr Joep van de Geer (the Netherlands) is currently
leading a nationwide initiative of the Ministry of Health to increase spirit-
ual care in primary care. He worked as a chaplain in a hospital and did his
PhD on “Learning spiritual care in Dutch hospitals”. He was also member
of the Dutch committee on spiritual care, which recently released updated
Guidelines aimed at health care professionals.

After both presentations, we will have a discussion with the audience.

Free Communications

FC 1 Older People: Dementia and Frailty Near the End of Life
Frequent Emergency Department Attendance among Older People in
the Last Three Months of Life and Associated Factors

Bone A.E.L, Evans C.J.%2, Henson L.A.Y, Gao W.%, Higginson I.J.1

1Cicely Saunders Institute of Palliative Care, Policy and Rehabilitation,
King’s College London, London, United Kingdom, 2Sussex Community
NHS Foundation Trust, Brighton, United Kingdom

Background: Frequent visits to the emergency department (ED) towards
the end of life disrupt care continuity and are contrary to most peoples’
preferences for home-based care. We aimed to determine factors asso-
ciated with frequent (3+) ED attendances for older people in the last
three months of life.

Methods: Mortality follow-back survey investigating healthcare at the
end of life using pooled data from two studies in rural and urban areas of
England. Respondents were the next of kin of people aged 65+ who
died four to ten months previously. We used multivariable modified
Poisson regression to examine factors associated with 3+ ED visits in the
last three months of life.

Results: Of the 688 respondents, most were sons/daughters (n=416,
60.5%) or spouses (n=150, 21.8%). Mean age at death was 85 years,

36.5% had a primary diagnosis of cancer (n=251), 26.2% cardiovascular
(n=180) and 16.3% respiratory disease (n=112). 12% of decedents (n=80)
experienced 3+ ED visits in the last three months of life, accounting for
43% of all ED visits. In an adjusted model, respiratory disease and 2+
comorbidities were associated with frequent ED attendance (prevalence
ratio (PR) 2.12, 95% ClI 1.21-3.71 (reference cancer); PR 1.81, 95% ClI
1.07-3.06, (ref 0 comorbidities), respectively). Those with 7+ commu-
nity nursing contacts were more likely to have 3+ ED visits (PR 2.65, 95%
Cl 1.49-4.72, ref O contacts). Risk of frequent ED visits was reduced
among those who identified a key health professional (PR 0.58, 95% ClI
0.37-0.88).

Conclusion: Assignment of a key health professional to older people at
increased risk of frequent end of life ED visits, e.g. those with respiratory
disease and/or multiple comorbidities, may reduce repeat ED visits and
improve care quality. Our unexpected finding that greater number of
community nursing contacts is associated with increased risk of frequent
ED visits warrants further investigation.

Funding: Cicely Saunders International;The Atlantic Philanthropies

FCO1 Older People: Dementia and Frailty Near the End of Life

Making Decisions on Behalf of Someone with Dementia at the End of
Life

Davies N.%2, Rait G.%, Sampson E.L.%3

1Department of Primary Care and Population Health, University College
London, London, United Kingdom, 2Marie Curie Palliative Care Research
Department, University College London, Lodnon, United Kingdom,
3Barnet Enfield and Haringey Mental Health Trust Liaison Team, North
Middlesex University Hospital, London, United Kingdom

Background: There are a range of symptoms and challenges at the end
of life which someone with dementia and their family may face. Despite
attempts to increase advance care planning, many people with demen-
tia reach the end of life without a plan. This means decisions are often
left to family caregivers.

Aim: The aims of this study were

1) Explore what significant decisions family caregivers need to
make when caring for someone with dementia at the end of
life;

2) Understand how family caregivers make these decisions. This
will inform the development of a decision aid to support family
caregivers at the end of life.

Methods: Semi-structured interviews were conducted with family car-
egivers (n=16) of someone with dementia at the end of life. Participants
were recruited through general practice, memory services and an online
research register. Interviews were analysed using thematic analysis.
Results: Six main decisions were discussed by caregivers:

1) the best place of care and when was the right time to move;
2) managing agitation;

3) managing nutrition and hydration;

4) how to ensure the person is washed and bathed;

5) how do I know if something is wrong;

6) when to stop treatment or interventions.

These decisions were broken down into a series of stages, with consid-
erations at each stage. Each decision will be presented as a diagram.
Caregivers discussed balancing the impact on their life with the effect on
the person with dementia. Caregivers were often managing difficult
family dynamics with conflicting views, or a lack of input from some
members which impacted their decision making processes.

Conclusion: The findings from this study are informing the development
of a decision aid to support family caregivers of people with dementia at
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the end of life. Caregivers often make a series of decisions which they are
unaware of. This study has highlighted the unconscious decision processes
and considerations caregivers make when making these decisions.

FCO1 Older People: Dementia and Frailty Near the End of Life
Medical Cannabinoids in Patients with Severe Dementia and
Neuropsychiatric Symptoms: A Feasability Study

Pautex S.1, De Saussure C.2, Langlois A.2, Wampfler J.2, Revol A.%3,
Broers B.4

1Rehabilitation and Geriatrics, Division of Palliative Medicine,
Collonge-Bellerive, Switzerland, 2EMS les Tilleuls, Geneva, Switzerland,
3University of Geneva, Geneva, Switzerland, *Division of Primary Care,
Geneva, Switzerland

Most patients with severe dementia will experience neuropsychiatric
symptoms over the course of their disease. Pharmacologic treatment is
challenging, as currently available medications have important draw-
backs concerning the benefit-to-risk ratio. d might therefore serve as an
alternative pharmacologic treatment.

Method: This study was a feasibility study. Patients with severe demen-
tia and neuropsychiatric symptoms refractory to available medications
were recruited in one in long term care facility after informed consent
signed by a proxy. Tincture of Cannabis sativa prepared by a pharmacist
containing 5% THC and CBD was introduced in all patients

Results: 10 patients (79.5 *= 41.1 years) with severe dementia were
included. Initial dosage was 8 drops 3 times/day (approximately 7 mg of
THC / day. Doses were increased in all patients according to the positive
effect, with a maximal dosage of 15 mg of THC / day. Because of mouth
irritation tincture was replaced by oil in all patients. No other side were
noted. Effect of the introduction of treatment at 2 weeks and one month
are summarized at inclusion / 2 weeks/ 1 month

e Cohen-Mansfield Agitation index mean (SD) 74.5 (30.1)/62.2
(17.1)/ 62.3 (22.7)

e Neuropsychaitric Index mean (SD) 71.1 (32.5)/ 53.1 (21.4)/ 43.1
(21.2)

e  Barthel score mean (SD): 13 (19.9)/14.5 (19)/ 9.5 (11.1)

e  Rigidity unified Parkinson disease rating scale mean (SD) 3.4
(0.9)/ 2.7 (0.8)/ 2.2 (0.9)

Conclusion: We could demonstrate that it’s feasible to introduce medi-
cal cannabinoids in patients with severe dementia and neuropsychiatric
symptoms with improvement of the patients and no significant side
effects. The next step s to conduct a randomised study to demonstrate
the efficacy.

FCO1 Older People: Dementia and Frailty Near the End of Life

An Innovative Intervention Using the PARO® Robot for the Manage-
ment of Acute Pain in Advanced Dementia

Demange M., Pino M., Charlieux B., Kerhervé H., Rigaud A.-S.,
Cantegreil-Kallen |I.

Broca Hospital, Assistance Publique-Hopitaux de Paris, Paris, France

Background: Pharmacological intervention is considered a first-line
treatment for pain in persons with advanced dementia (PwAD), in spite
of the known side effects. Research on older adults supports the hypoth-
esis that non-pharmacological interventions, using the distraction
method, have a positive impact on pain modulation (eg music therapy,
audiovisual stimuli). However, to date, little is known on the effect of this
method on acute pain in PwWAD.

Aims: This study examined the effect of the use of a social robot (PARO®),
as a distracting and pleasant stimulus, during painful care situations in
PwAD, as well as its impact on analgesic medication and anxiety related
to care.

Method: A crossover randomized clinical trial was conducted among 53
PwWAD allocated to two groups. One group received a 3-weeks PARO’-
mediated intervention during painful care situations, followed by a
3-weeks control period not involving the robot. The second group
received the same intervention conditions in the opposite order. A
1-week washout period was applied between the two intervention
phases of the study. The use of pain medication was evaluated at base-
line and at the end of each intervention phases. Pain and anxiety were
assessed during painful care with the ALGOPLUS® and the COVY* scales
respectively.

Results: Behavioral manifestations of pain were significantly lower in the
PARO"-mediated intervention period compared to the control period
(p<< .0001). Results also showed a significant positive correlation
between acute pain and anxiety in patients during painful care situa-
tions. Finally, there were no significant differences regarding analgesic
consummation between the robotic intervention and the control
periods.

Conclusion: PARO® robot seems to provide an effective therapeutic
approach, as a complement to the medication, to the needs of pain
management in PwAD.

Source of funding: This research was supported by the Paul Bennetot
Foundation and by the ““Fondation de France”

FCO1 Older People: Dementia and Frailty Near the End of Life

What Is Valued Most in End-of-Life Care for People with Dementia? A
Qualitative Exploration of their Loved Ones’ Experiences

Bolt S.R.%, van der Steen J.T.23, Schols J.M.G.A.L, Zwakhalen S.M.G.2,
Meijers J.M.M.*

1Department of Health Services Research, Maastricht University,
Maastricht, Netherlands, 2Department of Public Health and Primary
Care, Leiden University Medical Center, Leiden, Netherlands,
3Department of Primary and Community Care, Radboud University
Medical Center, Nijmegen, Netherlands

Background: Palliative care for older people with dementia is often sub-
optimal. Understanding the experiences with care of loved ones of peo-
ple with dementia at the end of life may help improve palliative care.
Moreover, loved ones’ experiences may relate to grief. Needs and expe-
riences may differ between nursing home and home settings and thus
require different approaches.

Aims: To investigate loved ones’ experiences with end-of-life care for
people with dementia, and compare experiences between the nursing
home and home setting.

Methods: This qualitative study adopted a critical realist approach. We
conducted semi-structured, in-depth interviews with a purposive, crite-
rion-based sample. We performed thematic analysis using Braun &
Clarke’s paradigm. We interviewed 32 individuals bereaved (in the past
year) of someone with dementia who received nursing home or home
care from one of three collaborating long-term care organizations in the
province of South Limburg in the Netherlands.

Results: Experiences with end-of-life care translated into four themes:
acknowledging human dignity; being recognized as an important car-
egiver; (not) talking about death and dying; making decisions -together.
Overall, a personal approach was valued and positive experiences pre-
vailed. Person-centeredness was sometimes missed in the nursing
home. Loved ones at home took on a more prominent position within
the care team and were more appreciative of their caregiving role com-
pared to the nursing home. End-of-life communication and decision-
making brought forth similar challenges in both settings.

Conclusion/ discussion: Nursing home and home care professionals
should inform and support loved ones in decision-making. Loved ones of
people with dementia at the end of life primarily valued authentic and
compassionate attention from professional caregivers. We suggest that
nursing homes may learn from home care practice to endorse person-
centeredness and establish care relationships.



EAPC Abstracts

31

FCO1 Older People: Dementia and Frailty Near the End of Life

What Are the Palliative Care Needs of Older People with Frailty near
to the End of Life, and Can Primary Care Identify when to Help?
Stow D., Matthews F., Hanratty B.

Institute of Health and Society, Newcastle University, Newcastle upon
Tyne, United Kingdom

Background: Frailty increases a person’s vulnerability to poor health out-
comes and death. An increasing number of people now live with frailty
but they are among the least likely to access palliative care services.
Knowing what services to provide and when, are two key challenges to
improving access. In the UK, GPs must now identify patients with severe
frailty. In most cases this will be done using the electronic frailty index
(eFl), a 36-item cumulative deficit frailty score, derived from electronic
health records (EHRs). The use of the eFl to predict mortality in individu-
als is unclear.

Aims: Synthesise the evidence on palliative care needs of older people
with frailty and investigate if the eFl could support clinical judgements
about when someone is nearing end of life and may require palliative
care.

Methods:

1) Systematic review of literature on people with frailty nearing the end
of life, to identify the potential needs of this group.

2) Longitudinal analysis of 26,298 EHRs in England using monthly eFl
scores calculated over one year. Frailty trajectories were examined, and
discrimination methods were used to identify eFl items best suited for
mortality prediction.

Results: 20 articles were identified, reporting on 18,698 people with
frailty. A range of physical and psychosocial needs were identified,
including evidence that people with frailty are likely to experience pain,
be functionally impaired and require support with activities of daily liv-
ing. Analysis of EHRs identified three distinct trajectories of frailty.
Rapidly rising frailty was associated with a 180% increase in mortality
over a stable trajectory. We report our findings on the eFl items with the
best discrimination for mortality.

Discussion: Observing rapid change in frailty could be used to support
clinical judgement about where someone is at a higher risk of dying.
Primary care services are well placed to identify and meet many of the
needs of people with frailty.

Funding: NIHR SPCR

FC 2 Patient-Reported Outcome Measures (PROMs) and

Routinely Collected Data

Palliative Care Outcome Measures and Patient Choice.

How Do they Influence Place of Death?

Edwards J.1, Moody J.2, Hooper D.%, Kneen K.%, Draper K.2, Connolly J.3,
Eagar K.3, Saurman E.%, Blackburn P3, Allongham S.3

1Palliative Care Service, Sydney Adventist Hopsital, Wahroonga,
Australia, 2Eastern Palliative Care Association Inc, Mitcham, Australia,
3palliative Care Outcomes Collaboration, University of Wollongong,
Wollongong, Australia, *Broken Hill University Department of Rural
Health, University of Sydney, Broken Hill, Australia

Background: Evidence suggests that preference for home death may not
be as high as thought. Patient choice and preference for place of care/
death are integral to patient-centered palliative care. However, patient
choice is dynamic, may change over time, and affects the experience of
dying.

Aims: This study examines the place of death for palliative care patients,
the proportion who die in their place of choice and any preference
changes over time. Relationship between preferred place, routine clini-
cal assessments, and patient reported symptoms is examined too.
Methods: This is a retrospective, longitudinal study linking preferred
place of care/death with routinely collected patient outcome data.

Cohort is all patients (n=2735) from two Australian community palliative
care services from 01-08-2016-31-08-2018.

Descriptive statistics will report proportions of patients’ place of death,
preferred place, and change in choice. Logistic regression investigates
the relationship between patient reported pain and symptom distress,
socioeconomic status, level of functional dependence, preferred place,
and preference changes as they near death.

Results: Preliminary data from one site shows that 86% of patients died
in their place of choice. When asked for the last time, 44% reported a
choice to die in hospital, 28% at home, and 27% at a residential aged
care facility. When asked more than once about their preferred place, 1
in 3 had a preference change while receiving palliative care. Findings on
the relationship between preferences and outcome measures will be
presented at EAPC 2019.

Conclusion: It is possible to support patients to die in their preferred place.
Patient-centred care demands regular conversation about preferences
because choices change with time. Results of outcome measures and pref-
erences will be presented. Study results have implications for clinical prac-
tice, service planning, policy, and national outcomes programs.

FC 2 Patient-Reported Outcome Measures (PROMs) and

Routinely Collected Data

Electronic Palliative Care Coordination Systems (EPaCCS): A System-
atic Review of the State of the Science

Leniz J.., Weil A.%2, Higginson I.J.1, Sleeman K.E.*

1Cicely Saunders Institute of Palliative Care, Polity and Rehabilitation,
King’s College London, London, United Kingdom, 2North London
Hospice, London, United Kingdom

Introduction: Electronic Palliative Care Coordination Systems (EPaCCS) are
web-based electronic registers that facilitate documentation and sharing
of information about patients’ preferences and plans for care, and have
been promoted by the UK Department of Health. Concerns have been
raised around the evidence base for EPaCCS. Our aim was to systematically
search, evaluate and report the state of the science of EPaCCS.

Methods: We searched on CINAHL, MEDLINE, Embase and The Cochrane
Library for articles evaluating or discussing UK-based electronic systems
to facilitate sharing of information about advance care plans. Two inde-
pendent review authors screened full-text articles for inclusion, assessed
quality and extracted data. Articles were evaluated according to their
position in a hierarchy of evidence.

Results: In total, 26 articles were included. 11(42.3%) were ‘expert opin-
ion” articles (editorials or commentaries), 11(42.3%) were quantitative
studies, 3(11.5%) were qualitative studies and one was a (3.8%) mixed-
method study. All quantitative studies had an observational design, and
two included control groups. Quantitative studies reported associations
between use of EPaCCS with hospital utilisation and advance care plan-
ning documentation. Qualitative studies were mainly focused on chal-
lenges of EPaCCS design and implementation.

Discussion: Much of the current scientific literature on EPaCCS com-
prises expert opinion, and there is an absence of any experimental stud-
ies evaluating the impact of EPaCCS on end-of-life outcomes. Given the
current drive for national roll out of EPaCCS by 2020, it is essential that
rigorous evaluation of EPaCCS is prioritised.

FC 2 Patient-Reported Outcome Measures (PROMs) and

Routinely Collected Data

Assessing Quality of Life in People Receiving Palliative Care: Empirical
Comparison of Four Questionnaires (EORTC QLQ-C15-PAL, FACT-G7,
FACIT-Pal, FACIT-Pal-14)

McCaffrey N.22, Agar M.3%>, Currow D.23%, Hardy J.”, Fazekas B.2, King
M.8

1Deakin Health Economics, Deakin University, Burwood, Australia,
2Palliative & Supportive Care, Flinders University, Adelaide, Australia,
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3IMPACCT, Faculty of Health, University of Technology Sydney, Sydney,
Australia, 4SW Sydney Clinical School, University of NSW, Sydney,
Australia, °Ingham Insitute for Applied Medical Research, Sydney,
Australia, ®Wolfson Palliative Care Research Centre, Hull York Medical
School, University of Hull, Hull, United Kingdom, "Dept Palliative &
Supportive Care, Mater Health Services, Mater Research, University

of Queensland, Brisbane, Australia, 8School of Psychology & Medical
School, University of Sydney, Sydney, Australia

Background: Health-related quality of life (HrQOL), typically assessed
with a self-reported questionnaire, or ‘patient-reported outcome meas-
ure’ (PROM), is a key outcome in palliative care research. Despite recom-
mendations for head-to-head PROM comparisons, there are no
published international data to guide choice.

Aims: The aim of this study was to empirically compare the reliability,
validity and responsiveness of four PROMS: EORTC QLQ-C15-PAL,
FACT-G7, FACIT-Pal and FACIT-Pal-14.

Methods: Secondary analysis of data from two Phase Il randomised tri-
als was conducted. Sub-groups were defined by Australia-modified
Karnofsky Performance Status (AKPS) and global impression of change
(GIC). Reliability, construct validity and responsiveness were evaluated
using: internal consistency (Cronbach alpha, «) and test-retest reliability
(intra-class correlation coefficient, ICC) in participants with stable AKPS
and ‘no change’ on GIC; a priori hypotheses about sensitivity of PROM
scores to AKPS groups; and comparison of PROM change scores with GIC
groups using analysis of variance.

Results: FACIT-Pal had better internal consistency (a ranged 0.59-0.80,
15/18= 0.70) than QLQ-C15-PAL (0.51-0.85, 4/8=0.70) and FACT-G7
(0.54-0.64, 0/2= 0.70). FACIT scales had better test-retest reliability
(FACIT-Pal 11/27 1CCs=0.70, FACT-G7 2/3 ICCs=0.70) than QLQ-C15-PAL
(2/30 1CCs=0.70, 18/30=<0.5). Four scales demonstrated sensitivity to
AKPS: QLQ-PAL-15 Physical Functioning and Global QOL, FACT-G
Functional Well-being and FACIT-Pal Trial Outcome Index (TOIl). Nine
scales demonstrated responsiveness: QLQ-C15-PAL Pain and Fatigue;
FACIT-Pal Palcare, TOI and Total; FACT-G Physical Well-being and Total;
FACIT-Pal-14; and FACT-G7.

Conclusions: No PROM was clearly superior, confirming that choosing
the best PROM requires careful consideration of the research goals,
patient population and the domains of HrQOL targeted by the research.

FC 2 Patient-Reported Outcome Measures (PROMs) and

Routinely Collected Data

The Internal Structure of the Integrated Palliative Care Outcome Scale
(IPOS): Evidence for a General Palliative Care Factor in Addition to
Symptoms, Emotional Well-being and Quality of Care as Domains of
Palliative Care

Ramsenthaler C.%2, Davies J.M.2, Higginson 1.J.2, Murtagh F.M.?3,
Bausewein C.

1Department of Palliative Medicine, University Hospital Munich,
Munich, Germany, 2Department of Palliative care, Policy and
Rehabilitation, King’s College London / Cicely Saunders Institute,
London, United Kingdom, 3Wolfson Palliative Care Research Centre,
University of Hull, Hull, United Kingdom

Background: The Integrated Palliative care Outcome Scale (IPOS) is one
of the main outcome measures in palliative care (PC) with good psycho-
metric properties.

Aim: To further its use for clinical and research purposes, the aim of this
study is to validate a summary score and to determine which domains
are most central to PC assessment.

Methods: The IPOS was used in two routine samples comprising inpa-
tient PC, hospital PC teams and outpatient services

(a) at a German university hospital (n = 1,881 patient and staff
self-reports), and

(b) attwo hospital trusts and a hospice in the United Kingdom (n =
6,137) from January 2016 to August 2018.

In confirmatory factor analyses six pre-specified conceptual models of
subscales were tested. The best fitting model was used to investigate the
reliability of the sum score using omega hierarchical coefficients.
Multiple-indicator multiple-causes (MIMIC) models were used to explore
construct validity of the sum score with clinical assessments (Australia-
modified Karnofsky Performance Status, phase of illness and subsequent
mortality status).

Results: Both the bi-factor and second-order models showed acceptable
fit. The fit indices were consistent in cancer and non-cancer samples.
After exploring local areas of poor fit of the models in the German sam-
ple, the model with the single higher order factor (X = 1095.7, df =
102, RMSEA = 0.048 [90% CI: 0.046 - 0.051], CFI = 0.974, TLI = 0.965)
was used for deriving the sum score. Reliability for this sum score was
excellent (w > 0.8). Based on weightings and MIMIC models, the IPOS
sum score and the domain scores showed a differential pattern of rela-
tionships to performance status and phase of illness in cancer and non-
cancer patients.

Conclusions: Our results empirically support a measurement model of
the IPOS producing a summary score in addition to the subscale scores.
Its responsiveness and minimal important difference as a primary out-
come should be investigated next.

FC 2 Patient-Reported Outcome Measures (PROMs) and

Routinely Collected Data

How Many Patient Deaths Has our Team to Cope with - 7 Years
Analysis of Routine Data from a Palliative Care Unit in a Tertiary
Centre

Ostgathe C.1, Miiller M.2, Herget 1.3, Oderbein S.%, Bieberstein H.3, Klein
C‘3

1Palliative Medicine, Friedrich-Alexander-Universitat Erlangen-
Nurnberg, Erlangen, Germany, 2Universitat in Bern, Bern, Switzerland,
3Universitatsklinikum Erlangen, Erlangen, Germany

Background: Palliative care focusses on patients at their end of life.
Hence, death and dying are rather common in specialized services. In a
Germany-wide survey in 2008, respondents stated that more than 4
deaths a week are perceived as critical for a team to cope with.
Consecutive patient deaths were rated as being significantly more
stressful than evenly spread deaths over the week. Detailed information
on deaths, death rate, chronological sequence and number of deaths
per employee on palliative care units are rather scarce.

Methods: Routine data from 2011 - 2017 including occupancy, time of
death, and number of deaths per day were merged with structural data on
shifts of nurses and physicians and analysed descriptively using SPSS 21.
Results: In 2557 days under review 2432 patients (pts) were admitted; of
these 1504 (61.8%) died. Mean annual death rate range between 57%-
67.5%. Per week a mean of 4.1 pts died (median 4, range 0-12 per week).
In 39% of the weeks more than 4 pts died. Mean number of deaths per
fulltime nurse increased from 15.2 to 18.6 per year. The nightshift (as the
longest shift) had the highest number of deaths (n=614). As for physi-
cians, the number of deaths during their presence increased from 57 to
80 pts per year. The day with the highest numbers of deaths is Friday
(n=247), lowest is Sundays (n=185). The longest phase with at least one
deceased per day was 10, the longest without 11 days.

Conclusions: Death is an expected outcome on a palliative care unit.
Nevertheless, in addition to the case complexity which was not surveyed
here, frequency and chronological sequence can have an influence on
the strain on employees. The data from our 12-bed palliative care ward
show that the number of weeks in which the number of deaths and the
sequence was described as acceptable by employees is often exceeded.
Above that the death burden per employee increased over time. Extra
support for the employees and adequate staffing level could be helpful.
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FC 2 Patient-Reported Outcome Measures (PROMs) and

Routinely Collected Data

Evaluating the Appropriateness of End-of-Life Care in People with
COPD at a Population Level Using Quality Indicators

De Schreye R.%, Smets T.2, Deliens L.%2, Annemans L.3, Gielen B.% Cohen
J1

1End of Life Care Research Group, Vrije Universiteit Brussel & Ghent
University, Brussels, Belgium, 2Department of Medical Oncology, Ghent
University, Ghent, Belgium, 3Public Health, Ghent University, Ghent,
Belgium, 4InterMutualistic Agency, Brussels, Belgium

Introduction: People dying from COPD are best served by end-of-life
care focused on symptom treatment and comfort, forgoing aggressive
treatment. To evaluate the quality of care they receive, full-population
evaluations of the quality of end-of-life COPD care are needed. Using a
previously validated set of population-level, COPD-specific quality indi-
cators (Qls) this study aims to:

1) assess appropriateness of end-of-life care in all people dying
from COPD in Belgium in 2012 and 2) establish relative stand-
ards for appropriate end-of-life care in this population.

Methods: We conducted a retrospective observational study of all
deaths from COPD (ICD10-codes J41-J44) in 2012 in Belgium. Seven rou-
tinely collected national administrative databases were linked, to calcu-
late a previously validated set of 26 Qls. Ql scores were risk-adjusted for
comparison between 14 care regions. Based on this comparison, we
established the best scoring quartile for each Ql as a relative (and realis-
tic) performance standard.

Results: 4,231 people died from COPD in Belgium, 2012. During the last
30 days of life, 60 percent was admitted to hospital, 65.9 percent under-
went diagnostic testing, while 11.8 percent received specialized pallia-
tive care. A large regional variation was observed and based on the best
scoring quartile we could set relative standards, e.g. specialized pallia-
tive care use at at least 23.2 percent and diagnostic testing in the last 30
days of life below 54.9 percent.

Conclusion: Our study suggests that end-of-life care in people with
COPD could be improved. Particularly the prevalence of diagnostic test-
ing and hospital admissions in the final month of life seem relatively
high and the proportions receiving specialized palliative care low.
Moreover, the high risk-adjusted variation between regions suggests
that quality improvement of end-of-life care in COPD is realistic and
achievable. The identified relative standards can be set as goals for end-
of-life COPD care.

FCO3 Living with Non-Malignant Conditions

Frailty Scoring in Patients with End Stage Renal Failure: Identifier of
Declining Health?

Prentice J.%%3, Hetherington L., Findlay M.2, Collidge T.>*

1The Beatson West of Scotland Cancer Centre, NHS Greater Glasgow
and Clyde, Glasgow, United Kingdom, 2Scottish Renal Palliative
Collaborative Group, Glasgow, United Kingdom, 3University of Glasgow,
Glasgow, United Kingdom, “The Glasgow Renal & Transplant Unit, NHS
Greater Glasgow and Clyde, Glasgow, United Kingdom

Background: In the end stage renal failure (ESRF) population frailty is
associated with early mortality, increased hospitalisations, and signifi-
cant symptom burden. After identifying a high degree of frailty in
patients withdrawing from dialysis in our population we examined the
use of formal frailty scoring and its use in identifying deteriorating
patients on renal replacement therapy (RRT).

Methods: The Rockwood Clinical Frailty Scale (CFS) is a 9-point scale
which enables measurement of frailty it has high inter-rater reliability
and correlates well with objective measures of frailty and has been vali-
dated in the ESRF population. We introduced routine recording of the

CFS for all ESRF in our region for patients at three monthly intervals and
for low clearance patients at the time of RRT education.

Results: A total of 1663 scores (range 1-9) have been recorded in 798
patients. Mean age 63.9 years. The median CFS score was 4. Of those
patients currently undergoing haemodialysis the median CFS score was
4 (N=533). The median score for transplant patients was 3 (N=39); for
conservative care, 6 (N=23); and low clearance patients, 4 (n=106).
Evidence of deterioration in CFS score (last score greater than the first)
was present in 50% (14/28) of those who were deceased at follow-up,
whereas a deteriorating score was only present in 22.3% (97/435) of
those who remained alive, p=0.001. A documented score of 6 or greater
was present in 51.4% (38/74) of those who subsequently died vs. 21.7%
(158/727) of those who remained alive, p<< 0.001.

Conclusion: In our unit, deterioration in frailty score is associated with
death at follow-up. Furthermore, a score 6 or greater at any point is pre-
dictive of death at follow-up. Routine monitoring of frailty using the CFS
provides a simple tool to identify patients who are deteriorating and at
risk of death. High or deteriorating CFS score should trigger clinical
review and anticipatory care planning where appropriate.

FCO3 Living with Non-Malignant Conditions

Referral Practices of Cardiologists to Specialized Palliative Care
Bonares M., Mah K., Mclver J., Ross H., Zimmermann C., Wentlandt K.
University Health Network, Toronto, Canada

To describe current referral practices of cardiologists to specialized pal-
liative care (SPC) in Canada and define demographic characteristics,
practice and opinions associated with referral.

Cardiologists were invited to participate in an anonymous survey assess-
ing referral practices to SPC. Associations between likelihood of referral
to SPC and perceptions of these services were analyzed using multiple
linear regression.

The response rate was 51% (551/1082 physicians); 69% primarily prac-
ticed in an academic centre,21% at a community hospital, and 10%in
private practice. 84% reported SPC was available to their inpatients but
only 57% of these had access to services for outpatients. Only 37%
referred terminally ill inpatients always/usually and generally for uncon-
trolled symptoms or discharge planning late in the disease course.
Almost 50% would refer to SPC earlier if it was named supportive care
and only 1/3 felt SPC services had adequate knowledge in titration of
cardiac-specific treatments.Predictors of higher referral frequency
included comprehensiveness of available services (p=0.002), satisfaction
with SPC services (p<< 0.0001), SPC acceptance of patients on continu-
ous infusions (p<< 0.001) and believe patients wait longer for PCU place-
ment then cancer patients (p=0.008). Lower predictors of referral
frequency included male gender (p<< 0.0001), practicing at a community
hospital (p=0.026), feel patients without symptoms do not need pallia-
tive care until the last few weeks of life (p<< 0.0001), wait on SPC referral
due to uncertainty in predicting prognosis (p=0.004), and feel that SPC
services prioritize patients with cancer(p=0.003).

Cardiologists referred patients infrequently to SPC; often later in the dis-
ease course for patients with uncontrolled symptoms. Availability of
comprehensive SPC services, especially those for patients requiring car-
diac-specific treatments and outdated understanding of SPC appear to
be the main barriers preventing SPC referral.

FCO3 Living with Non-Malignant Conditions

Does Use and Timing of Palliative Home Care Have an Effect on
Resource Use in the Last Month of Life in COPD? A Full-population
Retrospective Study

Scheerens C., Faes K.%, Pype P, Beernaert K., Joos G.23, Derom E.%3,
Cohen J.%, Deliens L.24, Chambaere K.1

1Department of Public Health and Primary Care, End-of-Life Care
Research Group, Ghent University, Ghent, Belgium, 2Internal Diseases,
Ghent University, Ghent, Belgium, 3Respiratory Diseases, Ghent
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University Hospital, Ghent, Belgium, *Family Medicine and Chronic
Care, Vrije Universiteit Brussel & End-of-Life Care Research Group,
Brussel, Belgium

Background: COPD patients often receive extensive resource use, e.g.
frequent hospitalisations, close before death. Early palliative home care
(PHC) can lower extensive resource use. However, population studies
studying this possible association for COPD are lacking.

Aim: To study the effect of use and timing of PHC on resource use in the
last 30 days before death (DBD) for COPD.

Methods: We conducted a population retrospective study of Belgian
decedents in 2010-2015 who died of COPD or of cardiovascular diseases
with COPD. We calculated odds ratios (OR) for resource use between
using PHC versus not using, controlled for age, education, comorbidities,
income, year of death, home care with a PHC character given by a com-
munity nurse.

Results: 1751 patients (2.3% of all COPD cases) used PHC, of which 638
(36.4%) earlier than 30 DBD. Using PHC (versus not using) decreased the
OR for hospital (0.38) and intensive care unit (0.16) admission, specialist
contacts (0.62), invasive ventilation (IV) (0.13), medical imaging (0.39),
RX thorax (0.39) and sedatives (0.50) and increased the OR for home
care (3.47), general practitioner contacts(4.66), palliative care unit
admission(2.83), non-IV (3.00), gastric tube (2.33), oxygen(2.48), opioids
(4.27)and morphine (5.56)(p<< 0.001). Using PHC 90-31 DBD (versus not
using) decreased the OR for hospital and emergency room admission
(both 0.31), RX-thorax and medical imaging (both 0.21) and increased
the OR for non-I1V(4.29), morphine (5.28) and opioids (3.98)(p<< 0.001).
Conclusion: PHC use was associated with less extensive resource use in
the last 30 DBD for COPD. No clear timing effect was found, although less
extensive resource use was mostly seen when using PHC ‘late’, namely
90-31 DBD. The results suggest that health policy and services should
focus on increasing PHC access for COPD, while research should further
explore timing effects of early PHC for COPD.

Funding: (SBO IWT nr. 140009)

FCO3 Living with Non-Malignant Conditions

Use of the ‘Surprise Question’ in Predicting Adverse Outcomes among
Frail Older Patients after Hospital Admission

Gaffney L.22, Judge C.2, Morrison L.2, Costello M.2, Small C.2, Robinson
S.2, 0’Caoimh R.%2

1Geriatrics, NUI Galway, Galway, Ireland, 2Geriatrics, University
Hospital Galway, Galway, Ireland

Introduction: The ‘surprise question’(SQ)(Would you be surprised if this
patient died in the next 12 months?”) is considered useful in predicting
mortality and the need for palliative care, though recent meta-analysis
suggests it has only modest accuracy in predicting death. It is unknown if
it has predictive validity for adverse outcomes or if it correlates with
frailty on admission.

Methods: Consecutive patients aged >70 attending a large Irish univer-
sity hospital Emergency Department(ED)had the SQ scored by a trained
clinician after completing a detailed comprehensive geriatric assess-
ment.Additional measures of frailty including the Clinical Frailty Scale
(CFS) and Risk Instrument for Screening in the Community (RISC) mortal-
ity sub-score,along with the caregiver burden score (CBS) and Euroqol
EQ-5D quality of life (QOL)measure were also recorded.

Results: The SQ was available for 191 patients,median age 79 +/-10,
55% female.In all, 56/191(29%)screened SQ positive (i.e. not surprised).
There was no statistically significant difference in age (80 versus 79
years,p=0.06) or gender(55% versus 46%,p=0.07)between SQ positive
and negative patients.SQ positive patients were frailer, median CFS 6/9
versus 4/9 (p< 0.001)and had lower EQ-5D scores (p<< 0.001).
Correlations between the SQ and CBS (r=-0.35)and RISC (r=-0.68)were
moderate-strong but poor for measures of frailty and the EQ-5D(all <
0.1).While SQ positive patients had significantly reduced survival times

(LogRank X2=14.5,p<< 0.001),accuracy in predicting one-year mortality,
admission, prolonged LOS and readmission were also poor(area under
the curve < 0.65).

Conclusion: A large proportion aged >70 attending ED,approximately
one-third,screened positive on the SQ.These were significantly frailer
with lower QOL.The SQ correlated with caregiver burden but not with
measures of frailty or QOL.As with mortality,the predictive accuracy of
the SQ for healthcare system-important outcomes appears poor.

FCO3 Living with Non-Malignant Conditions
Patient-Empowerment Programme’ Improved Depression, Anxiety
and 6minutes Walking Test in Advanced Heart Failure Patients - a
Single Centre Randomised Control Trial

Zainal Abidin M.Z., Katiman D., Zainal Abidin H.A., Isa R., Ahmad
Ainuddin H.

Internal Medicine, Faculty of Medicine, Universiti Teknologi MARA,
Sungai Buloh, Malaysia

Introduction: Progressive Muscle Relaxation Therapy (PMRT) and Energy
conservation technique (ECT) has been used among chronic illness
patients to reduce symptoms burden and improve quality of life.
However, data regarding these therapies among advanced heart failure
patients remain limited. This study aimed to evaluate the effects of
PMRT and ECT on functional capacity, symptoms assessment scores and
quality of life amongst advanced heart failure patients.

Methods: This was a 12-week, two-arm, parallel, non-blinded, rand-
omized control trial in a single centre. The study compared 42 patients
receiving standard care (SC) against 48 patients receiving “Patient-
Empowerment Programme (PEP)” (SC+PMRT+ECT). 90 advanced heart
failure patients were enrolled. The intervention group received two PEP
reinforcement sessions four weeks apart. Patients were asked to imple-
ment the programme at least three times a week at home, using an audio-
visual aid. Assessment tools comprised of questionnaires on demographics,
6-minute walking test (6MWT), New York Heart Association (NYHA) clas-
sifications, Revised version of the Edmonton Symptoms Assessment
System (ESAS-r), Brief Fatigue Inventory (BFI), New York Heart Association
(NYHA) Classification and McGill Quality-of-Life Questionnaire (MQOL-R)
administered on recruitment and upon study completion.

Result: 76 (84.4%) were male. Mean age was 59.93 years (+ 11.16) and
majority was from the lower income group. There was a 11.99m (95%Cl:
5.99, 15.98) (p < 0.05) improvement in the BMWT between intervention
and standard group. All symptoms showed improvement after interven-
tion, however, only the depression and anxiety items were significant.
There was improvement in the fatigue scale, fuctional status and quality
of life in the intervention group however it is not statistically significant.
Conclusion: ECT and PMRT are useful in reducing depression and anxiety
scores, and improve the 6MWT distance.

FCO3 Living with Non-Malignant Conditions

Hypnosis: An Effective Complementary Tool in the Palliative
Management of Severe COPD Patients

Deligniéres A.%, Anllo H.?3, Bocahu Y.1, Brefort S.%, Haniez F.X, Herer B..,
Jaillet H.X, Mach V.2, Pytlak C.%, Saada M., Secundo I.%, Larue F.1
1Centre Hospitalier de Bligny, Briis sous Forges, France, 2Bligny
Hospital, Briis sous Forges, France, 3Waseda University, Watanabe Lab,
Tokyo, Japan

Purpose and context: Dyspnea in patients with severe COPD is an anxi-
ety-provoking symptom difficult to control. Use of hypnotic complemen-
tary therapy in our hospital has consistently improved our patients’. The
present work constitutes an attempt at validating this therapeutic ben-
efit in a systematic fashion through a controlled study

Method: 12 male and 7 female, committed COPD patients, were tested
in an intra-group design that consisted of two conditions:
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1) hypnosis session (H),
2) an attention exercise mimicking a hypnotic interaction (A).

Both procedures were of identical duration and conducted randomly at
2 different days, within a 24 to 72 hour window. Both conditions were
controlled for patient expectation. Data was collected before and after
each session. Data related to respiratory quality included Respiratory
Rate (RR), Oxygen Saturation in blood (Sa02) and Borg score (self-assess-
ment of dyspnea). The anxiety component of dyspnea was also assessed
with the 6-item State Trait Anxiety Inventory (STAI-6)

Results and discussion: Patient characteristics indicated that they all suf-
fered of severe COPD. The following changes (mean % of change) were
observed in groups H and A, respectively: RR = -10.4 vs +3.0 (effect of
H> A treatment, p < 0.05); Borg score = -37.5 vs -26.7 (comparable
variation of the 2 groups between the beginning and the end of the ses-
sion, p < 0.001); Sa02 = +2.1 vs +1.4 (comparable variation of the 2
groups between the beginning and the end of the session, p < 0.001);
STAI-6 = -26.0 vs -9.0 (effect of H> A treatment, p < 0.05). Results,
hence, confirm our hypothesis: hypnosis can reduce anxiety and respira-
tory rates above control

Conclusion: We conclude that hypnosis has a favorable effect on dysp-
nea for severe COPD patients. This study further underscores the inter-
est of using non-drug complementary therapies in palliative respiratory
care and opens the door to other questions, such as what are hypnosis’
long-term effects on COPD symptoms.

FCO04 Pain, Breathlessness and Other Symptoms

Hospital Care - A Risk Factor for Dying with Unrelieved Pain

Klint A.1, Rasmussen B.H.1, Bondesson E.2, Fiirst C.J.%, Schelin M.E.1
nstitute for Palliative Medicine, Lund University, Lund, Sweden,
2Department of Pain Rehabilitation, Lund University/Skane University
Hospital, Lund, Sweden

Background: Fear of dying in pain resonates in most people but
despite an increased global focus on palliative care, dying with unre-
lieved pain is still paramount, also in high-resource countries like
Sweden.

Aim: To investigate risk factors for unrelieved pain in a nationwide obser-
vational cohort study.

Methods: The unique, population-based Swedish Register for Palliative
Care was used, and data from the 161 762 expected deaths during 2011-
2015 were analysed. The investigated risk factors include cause of death,
place of death, end-of-life conversation and contact with a pain manage-
ment team. Cause-of-death information was obtained from the Swedish
Cause of Death Register. Adjusted log-binomial regression models were
fitted to estimate risk ratios (RR) with corresponding 95% confidence
intervals (Cl) for unrelieved pain.

Results: 68% of the total population reported pain during the last
week of life, for 25% of these the pain remained unrelieved, despite
prescription of opioids “as needed” in 97% of the cases. Significant
risk factors for unrelieved pain included hospital death (RR = 1.82,
95%, Cl 1.77-1.86), as compared to dying in specialized palliative
care or in a community setting, not having had an end-of-life conver-
sation (RR = 1.39, 95%, Cl 1.36-1.43) and cancer/metastases in
bones (RR = 1.28, 95%, Cl 1.22-1.33) and lung (RR = 1.23, 95%, ClI
1.19-1.26), as compared to dying from non-cancer causes. Cancer in
the brain or liver did not confer any increase risk of dying with unre-
lieved pain.

Conclusion: Prescription of opioids “as needed” is made to virtually all
dying patients, yet unrelieved pain is still prevalent. Health care provid-
ers in general, and hospitals in particular need to assure professional
competency in order to earlier identify palliative care needs and inter-
vene through adequate pharmacological and non-pharmacological ther-
apy in order to relieve pain at the end of life.

Funding: No external funding

FCO04 Pain, Breathlessness and Other Symptoms

Virtual Reality for Symptom Control in Palliative Care - A Pilot Trial
Guenther M., Krueger J.2, Hofmeister U.2, Lenz P3

1Department of Palliative Care, University Medicine Muenster,
Muenster, Germany, 2Palliativnetz Muenster, Muenster, Germany,
3Department of Palliative Care, University Medicine Muenster,
Minster, Germany

Background: Life-limiting diseases are often associated with a loss of
mobility due to physical decline, isolation by infectiousness or immune
deficiency. These limitations of the individual radius lead to an aggrava-
tion of various symptoms. Virtual Reality (VR) allows to temporary escape
from this isolation and depressing atmospheres. The aim of the study is
to evaluate VR for symptom control such as pain in palliative care (PC).
Methods: During this on-going observational prospective pilot study
patients are offered a VR experience. Patients’ and procedural character-
istics are collected and pain was evaluated before, during and after the
procedure by using a visual analogue scale. Health-related quality of life
(HRQOL) is measured by EQ-5D-5L questionnaire (ClinicalTrials.gov
Identifier: NCT03698526).

Results: Up to now, 11 patients were enrolled in this study, one patient
was excluded because of acute loss of visual acuity. 4 male and 6 female
patients participated at an average age of 52 * 11 years (33 - 70). The
Karnofsky of 45 = 14 % and the self-reported HRQOL of 45 * 24 shows
the bad overall condition of the study population. 9/10 patients watched
three or more different video experiences with a duration of 32 = 17
min. 8/10 patient suffered from malignant diseases, 2 were isolated and
one patient was on an intensive care unit. During the intervention pain
was significantly lower compared to the situation before (18 = 25 mm
vs. 34 *= 35, P=0.039). The pain control tends to be effective directly
after VR (25 £ 25 mm, P=0.098), but no significant effect was seen 1h
after the VR intervention. 8/10 patients saw VR as a valuable experience
and all of them would like to use the device again.

Discussion: VR seems to be a modern possibility to reduce pain and
other symptoms in PC. The usage of VR in PC has a broad acceptance and
might be a valuable tool for the future.

FCO04 Pain, Breathlessness and Other Symptoms

A Novel Integrated Model of Palliative Rehabilitation Significantly
Reduces Healthcare Utility and Improves Functional Outcomes in

Patients with Chronic Non-malignant Causes of Dyspnea

Neo H.Y.1, Choo A.2, Cheong S.K.2, Lee L.T.2

palliative Medicine, Tan Tock Seng Hospital, Singapore, Singapore,
2Ren Ci Hospital, Singapore, Singapore

Background: The Integrated Care for Advanced REspiratory disorders
(ICARE) is a novel service that integrates key skillsets from Palliative Care
and Rehabilitative Medicine to deliver stay-in, goal-directed palliative
rehabilitation for patients with chronic, non-malignant lung diseases.
Patients are stepped-down from the tertiary hospital to a community
hospital for ICARE, as early as 4 days into their admission. Through
weekly multi-disciplinary meetings, ICARE proactively screens and treat
10 selected physical and psychological comorbidities. It also directs evi-
dence-based pharmacologic and non-pharmacologic interventions
towards enhancing self-mastery of total dyspnea.

Aim and method: This study prospectively evaluated program efficacy.
The primary objective is to compare the Total Length of Stay (TLOS) in
tertiary hospitals, 6 months prior to enrolment versus 6 months ensuing
discharge from ICARE. Secondary outcomes include increment in 6-min-
ute walk distance (6MWD) and Modified Barthel Index (MBI) at the end
of ICARE. Patients who died or had repeated ICARE admissions during
the 6 month follow-up and those with unplanned discharges within 7
days of ICARE enrolment were excluded.

Results: 51 admissions fulfilled selection criteria. >80% of subjects have
COPD. Overall, ICARE reduces median TLOS from 17 to 7 days (p<
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0.001). Subjects with =3 admissions in the 6 months prior to ICARE
showed the greatest reduction in TLOS (from 27 to 8 days; p<< 0.01).
Subjects also demonstrated increment in both median 6MWD (30m)
and MBI (14.5 points). (Both p<< 0.001). Subjects with poorer 6MWD (<
100m) and lower MBI (< 80) at point of enrolment exhibited greatest
improvement. (Both p<< 0.01).

Conclusion: ICARE significantly reduces tertiary hospital TLOS. It also
improves patients’ exercise tolerance and their ability to self-care. The frail-
est cohort exhibited greatest improvement, suggesting significant reversi-
bility of multi-faceted umet needs. Cost efficacy analysis is underway.

FCO04 Pain, Breathlessness and Other Symptoms

Association between Quality of Life (QOL) and Survival Time in 28,264
Danish Cancer Patients.

Data from the Danish Palliative Database

Hansen M.B.%?, Petersen M.A.%, Ross L.%, Adsersen M.%, Rojas-Concha
L.22, Groenvold M.12

1The Research Unit, Department of Palliative Medicine, Bispebjerg
/ Frederiksberg Hospital, University of Copenhagen, Copenhagen,
Denmark, 2Department of Public Health, University of Copenhagen,
Copenhagen, Denmark

Background: Large, nationally representative studies of the association
between QOL and survival time in cancer patients in specialized pallia-
tive care (SPC) are missing.

Aims: To investigate whether QOL at the time of admission to SPC, may
help predict survival, in addition to basic variables (gender, age and can-
cer diagnosis).

Methods: Data from the Danish Palliative Care Database was used.
Cancer patients who died in 2010-2017 and who completed EORTC QLQ-
C15-PAL at admission to SPC were included. Cox regression analyses
were performed to test if the basic variables and QOL domains (pain,
dyspnea, sleeplessness, appetite loss, constipation, fatigue, nausea/
vomiting, emotional function, physical function and QOL) were associ-
ated with survival time. Since survival was expected to differ for inpa-
tients at hospice and outpatients in palliative care units (PCUs), the
analysis was stratified by type of SPC.

Results: 28,264 patients (84% from PCUs) were included in the study.
The gender distribution and average age differed between hospice
(56.4% women, 71.8 years) and PCUs (47.2% women, 68.9 years). For
both settings, lung cancer was the most common diagnosis. The regres-
sion analyses found shorter survival in men compared to women in hos-
pice (Hazard Ratio= 1.16, p<< 0.0001) and PCUs (HR=1.21, p<< 0.0001).
Diagnosis was significantly associated with survival time in hospice and
PCUs (p<< 0.0001). Except for constipation and nausea in hospice and
overall QOL in both settings, all QOL domains were significantly associ-
ated with survival time (all p<< 0.05). However, except for physical func-
tion in hospice (HR=1.13, for a ten-point decrease in physical function),
the effect of the QOL domains on survival time was small.

Conclusion: Gender and cancer diagnosis were associated with survival
time. For most QOL domains, a significant, but small, association with
survival time were found. Reduced physical function was associated with
shorter survival time in hospice patients.

FCO04 Pain, Breathlessness and Other Symptoms

Factors Affecting the Wish to Die in Patients with Advanced Disease:
A Navarra Study in Two Different Centers

Belar A.%, Arantzamendi M.%, Santesteban Y.2, Martinez M.3, Lopez-
Fidalgo J., Lama M.2, Rulldn M.%, Centeno C.%*

1Universidad de Navarra. Instituto Cultura y Sociedad, Pamplona,
Spain, 2Hospital San Juan de Dios Pamplona, Pamplona, Spain, 3Clinica
Universidad de Navarra, Pamplona, Spain, “Instituto de Investigacion
Sanitaria de Navarra (IdiSNA), Pamplona, Spain

Background: Wanting to die may occur with or without a desire to
shorten or hasten death. In patients with advanced disease, the increase
in life expectancy, changes in value systems and the meaning of the dis-
ease, facilitate the expression of wish to die (Wtd). In the Spanish con-
text, the phenomenon of the wish to die has scarcely been studied and
we do not even know which factors are associated with a more intense
expression.

Aims: We aim

a) toknow the prevalence of Wtd in patients with advanced disease
b) to determinate associated factors of Wtd,
c) tostudy how exploring Wtd affect the expression.

Methods: Cross-sectional study with consecutive patients admitted in
two hospitals in Pamplona (Navarra). Data about symptom burden
(ESAS-r), anxiety and depression (HADS), demoralization (DS-Il-es), per-
ceived self-dignity (PDI) and wish to die (AFFID interview) were collected
through two face to face interviews (within 48-72h).

Results: Of 409 patients admitted to the hospital, 213 met the inclusion
criteria (52%), 180 (84%) accepted participate and 148 (82%) completed
both interviews. Prevalence of Wtd was 20% in the first interview and
18% in the second one (no significant difference, p=0.51). We find signifi-
cative (p<< 0.05) moderate correlation of Wtd with demoralization
(Spearman rho=0.43) and significative low correlation with current
depression (rho=0.34), symptom burden (rho=0.33), emotional distress
(rho=0.31), less informed patients (rho=0.30), perception of loss of dig-
nity (rho=0.27), previous depression (rho=0.22).

Conclusion: One of five patient studied express Wtd. Exploring Wtd
doesn’t increase that feeling in our study. Existential and mood aspects
of the patient have been found to be associated with the Wtd.
Founding: Project funded by the Spanish Ministerio de Sanidad y
Consumo (Fondo de Investigacion Sanitaria), project P118/01703.

FCO04 Pain, Breathlessness and Other Symptoms

The PRESERVE Pilot Study: A Phase 2 Cluster Randomised Waitlist
Controlled Trial of a Multi-component Non-pharmacological
Intervention to Prevent Delirium in Patients with Advanced Cancer
Hosie A.%, Phillips J.., Lam L.., Kochovska S.%, Brassil M., Noble B.,
Kurrle S.2, Cumming A.3, Caplan G.%>, Chye R.6, Le B.7, Ely EW.5, Lawlor
P9, Bush S.%, Davis J.M.1°, Lovell M.%211, Brown L.%, Fazekas B.1, Cheah
S.L.%, Edwards L.%, Green A.1, Agar M.12

LIMPACCT (Improving Palliative, Aged and Chronic Care through
Clinical Research and Translation), University of Technology Sydney,
Sydney, Australia, 2Northern Clinical School, University of Sydney,
Sydney, Australia, 3Australian Commission on Safety and Quality in
Health Care, Sydney, Australia, *Geriatric Medicine, Prince of Wales
Hospital, Sydney, Australia, >University of New South Wales, Sydney,
Australia, 8Sacred Heart Palliative Care Service, St Vincent’s Hospital
Sydney, Sydney, Australia, 7Royal Melbourne Hospital, Melbourne,
Australia, 8Center for Critical lliness, Brain Dysfunction & Survivorship
(CIBS), Nashville, United States, °Department of Medicine, University
of Ottawa, Ottawa, Canada, 1°Palliative Care Service, Calvary Health
Care Kogarah, Sydney, Australia, *HammondCare, Greenwich
Hospital, Sydney, Australia, 12IMPACCT (Improving Palliative, Aged and
Chronic Care through Clinical Research and Translation), University of
Technology Sydney, Ultimo, Australia

Aim: To determine if a multicomponent non-pharmacological delirium
prevention intervention, adapted from effective interventions in older
hospitalised patients, is feasible and acceptable for inpatients with
advanced cancer.

Methods: A phase 2 cluster randomised waitlist controlled trial con-
ducted in four Australian palliative care units. All units implemented
delirium screening and diagnostic assessment, plus prevention strate-
gies addressing sleep, vision and hearing, eating and drinking,
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orientation, mobility, and family partnership in the intervention phase.
The primary outcome was adherence to the intervention; secondary
outcomes were rates of interdisciplinary involvement and completion of
study measures, delirium incidence and severity, and adverse events.
Patient, family, staff and volunteer perspectives were obtained via brief
interviews.

Results: Data were collected for 65 adult patients with advanced cancer
(20 intervention, 25 control, 20 waitlist intervention). Highest adherence
was for eating and drinking, orientation, and sleep strategies; the lowest
for family partnership. Overall adherence was higher at waitlist interven-
tion sites, where 28% of patients received all prevention strategies (and
50% received any strategy) within at least four domains for at least five of
the first seven days of admission. Nursing (67%) and medical staff (16%)
were most involved, family and volunteers less so (7% and 1%, respec-
tively). There was 98% completion of delirium screening, 77% completion
of diagnostic assessment. Delirium incidence was lower in the interven-
tion (20%) and waitlist intervention sites (19%) compared to control (35%).
No adverse events were related to the intervention. Qualitative findings
were that the intervention was feasible and acceptable for interview par-
ticipants (n=39), who also gave insights into refining the intervention.
Conclusion: A phase 3 trial of the intervention in inpatients with
advanced cancer is feasible.

FCO5 Spiritual Care

Effectiveness of Spiritual Care Using Spiritual Pain Assessment Sheet
for Advanced Cancer Patients: A Pilot Non-randomized Controlled
Trial

Ichihara K., Ouchi S.2, Okayama S.3, Kinoshita F.#, Miyashita M.5, Morita
T.6, Tamura K.

1Department of Human Health Sciences, Graduate School of Medicine
Kyoto University, Kyoto, Japan, 2Department of Nursing, Kyoto
University Hospital, Kyoto, Japan, 3Department of Nursing, Takarazuka
Municipal Hospital, Takarazuka, Japan, *Department of Nursing, Gratia
Hospital, Mino, Japan, °Division of Palliative Nursing, Tohoku University
Graduate School of Medicine, Health Sciences, Sendai, Japan,
5Department of Palliative and Supportive Care and Seirei Hospice,
Seirei Mikatahara General Hospital, Hamamatsu, Japan

Background: Spiritual Pain Assessment Sheet (SpiPas) was developed an
intervention which can be available in daily practice. The clinical trial has
not been performed to clarify whether intervention using the SpiPas was
beneficial for patients themselves.

Aims: To obtain preliminary knowledge to design a randomized con-
trolled trial to clarify the effects of spiritual care using SpiPas.

Method: The study was designed as a non-randomized controlled trial.
The study took place between January 2015 and July 2015 in a hematol-
ogy and oncology ward and 2 palliative care units in Japan. Among 54
eligible patients with advanced cancer, 46 patients were recruited (24 in
the control group vs. 22 in the intervention group). The intervention
group received spiritual care using SpiPas and usual care, and the control
group received usual care. The primary outcome was the Functional
Assessment of Chronic Iliness Therapy-Spiritual (FACIT-Sp). The second-
ary outcomes were the Hospital Anxiety and Depression Scale (HADS),
Comprehensive Quality of Life Outcome (CoQolo) and evaluation items
of spiritual care.

Results: A total of 33 (72%) and 23 (50%) patients completed 2-week and
3-week follow-up evaluations, respectively. The intervention group
maintained or improved in total scores of the FACIT-Sp, HADS, and
CoQolo 3-week, whereas the control group’s scores worsened during.
The evaluation items showed tendency to increase opportunities to tell
their own spirituality and relief spiritual pain. The differences in the
changes during 2 weeks in total scores of FACIT-Sp and HADS were sig-
nificant (95% confidence intervals, 3.65 to 14.4, p<< 0.01; -11.2 to -1.09,
p=0.02, respectively). No significant changes were observed in the total
score of the CoQolo.

Conclusion: Spiritual care using the SpiPas might be useful for improving
patient spiritual well-being. This controlled clinical trial could be per-
formed and a future clinical trial is promising if outcomes are obtained
within 2 weeks.

FCO5 Spiritual Care

Finding the Spiritual Dimension of Palliative Care in Everyday Care
Practices: A Study into Ritualized Practices in a Dutch Hospice Setting
van der Weegen K.%, Timmermann M.2, Hoondert M.3, van der Heide A.
1Public Health, Erasmus MC, Rotterdam, Netherlands, 2Stichting
Groenhuysen, Roosendaal, Netherlands, 3Culture Studies, Tilburg
University, Tilburg, Netherlands

Background: Despite acknowledging the importance of the spiritual
dimension of palliative care, many health care professionals find it diffi-
cult to deal with spirituality. This study introduces an approach to the
spiritual dimension of care that involves a focus on everyday care prac-
tices. Beyond their functionality, care practices have the ability to create
and express meanings and values through processes of ritualization.
Aims: The aim of this study is to explore how ritualization take place dur-
ing everyday care activities in an inpatient hospice facility.

Methods: Data were collected during two months of participant obser-
vation in a Dutch inpatient hospice facility. In addition, semi-structured
interviews were conducted with hospice staff, patients and next of kin.
The constant comparative method was used to analyze data.

Results: Ritualized practices were common during everyday care prac-
tices at the hospice. Ritualization occurs during activities surrounding
meals, bathing, night time and medical interventions. Ritualized prac-
tices in this context relate to human connection, trust, ambiance and
security. When asked about the true meaning of hospice care, profes-
sionals, patients and next of kin indeed mentioned particular moments
of significance that we identify as ritualized practices.

Conclusion / Discussion: Through ritualization everyday care practices
can become sources of meaning and create opportunities to address the
spiritual dimension of palliative care. Creating more awareness among
health care professionals that their practices may have a meaning
beyond their direct functionality might help health care professionals to
further incorporate the spiritual dimension in palliative care practice.
Funding for this study was provided by The Netherlands Organisation for
Health Research and Development (ZonMw).

FCO5 Spiritual Care

What Do We Mean, when We Address Spiritual Care at the End of
Life? An Action Research Study on Spiritual Care from the Perspective
of Patients and Personnel at Hospices in Denmark

Viftrup D.T.L, Madsen L.D.2, Horstmann M.3, Hvidt N.C.1

1Research Unit for General Practice, University of Southern Denmark,
Odense, Denmark, ?Arresgdal Hospice, Frederiksvaerk, Denmark,
3Hospice Sydfyn, Svendborg, Denmark

Background: Research suggests Danes practice their spirituality and
religiosity in private, and therefore tend to have fewer spiritual and reli-
gious resources and existential concepts compared to more religious
people. However, international and Danish studies have shown correla-
tions between life-threatening disease and intensification of existential
and/or spiritual needs and beliefs. A Danish study substantiates how
patients at hospices are less secularized and individualized but more
open to traditions and religion than the general Danish population.
Furthermore, international studies show that spiritual care may increase
quality of life for dying patients and patients with life-threatening dis-
eases. Therefore, spiritual care is highly prioritized at hospices in
Denmark. However, studies in Denmark have found that due to lack of
existential concepts, insecurity marks spiritual care practices and under-
standings in hospices in Denmark.
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Aim: Of the study is to explore how spiritual care is practiced and under-
stood in hospices in Denmark from the perspective of both patients and
personnel.

Method: Applied for studying spiritual care in hospices in this study is
action research. Data collection consists of observations as well as semi-
structured interviews with individuals and groups.

Results: Personnel emphasize how spiritual care should be understood
as an individual, relational, embodied, and verbal concept. Patients, on
the other hand, emphasize spiritual care as a lived phenomenon centred
on needs for: 1) Being meet with attempts of understanding, 2) being
treated as a whole person, and 3) Being allowed to contribute.

Funding: The study has received funding from: Jascha fonden, AgeCare
- Academy of Geriatric Cancer Research, M. L. Jgrgensen og Gunnar
Hansens fond, Arresgdal Hospice and Hospice Sydfyn.

FCO5 Spiritual Care

Health Care Workers, Patient Spiritual Counselor’s Communication
Interface to Improve the Quality of Care in Palliative Care: Case Study
from Tanzania

Kayange A.%?, Kiwanga F.3, Manase F.*

1Uhuru Medical Centre (UMC), Dar es Salaam, Tanzania, United
Republic of, 2Christian Leadership University (CLU)-PhD in Theology
Candidate, Broadway St. Cheektowaga, United States, 30Ocean Road
Cancer Institute, Dar es Salaam, Tanzania, United Republic of, “The
Community Centre for Preventive Medicine [CCPmedicine Medical
Center], Dar es Salaam, Tanzania, United Republic of

Introduction: Communication is an exchange of information done by
speaking, writing, or using any other medium such as television, etc.
Lack of an effective communication between health care workers,
patient and spiritual counselors may deter any efforts implemented to
improve quality of care to people living with chronic illness.

Patient description: Patient ND 47 year’s male diagnosed with prostate
cancer and not started on treatment. He had a history of generalized
body malaise, wasted and seemed to be in severe pain. Pre-treatment
investigations conducted and while waiting for the results, the patient
sought the permission from the health care worker to go and meet the
spiritual counselor. Upon meeting the spiritual counselor (Prophet), the
patient was asked not to seek further treatment as there was no physical
iliness to him but rather spiritual. The patient decided not to go back to
the hospital. The condition got deteriorated and other family members
decided another course of patient management.

Intervention and outcome: Family members met the spiritual counselor
whom this time agreed the patient to seek treatment from the hospital.
The patient was convinced and admitted; pre-treatment investigations
were re-done. The patient started treatment, including pain manage-
ment. He was again linked to another Spiritual counselor upon request
from the patient. The patient’s hope regained, health condition improved
and pain was controlled.

Conclusion: To ensure the quality of care is maintained, both Spiritual
counselors and health care workers need to speak the same language
lest the patient get confused and abandon the planned treatment.

FCO5 Spiritual Care

Recognising Spirituality: The Impact of Training on Healthcare
Professionals Supporting Patients’ Spiritual Needs at End of Life - A
Qualitative Study

Groves K.1, Jack B.2, O’Brien M.2, Kinloch K.2

1Palliative Medicine, Supportive & Specialist Palliative Care Services,
Southport, Merseyside, United Kingdom, 2Evidence Based Practice
Research Centre, Edge Hill University, Ormskirk, United Kingdom

Background: Supporting patients spiritually as they approach the end-
of-life is vital. If spiritual needs are unmet, patients are at increased risk

of poorer psychological outcomes, quality of life is diminished, and a
reduced sense of spiritual peace ensues. Yet many healthcare profes-
sionals feel unprepared to appreciate, assess and tackle patients’ spirit-
ual issues.

Cheshire & Merseyside Palliative & End of Life Care Network has run the
‘Opening the Spiritual Gate’ course, across the UK for a number of years,
to address this training need. This aims to increase awareness of spiritual
and religious needs and facilitate recognition of spiritual distress.

Aim: To explore participant perceptions of spiritual care and the impact
of the training on their clinical roles after completing the course.
Methods: A qualitative methodology was adopted, using digitally
recorded semi-structured interviews. Purposive sampling of healthcare
professionals who had undertaken the course, in either the North West
or South West of England between 2015-2017, resulted in 21 partici-
pants. Data were subject to thematic analysis.

Results: All participants reported on the value of the course and the
impact on their clinical roles, including being better able to recognise
when spiritual distress may be evident. Two main themes were identi-
fied; recognising spirituality, containing sub-themes of what spirituality
means and what matters, and supporting spiritual needs with sub-
themes of recognition of spiritual distress, communication skills, not
having the answers and going beyond the physical.

Conclusions: The course is clearly effective in preparing staff to recog-
nise opportunities to provide individualistic spiritual care. Acknowledging
that spiritual care is as important as physical care, and having the skills to
address it, is vital for delivery of best holistic care.

Funding: Cheshire and Merseyside Palliative & End of Life Network
Education Strategy Group

FCO5 Spiritual Care

Palliative Caregivers’ Spirituality, Views about Spiritual Care and
Associations with Spiritual Well-being: A Mixed Methods Study
O’Callaghan C.%2, Seah D.3, Clayton J.%, Martina W., Kissane D.%7,
Georgousopoulou E.”, Michael N.17.8
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Background: Provision of spiritual care is a focus of palliative care as
spirituality allows for purpose, meaning and connectedness to the
sacred or important. Palliative caregiver spirituality may assist with cop-
ing, warranting exploratory inquiries to improve support.

Aims: To examine palliative caregivers’ spirituality, religiosity, views on
spiritual care and associations with spiritual wellbeing.

Methods: Convergent mixed methods design. Convenience sampling
recruited caregivers of patients with <12 month prognosis from 3
Australian hospitals. A semi-structured anonymous survey examined
views about spiritual care, support received and spiritual well-being
(FACIT-Sp-12). Data analysis used descriptive statistics, association tests
and qualitative content analysis. Significance level adjusted for multiple
comparisons (n=50) was 0.001.

Results: 109 surveys were returned (47% responded). 69% reported
being spiritual, 64% religious and 23% neither. Median spiritual wellbe-
ing of caregivers was 30.5 (1%, 3 quartiles: 25.0, 38.0). Following
patients’ diagnoses, caregivers reported increased meditation (p=0.002),
which brought peace and strength. 83% were comforted by pastoral care
visits if received (n=35), with no difference in spiritual wellbeing between
recipients and non-recipients (p=0.53). Caregivers with spiritual needs
supported to any extent by the hospitals had greater spiritual wellbeing
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than those reporting no support (p<< 0.001). 79% wrote that hospitals
should support caregivers’ spiritual needs due to their stress, vulnerabil-
ity and existential uncertainty. Spiritual care appreciated by caregivers
included both staff characteristics and organizational tone.

Conclusion: Vigilance toward caregivers’ spiritual distress is needed.
Spiritual care, including support, ritual and access to contemplative
spaces, needs to be concomitantly extended to caregivers alongside pal-
liative care patients.

Main Funding: Cabrini Foundation

FC06 German Perspectives on Palliative Care

Extended Evidenced-based National Guideline on Palliative Care for
Adult Patients with Incurable Cancer in Germany

Simon S.T.2, Voltz R.%, Pralong A.%, Kénig S.%, Radbruch L.2, Bausewein
C.3, on behalf of the German Guideline Group Palliative Care

1Zentrum fur Palliativmedizin, Uniklinik KoIn, K6ln, Germany, 2Palliative
Care, University Hospital Bonn, Bonn, Germany, 3Palliative Care,
University Clinic Munich, Munich, Germany

Background: Palliative care aims to maintain the best quality of life for
patients with life limiting disease and their carers.

Aim: To improve palliative care for patients with incurable cancer by pro-
vision of evidence-based and expert consented recommendations for a
brought range of clinical and organizational topics.

Methods: PubMed, Embase, and Cochrane Library databases were sys-
tematically searched for relevant publications (guidelines, systematic
reviews, primary studies), and assessed as recommended by the Scottish
Intercollegiate Guidelines Network. Representatives of 61 professional
societies and relevant groups were included to achieve a brought con-
sensus in a structured and defined national process. This guideline had
been funded by the German Cancer Aid and supported by the German
Guideline Program in Oncology.

Results: The expert panel agreed on 442 recommendations and statements
of palliative care principles focused on 15 topics based on best available evi-
dence: Breathlessness, Cancer Pain, Anxiety, Depression, Constipation,
Nausea and Vomiting, Sleep Disorders, Fatigue, Malignant Intestinal
Obstruction, Malignant Wounds, Communication, Therapeutic Goal and
Criteria of Decision-Making, Wish to Hasten Death, Dying Phase, and
Organization of Palliative Care. For some topics (e.g. Breathlessness, Pain or
Depression) the evidence base is good - however for some topics (e.g. Wish
to Hasten Death or Malignant Wounds) more studies are needed.
Conclusion: Patients with incurable cancer need to be offer best and
high quality care, including palliative care. There is growing evidence
from well-designed studies for further enhancement of palliative care
provision. This National Guideline provides high quality recommenda-
tions for the best palliative care based on available evidence and a broad
national expert consensus.

FC06 German Perspectives on Palliative Care

Last Year of Life in Cologne: What Do Transitions Mean to Patients
and Relatives?

Schippel N.%2, Hanke G.%, Strupp J.%, Rietz C.3, Voltz R.%*5, Cologne
Research and Development Network (CoRe-Net)

1Department of Palliative Medicine, University Hospital of Cologne,
Cologne, Germany, 2Institute for Medical Sociology, Health Services
Research and Rehabilitation Science (IMVR), University of Cologne,
Cologne, Germany, 3Faculty of Social and Educational Sciences,
University of Education Heidelberg, Heidelberg, Germany, “Center
for Integrated Oncology (ClO), Cologne, Germany, *Medical Faculty,
University of Cologne, Center for Health Services Research, Cologne,
Germany

Background: The end of life is often characterized by an increase in
patient transitions between care settings, which might not improve

symptom control or quality of life for patients. There is a lack of valid
data about the amount, types, reasons and effects of transitions at the
end of life in urban areas in Germany.

Objective: To provide an in-depth insight into reasons for transitions and
perceived effects on patients’ well-being.

Methods: In a sequential explanatory design, a retrospective survey
with 359 bereaved relatives was followed by in-depth interviews (N=40),
which were sampled purposefully by stratifying with pre-defined varia-
bles from the questionnaire (length of time of communication of fore-
seeable death, perceived quality of care).

Results: The most frequent five transitions identified in the survey were
hospital to home (42,6%), vice versa (28,8%), hospital to nursing home
(5,6%), vice versa (5,5%) and hospital to hospital (5,2%). For those transi-
tions, the interviews show common reasons, processes and effects. For
instance, in positively experienced transitions the cooperation between
health services and transparency in communication was highlighted.
Major problems in transitions were reported in cases where social ser-
vice in hospitals was not involved and information flow was therefore
poor. When further care planning including next care settings or coordi-
nation of services was not provided in advance, patient burden was
experienced as particularly high. Perceived burden could be reduced in
cases where flexibility in the date of transitions was given. A successful
transition from hospital to home was facilitated by systematic inclusion
of all necessary out-patient providers at an early stage.

Discussion: By using a mixed-methods approach including the views of
bereaved relatives, we were able to show that high burden in transitions
for patients and relatives is preventable in many cases.

Funded by the Federal Ministry of Education and Research
(BMBF#01GY1606)

FC06 German Perspectives on Palliative Care

Advance Directives and Living Wills in Nursing Home Residents in
Germany - A Nursing Staff Prospect

Dempwolff C.%, Stanze H.2?, Jansky M.*2, Hummers E.*?, Nauck F.12
IClinic for Palliative Medicine, University Medical Center Goettingen,
Goettingen, Germany, 2Institute for General Practice, University
Medical Center Goettingen, Goettingen, Germany

Background: Since 2009 the German Civil law Code §1901a includes
advance directives (AD). Hereby any person is enabled to compile their
specific desire for medical treatment in case one’s capacity to decide on
their medical treatment is limited. Although nursing staff often reports
first to the scene in case of emergency, there is still little understanding
of nursing staff’s knowledge about ADs and their application.

Aim: The goal of this survey was to obtain a better comprehension of
how each nursing employee evaluates his own knowledge background
on ADs.

Methods: Anonymous questionnaires containing 15 items derived from
literature were distributed among 55 regional nursing homes in a region
in Lower Saxony, Germany. Data was analyzed descriptively using SPSS.
Results: Analysis of 620 data sets shows that the majority of the nursing
staff rated their knowledge about ADs as moderate, despite regarding
them as relevant for daily work life. More than 70 percent addressed
ADs when new residents moved into the facility. Two thirds considered it
very important for them to know their residents’ treatment preferences.
Furthermore the majority of nursing staff pointed out ADs to emergency
physicians. More than half of the nursing staff disagreed with the state-
ment that handling ADs is only limited to physicians. However, employ-
ees stated there were scarce educational offerings by their employer
addressing ADs specifically.

Conclusion: Many participants are willing to comprehend current issues
of their residents regarding ADs. Nursing home staff regards the process
of decision making at the end of life as relevant for their daily work.
Therefore nursing home administrations should offer educational ele-
ments for their employees in the future. Further education may help to
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improve the nursing staff’s relevant background knowledge and courses
of action for ADs.

FC06 German Perspectives on Palliative Care

Palliative Care at the End-of-Life: Who Receives what Type of Care in
Germany? - A Claims Data Analysis

Ditscheid B.., Krause M.%, Jansky M.2, Lehmann T.3, L’hoest H.%, Maddela
S.3, Mboulla M.%, Meifsner W.5, Schulz S.%, Stichling K.%, Vollmar H.C.%6,
Wedding U.>, Freytag A.%, for the SAVOIR Study Group

IInstitute of General Practice and Family Medicine, Jena University
Hospital, Jena, Germany, 2Clinic for Palliative Medicine, University
Medical Center Gottingen, Gottingen, Germany, 3Center for Clinical
Studies, Jena University Hospital, Jena, Germany, “Department of
Medicine and Health Services Research, BARMER Statutory Health
Insurance Fund, Wuppertal, Germany, *Department of Palliative Care,
Jena University Hospital, Jena, Germany, éInstitute of General Practice
and Family Medicine, Ruhr University Bochum, Faculty of Medicine,
Bochum, Germany

Background: A growing part of the population needs palliative care (PC)
at the end of life. Although most patients with PC receive general PC,
some patients need specialized PC. In Germany, little is known about the
utilization of the different types of PC.

Aims: How many deceased received PC, particularly, general and/or spe-
cialized outpatient PC? What were the characteristics of patients receiv-
ing the different types of PC?

Methods: We conducted a German-wide retrospective observational
cohort study using claims data from adult deceased in 2016 and insured
with the second largest health insurance fund BARMER. PC was assumed
if billing codes for general or specialized outpatient PC or inpatient PC
were documented within the last six months before death. Descriptive
analyses of patient cohorts were performed using SAS EG 7.1.

Results: The study population consists of 95,962 deceased. Preliminary
results showed that 26,243 (27,3%) received PC at all: 22,171 (23,1%)
received exclusively outpatient PC, 4,072 (4,2%) exclusively inpatient PC
and 3,611 (3,8%) received both outpatient and inpatient PC. Among out-
patient PC, 15,454 (16,1%) received exclusively general and 3,243 (3,4%)
exclusively specialized PC, whereas 3,474 (3,6%) received both. At the
time of submission, data preparation and analysis were not finished yet.
At the congress we will provide data for socioeconomic and medical care
related characteristics of the different patient cohorts.

Conclusion: The results on characteristics of patients receiving general
versus specialized outpatient PC may deliver new insights for the discus-
sion of need and supply in palliative care.

Funding: Our study is part of the SAVOIR project which is funded by
Federal Joint Committee German Innovations Fund to evaluate SAPV
(Specialized Outpatient Palliative Care) in Germany.

FC06 German Perspectives on Palliative Care

Feasibility of Early Palliative Care for Outpatients with Incurable
Advanced Cancer in Real-world Settings - Analysis from a Prospective,
Multicenter, Mixed-methods, Sequential Control Group Study (EVI
Project)

Orellana-Rios C.L.1, Siemens W.L, Seibel K.%, Schoensteiner S.2, Schaekel
U.3, Kessler J.%, Eschbach C.°, Viehrig M.6, Gdrtner J.”, Becker G.*

1Clinic for Palliative Care, Medical Center, University of Freiburg,
Faculty of Medicine, University of Freiburg, Freiburg, Germany,
2Department of Internal Medicine Ill, University Hospital Ulm, Ulm,
Germany, 3Department of Internal Medicine V, University Clinic
Heidelberg, Heidelberg, Germany, “Center of Pain Therapy and
Palliative Care Medicine, Department of Anesthesiology, University
Hospital Heidelberg, Heidelberg, Germany, Department of Thoracic
Oncology, Member of the German Center for Lung Research (DZL),
University Hospital Heidelberg and Translational Lung Research

Center Heidelberg (TLRC-H), Heidelberg, Germany, °Department of
Radiooncology, Palliative Care Unit, University Hospital of Tlibingen,
Tlbingen, Germany, “Center for Palliative Care Hildegard, Basel,
Switzerland

Background: Evidence and recommendation of early palliative care
(EPC) are based on randomized controlled trials which often lack gener-
alisability. Investigations in real-world clinical scenarios are urgently
needed.

Objectives: Primary aim: to assess whether EPC can be implemented
into comprehensive cancer centers (CCCs) under real-world conditions.
Methods: We conducted a multicenter, mixed-methods, prospective
cohort study with a sequential control group design (DRKS00006162) in
23 oncology departments of 5 CCCs in Southern Germany. We included
outpatients with metastatic cancer diagnosed within the last eight
weeks. They were treated with standard oncology care or standard
oncology care plus “as needed” PC by a PC physician or PC nurse. EPC
was considered as feasible if =75% of eligible patients would be referred
to a PC physician and agreed to receive EPC. Interviews with PC physi-
cians, oncologists, patients and relatives were conducted after both
study phases. Acceptability, demand and practicality of EPC were ana-
lyzed using content analysis.

Results: For the intervention group, we screened 1716 patients, 293
patients were eligible and 254 of them (87%>75%) were referred to the
PC physician and agreed to receive EPC.

A total of 174 interviews were analyzed (44 patients, 40 relatives, 67
oncologists and 23 PC specialists). EPC was well accepted among oncolo-
gists and patients. Patients and relatives emphasized a benefit in the
areas of symptom treatment and communication quality. Oncologists
appreciated the reinforcement of high-quality care. Most oncologists
supported a consolidation of the intervention. The interviews with PC
specialists revealed existing tensions between both professions.
Conclusion: EPC is feasible in German CCCs under real-world clinical con-
ditions, but clarification of roles and tasks is needed in order to foster a
successful professional collaboration.

Funding: Robert Bosch Stiftung: 11.5.1364.0055.0.

FC06 German Perspectives on Palliative Care

Quality of End-of-Life Care - Comparing Claims Data Based Quality
Indicators between Different Types of Palliative Care in Germany
Krause M.%, Ditscheid B.1, Hennig B.%, Jansky M.3, Lehmann T, Maddela
S.4, Meif3ner W.5, Schulz S.%, Stichling K.1, Vollmar H.C.%¢, Wedding U.>,
Freytag A.%, for the SAVOIR Study Group

IInstitute of General Practice and Family Medicine, Jena University
Hospital, Jena, Germany, 2Department of Medicine and Health Services
Research, BARMER Statutory Health Insurance Fund, Wuppertal,
Germany, 3Clinic for Palliative Medicine, University Medical Center
Gottingen, Gottingen, Germany, “Center for Clinical Studies, Jena
University Hospital, Jena, Germany, *Department of Palliative Care,
Jena University Hospital, Jena, Germany, SInstitute of General Practice
and Family Medicine, Ruhr University Bochum, Faculty of Medicine,
Bochum, Germany

Background: There are numerous approaches to describe the quality of
End-of-Life-(EoL-)care based on quality indicators. Knowing their limita-
tions, health insurance claims data can describe EoL-care in large popu-
lations. The study is part of a German-wide claims data study on
palliative care (PC).

Aims: To investigate quality in EoL-care focussing on potentially aggres-
sive treatments and compare these between patients receiving general
versus specialized outpatient PC.

Methods: A retrospective observational cohort study has been con-
ducted using claims data from adults insured with the second largest
health insurance fund BARMER and deceased in 2016. PC was assumed
if billing codes for general or specialized outpatient PC were documented
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within the last six months before death. The quality indicators we apply
are internationally established and basically refer to the last three
months before death. Where necessary and possible, we apply shorter
time spans.

Results: The study population consists of 95,962 deceased. Preliminary
results showed that 22,171 of these received outpatient PC: 15,454
received general and 6,717 received specialized outpatient palliative care.
At the time of submission, data preparation and analysis had just started.
At the congress we will provide the results for the following indicators:
rates of patients with intensive care treatment, rates of chemotherapy in
cancer patients, rates of PEG tube applications and parental nutrition.
Conclusion: The given overview on the use of potentially aggressive
therapies at the EoL in general versus specialized outpatient PC may sup-
port the ongoing discussion on how much of this might be avoidable.
Funding: Our study is part of the SAVOIR project which is funded by
Federal Joint Committee German Innovations Fund to evaluate SAPV
(Specialized Outpatient Palliative Care) in Germany.

FCO07 Miscellaneous

Integrated Palliative Care Is Missionary Work; The Admission of
Palliative Care in Five European Health Care Settings

Van Gurp J.%, van Wijngaarden J.2, Hasselaar J.3, on behalf of the
InSup-C Consortium (Pecs University Medical Center, Lancaster
University, Universitats Klinikum Bonn, UZ Leuven, Radboudumc
Nijmegen

11Q Healthcare, Radboud University Medical Center, Nijmegen,
Netherlands, 2Erasmus University Rotterdam, Rotterdam, Netherlands,
3Radboud University Medical Center, Nijmegen, Netherlands

Background: Integration of palliative care with curative care is expected
to lead to better results for quality of life, costs, and perhaps even sur-
vival. Realization of such integration, however, remains limited; it is
available for only a small group of people. Throughout Europe, integra-
tion of palliative care meets several obstacles among which are the rec-
ognition of palliative care values and limited trust between health care
professionals.

Aims: This paper aims to explain whether and how normative integra-
tion - the integration of goals, implicit values, and practical norms - of
palliative care with the currently dominant health care structures takes
shape in five European countries.

Methods: As part of the EU-funded research project InSup-C (2012-
2016), 19 semi-structured group interviews in 5 European countries (GE,
UK, BE, NL, HU) were conducted. The analysis of the English translated
data followed a grounded theory approach. Extensive international peer
review was applied to guarantee the validity of the analysis conducted
by the Dutch research team.

Results: Normative integration is about missionary work. The latter
involves a) to find an entrance (for telling a normative story about pallia-
tive care), and b) to maintain and deepen relationships (in order to build
trust with other caregivers). Palliative care providers require the virtue
of diplomacy to realize this missionary work. Towards patients (e.g., by
using the appropriate words and sending a univocal team message) and
towards other health care professionals (e.g., by being grateful, modest,
and aiming for a quiet revolution).

Conclusion/discussion: Diplomacy appears, for now, to be an essential
virtue necessary for normative integration. It requires hard work from pal-
liative care professionals, practical wisdom about the culture and goals of
regular curative care, and finding a middle road between assimilating with
regular curative care and standing up for the basic palliative care values.

FCO07 Miscellaneous

Prevalence of Uncertainty in lliness in Family Caregivers of People in
Palliative Care at a Colombian Health Institution

Arias M.%, Carrefio S.2

IFaculty of Nursing, Universidad de Antioquia, Medellin, Colombia,
2Faculty of Nursing, Universidad Nacional de Colombia, Bogota,
Colombia

Background: Family caregivers of patients in palliative care assume the
responsibilities of caring for the patient in many cases without any
knowledge about aspects related to the disease. Assuming the care of
the patient without knowledge leads to experiencing high levels of
uncertainty in illness in the caregiver.

Aims: To describe the level of uncertainty in illness of family caregivers
of patients in palliative care and to explore what factors of the character-
istics of the participants may be associated with the development of
uncertainty.

Methods: Correlational descriptive study with non-probabilistic sam-
pling, carried out with 300 family caregivers of patients in palliative care
hospitalized in a healthcare institution in Bogota-Colombia. The sociode-
mographic characterization questionnaire of the patient-caregiver fam-
ily dyad and the Uncertainty in illness scale of the family caregiver’s were
used. Descriptive statistics were performed for sociodemographic varia-
bles and Spearman’s Rho correlation test was applied.

Results: The participants had an average age of 50.17 and a level of
uncertainty in illness was in average 91.7 points. The analyzes performed
revealed significant direct correlations between the level of uncertainty
and the degree of dependence of the patient (r = 0.187, p = 0.001), the
evaluation of symptoms (r = 0.312, p < 0.001) and time as caregiver (r
= 0.131, p = 0.023). On the other hand, a negative correlation was
found between the level of uncertainty and the perception of support
that the caregiver had with the healthcare professionals (r = -0.16, p =
0.048), family (r = - 0.145, p = 0.012). ) and religious support (r =
-0.131, p = 0.050).

Conclusion: The results suggest that the control of symptoms in the
patient, the degree of functionality, professional, family and religious
support are factors that can be taken into account to address the uncer-
tainty in iliness presented by the family caregiver.

FCO7 Miscellaneous

Experiences of Oldest-old Carers whose Spouse is Reaching End-of-
life: A Systematic Review and Narrative Synthesis

Morgan T., Bharmal A., Duschinsky R., Barclay S.

Public Health and Primary Care, University of Cambridge, Cambridge,
United Kingdom

Background: Globally ageing populations have rapidly increased the
number of people requiring palliative care. In resource-limited health-
care systems, spouses are increasingly providing end-of-life care to ena-
ble their partners to remain at home. Little attention, however, has been
paid to oldest-old spousal carers who are often managing their own co-
morbidities whilst caring.

Aim: To review the literature concerning experiences of carers aged 75
and over whose partner is approaching end-of-life.

Methods: Systematic review and narrative synthesis of the empirical lit-
erature published between 1985-April 2018 across six databases.
Gough’s weight of evidence and Morgan’s feminist appraisal tool used to
determine quality.

Results: From the initial 6950 titles, eight qualitative studies and six
quantitative studies were included. We identified three themes.

1)  “The embodied impact of care”. Many oldest-old carers expe-
rienced a ‘double jeopardy’ while providing emotionally and
physically taxing care and managing their own diminishing
health. They often subordinated their own health needs to
continue caring.

2)  “Marital and gendered conceptualisations of caring”. Oldest-
old carers strove for normality in their self and marriage identi-
ties by providing care for their spouse with little additional
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support and by incorporating their caregiving within their
established gender roles.

3)  “Learning to care”. Oldest-old carers had to learn new skills
and ways of coping to keep their spouses at home. They
became the expert of their partners’ condition as well as hav-
ing to take over all household tasks.

Conclusion: This review highlights the importance of oldest-old carers
contributions to their spouses’ end-of-life care. Oldest-old carers see it
as their duty to care, but the caregiving itself involves learning new
practical and emotional skills. Future research needs to consider how
to best support these carers to do so without grave impact to their own
health.

FCO07 Miscellaneous

Four Profiles of Informal Caregivers who Provide Care to Patients at
Home at the End of Life

Bijnsdorp F.M.%, Pasman H.R.%, Boot C.R.L.2, van Hooft S.M.3, van Staa
A.34 Francke A.L.2°

1Department of Public and Occupational Health, Amsterdam UMC,
Vrije Universiteit, Public Health Research Institute, Expertise Center
for Palliative Care, Amsterdam, Netherlands, 2Department of Public
and Occupational Health, Amsterdam UMC, Vrije Universiteit, Public
Health Research Institute, Amsterdam, Netherlands, 3Research Centre
Innovations in Care, Rotterdam University, Rotterdam, Netherlands,
4Erasmus School of Health Policy & Management, Erasmus University
Rotterdam, Rotterdam, Netherlands, *Nivel, Netherlands Institute for
Health Services Research, Utrecht, Netherlands

Background: To prevent overload of informal caregivers of patients at
the end of life and enhance their capacity to provide care it is important
that support is deployed in time. However, it is unclear which types of
informal caregivers provide care to patients at the end of life and which
type of support they prefer.

Aim: To identify profiles of informal caregivers who care for patients at
the end of life at home.

Design: A Q-methodological study in which informal caregivers ranked
40 statements on support needs and attitudes towards the care situa-
tion followed by interviews about their ranking. By-person factor analy-
sis was conducted to identify corresponding ways in which informal
caregivers ranked statements. Those with the same views shared the
same factor. Factors were interpreted as informal caregiver profiles.
Participants: 41 current and former informal caregivers with a variety on
background characteristics who recently provided care for someone at
the end of life (e.g., person diagnosed with incurable cancer, dementia,
organ failure, stroke) at home were included.

Results: Four distinct profiles of informal caregivers were identified;
those who want appreciation and an appointed contact person (1),
those who are positive about sharing care (2+) or wish to share care but
are not able to or unsatisfied (2-), those who want information and prac-
tical support (3) and those who need off-time (4). These profiles reflect
different needs and experiences with support.

Conclusions: Informal caregivers of patients at home at the end of life
have varying support needs and one size does not fit all. The profiles are
relevant for healthcare professionals and volunteers in palliative care as
they provide an overview of the main characteristics and support needs
among informal caregivers of patients near the end of life and can be
helpful in proving more targeted support.

Funding: The Netherlands organisation for health Research and
Development

FCO07 Miscellaneous
Guided Internet Cognitive Behavioral Therapy for Insomnia After the
Loss of a Child: Randomized Controlled Trial

Sveen J.1, Jernelév S.2, Pohlkamp L., Kreicbergs U.3, Kaldo V.2
Palliative Research Centre, Ersta Skondal Bracke University College,
Stockholm, Sweden, 2Karolinska Institutet, Stockholm, Sweden, 3Ersta
Skondal Bracke University College, Stockholm, Sweden

Background: Disturbed sleep is a common problem in bereaved individ-
uals (Buckley et al., 2012).

Aims: The aim was to evaluate satisfaction with and effects of internet-
delivered cognitive behavior therapy (ICBT) treatment for insomnia in
parents up to 5 years after the loss of a child to cancer.

Methods: Participants were 21 bereaved parents with insomnia. The
parents were randomized to an intervention or a control group. The
intervention was a 9-week ICBT for insomnia. The control group
received a short booklet with psychoeducation on sleep via the inter-
net. Primary outcome was symptom of insomnia and secondary out-
comes were prolonged grief, depression, posttraumatic stress, grief
rumination, assessed pre- and post-intervention with follow-up after
9 and 18 months. Satisfaction with treatment was assessed at post-
intervention (n=7) and by telephone one month after (n=6) the
intervention.

Results: The intervention group improved from pre- to post-interven-
tion with regard to symptoms of insomnia (Cohens d=1.56), however
there was no significant difference between the two groups at post-
measure (d=0.11) due to a large reduction also in the control group
(d=1.12). At the 9 months follow-up there was a significant difference
between the two groups in symptoms of insomnia (d=1.54) as well as
the secondary measures (d=0.62-1.54). Of six individuals who
responded by telephone, no one had experienced any negative con-
sequences of the treatment. Some parents thought it was time-con-
suming. One person reported being quite dissatisfied with the
treatment, although the majority of participants reported being very
satisfied.

Conclusion: The preliminary results, due to small sample size, indicate
that the internet-delivered treatment with CBT had a positive effect on
reducing insomnia as well as psychological distress in bereaved parents,
short-term and long-term.

FCO07 Miscellaneous

The Effect of Music Therapy on the Quality of Life of Hospice Patients:
A Critical Realist Trial

Porter S.1, McConnell T.2, Graham-Wisener L.3, Kirkwood J.%, Clarke M.>,
Regan J.5, Reid J.”

1Social Sciences and Social Work, Bournemouth University,
Bournemouth, United Kingdom, 2School of Social Sciences, Education
& Social Work, Queen’s University Belfast, Belfast, United Kingdom,
3School of Psychology, Queen’s University Belfast, Belfast, United
Kingdom, “Every Day Harmony Music Therapy, Belfast, United
Kingdom, 3School of Medicine, Dentistry and Biomedical Sciences,
Queen’s University Belfast, Belfast, United Kingdom, ®Marie Curie
Hospice Belfast, Belfast, United Kingdom, ’School of Nursing and
Midwifery, Queen’s University Belfast, Belfast, United Kingdom

Background: There is positive but weak evidence that music therapy
(MT) can have a beneficial effect upon the quality of life of palliative care
patients.

Aims: To provide evidence about MT’s effect on the quality of life of hos-
pice patients.

To establish the feasibility of carrying out a critical realist trial in a hos-
pice setting.

Methods/Design: A critical realist pilot trial which supplemented out-
come measurements with causal analysis. The outcomes of interest
were measured by means of a single-centre, two-armed randomised
trial. Outcomes were explained using qualitative data that identified the
influence of contextual mechanisms, intervention mechanisms and
agency.



EAPC Abstracts

43

Data collection: Outcome data: McGill Quality of Life (MQoL) question-
naire was administered to 51 participants.

Process data: Open text answers from participants receiving MT and
focus groups with hospice professionals.

Analysis: Effectiveness was assessed by determining the change between
baseline score and one week after baseline. During this period the inter-
vention group received two MT sessions.

Qualitative data were thematically analysed using a theoretical frame-
work developed from a realist review of the literature.

Results: The overall difference in MQoL between the groups was non-
significantly in favour of MT. There was a statistically significant improve-
ment in existential well-being for the MT group. Results for physical
sub-measures were contradictory.

MT contains multiple mechanisms that can provide physical, psychologi-
cal, emotional, expressive, existential and social support.

The hospice context, animated by a holistic approach to healthcare, is a
significant facilitator of the effects of MT.

Patients’ responses were influenced by their biographical specificities
such as their religiosity.

Discussion: The results provide further evidence of the benefits of MT
for palliative patients, but indicate the need for a fully powered trial.

FCO7 Miscellaneous

The Berlin Trilogy: David Bowie, Palliative Care and Berlin - A Public
Reading

Taubert M.%, Minton 0.2, Keeley P.3

1Palliative Care, Cardiff University School of Medicine, Cardiff, United
Kingdom, 2Brighton and Sussex Medical School, Brighton, United
Kingdom, 3Glasgow Royal Infirmary, Glasgow, United Kingdom

Background: The Berlin Trilogy consists of three consecutively released
studio albums by singer David Bowie: Low (1977), Heroes (1977) and
Lodger (1979). The albums were recorded after Bowie took up residence
in West Berlin in late 1976. The ‘EAPC Berlin Trilogy 2019’ will consist of
public readings and displays of relevant Bowie texts that resonate with
contemporary end of life care issues and public understanding.

Aim: In three readings, three palliative care professionals will read texts
and letters relating to Bowie and to end-of-life care. Mark Taubert will
read his 2016 letter to Bowie. Taubert wrote a posthumous letter to the
Starman after the singer’s death. A letter that went viral over social and
print media after Bowie’s son shared it. A letter that has inspired a musi-
cal composition premiered on BBC Radio 3. A letter that has been read
out aloud by Jarvis Cocker and Benedict Cumberbatch in public readings.
Why so much fuss over a letter? Probably best to hear it here. Ollie
Minton and Paul Keeley will read texts from the Blackstar album and
from one the Berlin trilogy albums.

Conclusion: After the readings, an open discussion forum will be
held. Whilst in palliative care we often talk about improving global
understanding about end of life care and advance care planning, we
don’t always manage to get our key messages through as effectively
as we’d wish. Culture, music and shared memories, anywhere in the
world, can be a powerful way to encapsulate good palliative care,
similarly to what happened in the patient encounter that is described
or in the words of a song. In the end, what binds us all together is our
shared enjoyment of the simple things in life, like music, poetry and
Bowie.

Additonal Information: After these readings, the presenters will invite
delegates to join them on a trip to nearby ‘Das Neue Ufer Café Bar’, one
of Bowie’s favourite Berlin locations, followed by an optional visit to
Hansa Studios, were the Trilogy albums were recorded.

FCO8 Primary Health Care and Interprofessional Collaboration
How Do Primary Care Teams Make Sense of their Role at End of Life
Care at Home?

Meléndez A.L, Reigada C.23, Sdenz de Ormijana A.%, Almaraz M.J.%,
Delgado A.°, Garcia de Albéniz A.6

1Palliative Care Team, Araba Integrated Healthcare Organization,
Basque Health Service, Vitoria-Gasteiz, Spain, 2Institute for Culture
and Society, ATLANTES, University of Navarra, Pamplona, Spain,
3Instituto de Investigacion Sanitaria de Navarra (IdiSNA), Pamplona,
Spain, 4Integrated Care Development Department, Araba Integrated
Healthcare Organization, Basque Health Service, Vitoria-Gasteiz,
Spain, °Zaramaga Primary Care Unit, Araba Integrated Healthcare
Organization, Basque Health Service, Vitoria-Gasteiz, Spain, ®Norte-Zuia
Primary Care Unit, Araba Integrated Healthcare Organization, Basque
Health Service, Vitoria-Gasteiz, Spain

Background: Caring for people at their end-of-life (EOL) at home is part
of the role of Primary Care teams (PCT). Collaboration between PCT and
Palliative Care Community Support Teams (PCCST) is crucial, particularly
in the management of complex cases. Even so, the so-called “team col-
laboration” faces difficulties mainly related to professional EOL care
practices in the home setting. These difficulties may even restrain the
continuity and quality of care.

This study aims to understand the way PCTs make sense and describe
their role and responsibility when caring for patients at their EOL in the
homecare setting.

Methods: Qualitative study, based on the dialogical method using in-
depth interviews and focus groups (FG). A theoretical sampling of PCT
health professionals were selected trying to include a high range of reali-
ties regarding the phenomenon of caring for people at the EOL at home.
A thematic analysis was used.

Results: Eight interviews (Physicians= 5; Nurses=4) and three FG (N=19)
were conducted. The understanding of PCT’s role and practices at EOL
care varies amongst professionals. The study identifies three main
themes supporting those different ways of understanding role and prac-
tices: 1) the professional-self; 2) the clinical practice; 3) and the context of
practice. Each area itself results from a complex integration of multiple
components such as the PC approach, the self-awareness (responsibility)
of EOL practices, the personal and professional growth through previous
EOL experiences. PCTs holding larger knowledge and further self-aware-
ness of their role at EOL care tend to more easily accept PCCST support.
Conclusion: Understanding the way different PCT professionals make
sense of their own EOL homecare role and practice, as well as the ele-
ments shaping those realities, may help PCCST tune and adjust their sup-
port role, as to make themselves more accessible. Efficient collaboration
between PCT and PCCST is an essential element of good EOL care at
home.

FCO8 Primary Health Care and Interprofessional Collaboration
Advance Care Planning at the Interface of Home Care Professionals
and Inpatient Facilities

Lehmann N.%, Fliedner M.%, Eychmiiller S.%, Linhart M.2

1Universitares Zentrum fur Palliative Care, Bern, Switzerland,
2Department of Health Professions, Bern University of Applied
Sciences, Bern, Switzerland

Background: General practitioners (GP) and home care nurses play an
important role in promoting advance care planning (ACP) activities due
to their close relationship with their patients. However, roles and
responsibilities within this process remain frequently unclear, especially
when patients move between in- and outpatient care during the last
months and weeks of life.

Aims: To understand the home care nurses’ and GPs (home care profes-
sional’s) roles and responsibilities in the process of performing ACP, par-
ticularly regarding the intersection between the hospital and home care
setting.

Method: Three focus groups and three expert interviews were con-
ducted with 12 GPs and 10 home care nurses in a mixed rural and urban
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region in Switzerland. Qualitative content analysis was utilized for
analysis.

Findings: A major barrier for GPs and home care nurses to implement
ACP is the deficiency in financial reimbursement and the therefore occur-
ing time constraint. Important tasks of home care professionals such as
initiating ACP and coordination of care are regarded as being essential
but are not fully financially reimbursed. Furthermore, ACP documenta-
tion (written and spoken word) between various care settings is not struc-
tured in terms of content and responsibilities. Despite being in favor of
ACP, both GPs and home care nurses displayed restraint in addressing the
topic of ACP because they were afraid to lose the patients’ trust.
Conclusion / Discussion: In sum GPs and home care nurses in Switzerland
feel uneasy in the way, ACP is currently offered and implemented.
Unclear role definitions, fear of losing trust and gaps in financial reim-
bursement seem to be major reasons for this and counteract the policy
to strengthen palliative care on a national level. Therefore, in order to
guarantee all patients’ access to ACP, ACP activities should become a
routine topic in primary care and financial reimbursement has to be
clarified by the responsible department.

FCO8 Primary Health Care and Interprofessional Collaboration
Primary Palliative Care Team Perspectives on Coordinating and
Managing People with Advanced Cancer in the Community: A
Qualitative Study

Hackett J.1, Ziegler L.2, Godfrey M.2, Foy R.2, Bennett M.?

1University of York, York, United Kingdom, 2University of Leeds,
Leeds Institute of Health Sciences, School of Medicine, Leeds, United
Kingdom

Background: Primary health care teams are key to the delivery of care for
patients with advanced cancer during the last year of life. The Gold
Standards Framework is proposed as a mechanism for coordinating and
guiding identification, assessment, and support. There are still consider-
able variations in practice despite its introduction. The aim of this qualita-
tive study is to improve understanding of variations in practice through
exploring the perspectives and experiences of members of primary
health care teams involved in the care of patients with advanced cancer.
Methods: Qualitative, semi-structured interviews, focus groups, and non-
participatory observations involving 67 members of primary health care
teams providing palliative care. Data were analysed using a grounded
theory approach.

Results: We identified distinct differences in the drivers and barriers of
community advanced cancer care coordination, which relate to identifi-
cation and management, and access to effective pain management, and
go some way to understanding variations in practice. These include pro-
active identification processes, time and resource pressures, unclear
roles and responsibilities, poor multidisciplinary working, and inflexible
models for referral and prescribing. These provide valuable insight into
how professionals work together and independently within an infra-
structure that can both support and hinder the provision of effective
community palliative care.

Conclusions: Whilst the GSF is a guide for good practice, alone it is not a
mechanism for change. Rather it provides a framework for describing
quality of practice that was already occurring. Consequently, there will
continue to be variations in practice.

FCO8 Primary Health Care and Interprofessional Collaboration
Strategy for Inserting Palliative Care in Primary Health Care in Brazil:
Looking at Nursing

Barrioso P.D.C.%23, Zoboli E.L.C.P.*

1Departamento de Saude Coletiva, Escola de Enfermagem da
Universidade de Sdo Paulo, Sdo Paulo, Brazil, 2Servigo de Cuidados
Paliativos, HSPE- S3o Paulo, S3o Paulo, Brazil, 3Instituto Paliar, Sdo
Paulo, Brazil

Aim: To propose nursing actions in Palliative Care (PC) for primary health
care nurses in the context of public health in Brazil.

Method: Considering the lack of consensus for the classification of the
levels of complexity of nursing actions in PC in Brazil, the study used the
Delphi Technique with a panel of nurses specialized in PC to classify
forty-eight nursing actions in PC, from a level of basic or specialized
action. This study considers basic level actions to be actions in PC that all
the professional nurses should be able to perform whereas actions at
the specialized level are those that only professionals with specialized
training or training in PC would be prepared to perform.

Results: Twenty-four professionals who formed the panel of experts par-
ticipated in this study. Most of the participating nurses (92%) have Post-
Graduation (masters and doctorate). Regarding the time of training
(67%) have more than 10 years of professional experience. As for the
Palliative Care experience, 50% have 5 years of professional practice in
the specialty, highlighting that one of the criteria for exclusion was less
than 03 years of experience in the PC are. Twenty-three of the forty-
eight nursing actions in PC were classified as basic level actions and were
subdivided into four categories: symptom control in PC; Broad view in
PC: culture, spiritual dimension and values; Continuity of care and inte-
gral care; the home as a place of care.

Conclusion: Nursing is considered a strategic profession to disseminate
the PC approach, since it is present in all levels of health care. We
obtained a list of twenty-three nursing actions which have been pro-
posed for insert to Palliative Care in Primary Health Care from this study
wich can be referenced for trainings and public policies in this field.This
study serves as a starting point for professionals working at the commu-
nity level to deal with the increasing demand of PC in Brazil. This study
was funded by author’s resources.

FCO8 Primary Health Care and Interprofessional Collaboration
Advance Care Planning for Patients with Cancer in the Palliative Phase
in Dutch General Practices

Ermers D.%, van Bussel K.2, Perry M.3, Engels Y.1, Schers H.2
1Anaesthesiology, Pain and Palliative Medicine, Radboudumc,
Nijmegen, Netherlands, 2Primary and Community Care, Radboudumc,
Nijmegen, Netherlands, 3Geriatrics, Radboudumc, Nijmegen,
Netherlands

Background: Advance care planning (ACP) is a crucial element of pallia-
tive care. It improves the quality of end-of-life care and reduces aggres-
sive and needless life-prolonging medical interventions. However, little is
known about its application in daily practice.

Aims: This study aims to provide better insights into the application and
documentation of ACP in general practice.

Methods: We performed a retrospective cohort study in eleven general
practices in the Netherlands. Electronic patient records (EPRs) of
deceased patients with colorectal or lung cancer were analysed.

Data on ACP documentation, correspondence between medical special-
ist and general practitioner (GP), and healthcare use in the last year of
life were extracted.

Results: Records of 163 deceased patients were analysed. In 74% of the
records, one or more ACP items were registered. Three or more ACP
items were found in 36% of the records. GPs especially documented
patients’ preferences for euthanasia (58%), palliative sedation (46%) and
preferred place of death (26%). Most information was registered in the
last three months of life. Per patient, GPs received on average six letters
from medical specialists. These letters mainly contained information
regarding medical treatment and only rarely ACP items. In the last year
of life, patients contacted the GP over 30 times on average, and 51%
visited the emergency department at least once, of whom 54% in the
last month. The number of contacts with the GP was not related to ACP
documentation.

Conclusion: Registration of ACP items in GPs’ EPRs appeared to be lim-
ited. ACP elements were rarely subject of communication between
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primary and secondary care, which may impact the continuity of patient
care during the last year of life. More emphasis on registration of ACP
items and better exchange of information regarding patients’ prefer-
ences is needed.

Funding: National Health Care Institute Netherlands (funding 2016/969/
0oO0L).

FCO8 Primary Health Care and Interprofessional Collaboration

A Cluster Randomised Feasibility Trial (cCRCT) to Test the Routine Use
of the Needs Assessment Tool: Cancer (NAT:C) in Primary Care to
Reduce Unmet Patient and Carer Needs and Determine the Feasibility
of a Definitive Trial

Clark J.X, Amoakwa E.2, Allgar V.3, Blenkinsopp J.%, David C.X, Amanda
F.5, Robbie F.6, MacLeod U.1, Meads D.6, Wright-Hughes A.5, Johnson M.1
1Wolfson Palliative Care Research Centre, Hull York Medical School,
Hull, United Kingdom, 2UCEN Manchester, Manchester, United
Kingdom, 3University of York, Hull York Medical School, York, United
Kingdom, “Newcastle Business School, Northumbria University,
Newcastle, United Kingdom, >University of Leeds, Leeds Institute of
Clinical Trials Research, Leeds, United Kingdom, ®University of Leeds,
Leeds Institute of Health Sciences, Leeds, United Kingdom

Background: People with cancer commonly have distressing symptoms
and unidentified palliative care needs. The Needs Assessment Tool:Cancer
(NAT:-C) is a validated tool to improve needs-based access to palliative
care.

Aims: To assess the feasibility and acceptability of conducting a defini-
tive cRCT of the NAT:-C in primary care in terms of

1) recruiting 4 GP practices and 40-60 patients (plus carers),
2) Uptake of NAT:PD-C,

3) Questionnaire completion rates

4) acceptability of study measures

Methods: A non-blinded cluster randomised trial with parallel process
evaluation. Patients with active cancer were identified through cancer
registries or in clinic and invited to participate and nominate a carer if
they wanted to. Participants completed study questionnaires at baseline
and 1, 3 and 6 months. Patients sought a 20 minute appointment post-
baseline. Patients, carers and GP practice staff were invited to partici-
pate in interviews/focus groups.

Results: Five GP practices were approached and 4 recruited and trained
in the use of the NAT:-C. Practices were cluster randomised (1:1). Forty-
seven patients and 17 carers were recruited. Early recruitment prob-
lems were addressed by including a pre-paid expression of interest form
with the study invitation. Recruitment rate was appropriate for a defini-
tive multicentre trial. 44 (94%) of patients received a study appoint-
ment, 42 (95%) attended and 32 (76%) received a NAT-guided
consultation. Item completion rates of the proposed primary outcome
measure the Supportive Care Needs Survey at baseline were 96.4%. 15
patient interviews and 4 focus groups with GP practices were con-
ducted. Participants supported the need for a definitive study and
found all measures acceptable. Process evaluation informed effective
refinement of study invitations.

Conclusion: The feasibility trial indicated that the recruitment rate,
intervention uptake and data collection were appropriate, with refine-
ments, for a definitive cRCT is feasible.

FC09 Quality and Safety in Prescribing at the End of Life

Exploring Opioid Errors in Australian, Inpatient Palliative Care
Services: A Mixed Methods Study

Heneka N., Shaw T.2, Rowett D.3, Lapkin S.%, Phillips J.L.%>

1University of Notre Dame Australia, Broadway, Australia, 2University
of Sydney, Sydney, Australia, 3University of South Australia, Adelaide,

Australia, “University of Wollongong, Wollongong, Australia, *University
of Technology Sydney, Ultimo, Australia

Background: Opioids are a high-risk medicine routinely used to manage
palliative patients’ pain and other symptoms. Despite the high volume of
opioid use in palliative care services, little is known about opioid errors
in this clinical setting.

Aims: To identify

i) opioid error incidence, patient impact and error contributing fac-
tors; and

i) barriers and facilitators to safe opioid delivery processes in inpa-
tient palliative care services.

Methods: A two-phase, explanatory sequential mixed methods study,
guided by a multi-incident analysis framework. Three Australian pallia-
tive care inpatient services participated in this study.

Results: Opioid errors accounted for 32% of all reported medication
errors, equating to a mean 0.9 (*£1.5) opioid errors per 1000 occupied bed
days. Opioid administration errors comprised 76% of reported opioid
errors, 33% of which were omitted dose errors. Opioid prescribing errors
(15%) were less frequently reported overall, but were proportionally
higher in services that did not employ an on-site clinical pharmacist. Over
half (53%) of opioid errors required a clinical intervention to preclude or
manage patient harm. For 57% of patients, opioid errors resulted in opioid
under-dose, with subsequent adverse impact on pain management. Sub-
optimal skill mix, poor clinical communication, and absence of support
from central functions (e.g. pharmacy) were perceived to contribute to
opioid errors. A strong opioid safety culture was evident in all participating
services, and was seen as critical to supporting safe opioid delivery.
Conclusion: Opioid errors in palliative care inpatient services contribute
to iatrogenic patient harm, and occur as a result of differing combina-
tions of individual, team, environmental and organisational factors. A
commitment to creating and sustaining a strong opioid safety culture,
and enabling an adequately resourced workplace, is fundamental to
reducing opioid errors in inpatient palliative care.

FCO09 Quality and Safety in Prescribing at the End of Life
Antibiotic Use in Advanced Dementia Patients Near End of Life:
Comfort or Conflict

Francisco E.P., Tay R.Y.L, Hum A.Y.M.12

1Programme Dignity, Dover Park Hospice, Singapore, Singapore,
2Pallaitive Medicine, Tan Tock Seng Hospital, Singapore, Singapore

Background: Advanced Dementia (AD) is a terminal illness. Many AD
patients die from infections, the commonest of which is pneumonia.
Evidence about the use of antibiotics for symptomatic relief in AD
patients suffering from infection is conflicting. Erring on the side of cau-
tion, physicians frequently escalate antibiotics even when patients are at
the end of life (EOL).

Aim: To determine if the use of antibiotics affects comfort of AD patients
at the EOL and to ascertain if enteral feeding affects the prevalence of
infection with antibiotic usage.

Methods: Patients with FASTO (Functional Assessment Staging Test)
Stage 7 and beyond with albumin level < 35g/L, a feeding tube, or pneu-
monia were recruited. The Comfort Assessment in Dying with Dementia
(CAD-EOLD) Scale was used to assess patients’ comfort when prognosis
was short. The presence of enteral feeding, type and frequency of infec-
tions, and use of antibiotics in the last 2 weeks of life were reviewed.
Mann-Whitney U test and Chi-square test were used for between group
comparisons of continuous and categorical variables respectively.
Results: Of 343 patients, 78.1% (n=268) died of sepsis, with pneumonia
being the commonest cause (83%). 69% (n=186) of patients with sepsis
were given antibiotics in the last 2 weeks of life. Median CAD-EOLD score
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of patients who used antibiotics (Md=37, n=130) was not significantly
different from patients who did not use antibiotics (Md=38, n=104),
p=0.216. Patients on enteral feeding were 2.8 times more likely to suffer
from pneumonia than patients without, x? (1, n=337)=17.8, p<< 0.0001,
phi=0.24, hence increasing the likelihood of antibiotics being given by a
factor of 1.9 [x? (1, n=337)=8.2, p=0.004, phi=0.16].

Conclusion: Infection is prevalent in AD patients at the EOL especially for
those with enteral feeding. Antibiotics are frequently given for sympto-
matic relief but ironically did not increase AD patients’ comfort at the
EOL. Antibiotic therapy should hence be offered judiciously.

FC09 Quality and Safety in Prescribing at the End of Life

Regular Oxycodone for Chronic Breathlessness - Answers from a
Randomised Controlled Trial

Currow D.%2, Ferreira D.%, Agar M.2, Louw S.3, McCloud P3, Fazekas B.%,
McDonald C.*5, Clark K.%7, McCaffrey N.8, Ekstrém M.°

Flinders University, Palliative Care Clinical Studies Collaborative
(PaCCSC), Adelaide, Australia, 2University of Technology Sydney,
ImPACCT, Sydney, Australia, 3McCloud Consulting Group, Belrose,
Australia, “Austin Health, Melbourne, Australia, *University of
Melbourne, Melbourne, Australia, ®Northern Sydney Local Health
District, Sydney, Australia, University of Sydney, Sydney, Australia,
8Deakin University, Melbourne, Australia, °Lund University, Faculty of
Medicine, Department of Clinical Sciences Lund, Respiratory Medicine
and Allergology, Lund, Sweden

Background: Morphine can relieve breathlessness when the underlying
disease is optimally treated - chronic breathlessness. It is unclear
whether oxycodone has a similar effect.

Aim: This randomized, placebo-controlled, double-blind, parallel-arm
study aimed to evaluate the effects of regular, low-dose, controlled-
release (CR) oxycodone for chronic breathlessness.

Methods: Participants were randomised to 15 mg of oral CR oxycodone
(5mg every 8 hours) or placebo for seven days. Up to 6 doses/day of ‘as
needed’ immediate release morphine (2.5mg/dose) were available for
both arms as required by one of the Ethics Committee overseeing this
trial. The primary endpoint was change from baseline in the intensity of
breathlessness now (0-100mm visual analogue scale [VAS]) between
arms. Secondary endpoints included other measures of breathlessness;
quality of life; function; and adverse events.

Results: From February 2010 to July 2015, 215 participants were rand-
omized and 213 participants were included in this study that did not
reach target recruitment (oxycodone n=74; placebo n=139). Primary
outcomes of breathlessness now were similar between arms. The pla-
cebo arm used more ‘as needed’ morphine solution (mean 9.0 versus
4.6 daily doses; p=<0.001). The oxycodone arm reported more nausea as
a treatment emergent adverse event and more constipation, and appe-
tite loss in the EORTC-QLQ-15.

Conclusions: This randomized controlled trial demonstrated no benefit
of oxycodone over placebo for treatment of chronic breathlessness. An
adequately powered study should be conducted without “as needed”
opioids. Future research should explore a different primary outcome
(worst breathlessness) in a specific sub-population (modified Medical
Research Council scale 3 or 4).

FC09 Quality and Safety in Prescribing at the End of Life
Methadone Rotation in a Palliative Care Cohort: A Multicentred
Retrospective Review

Tuffin P., Corfias E., DOrazio M., Guelfi K., Listina I., Popowicz N.
Faculty of Health and Medical Sciences, Centre for Optimisation of
Medicines, University of Western Australia, Perth, Australia

Background: Different guidelines for rotation of opioids to methadone
are used internationally without consensus on the most efficacious.

Guidelines were developed based on literature and expert opinion of
palliative care clinicians and implemented across all palliative care cen-
tres in our community to provide a consistent rotation procedure.
Aims: To evaluate the efficacy and safety of opioid rotation to metha-
done and adherence to guidelines in a multicentre series.

Methods: Patients from 8 palliative care centres converted to metha-
done between Jan and Sept 2018 were included. Measured outcomes
included efficacy (assessed by pain score and oral morphine equivalent
(MEQ) dose changes and time to stable dose) and safety (by reported
adverse effects). Patient demographics, pain history, symptom monitor-
ing, pain scores and opioid dosing were collected retrospectively from
medical records. Loading, regular, breakthrough doses and dose adjust-
ments were assessed for adherence to guidelines.

Results: Of 43 patients, rotation to methadone appears effective, with a
decrease in average pain scores from pre-rotation to final assessment
(3.2to 1.6, p=0.002), and safe, with no serious adverse events reported.
Participants were prescribed a range of opioids prior to rotation with an
average daily dose of 376 (*=282) mg MEQ which reduced to 272 (£161)
mg with methadone. The most common reasons for rotation were inad-
equate analgesia and adverse effects with current opioid. Although com-
plete adherence to guidelines was low (19%), most conversions (53%)
met a minimum of 2 criteria and modifications were commonly use of a
lower dose than recommended. A trend to fewer days required until
dose stability was observed in patients who received a loading dose
compared to those who did not (median[IQR], 6[6-10] vs 8.5[6-10],
p=0.16).

Discussion / Conclusion: Although complete adherence to the guidelines
is low, methadone conversions are safe and effective with decreased pain
scores and MEQ doses.

FC09 Quality and Safety in Prescribing at the End of Life
Breakthrough Medications in Unresponsive Palliative Care Patients:
Indications, Practice and Efficacy

Barbato M., Barclay G.»?, Yeo W.%34, Potter J.>*>

Lpalliative Care Services, lllawarra Shoalhaven Local Health District,
Warrawong, Australia, 2Graduate School of Medicine, University of
Wollongong, Wollongong, Australia, 3Division of Medicine, lllawarra
Shoalhaven Local Health District, Wollongong, Australia, *lllawarra
Health and Medical Research Institute, Wollongong, Australia, >Division
of Aged Care, Rehabilitation and Palliative Care, lllawarra Shoalhaven
Local Health District, Wollongong, Australia

Background: An unresponsive patient’s distress and their response to
breakthrough medication are determined by clinical assessment and/or
observational measures. How closely these methods match the patient’s
experience is unknown.

Aims: To determine the efficacy and effectiveness of breakthrough med-
ication in unresponsive patients and the perception of patient comfort
made by nurses and family.

Methods: A prospective study of breakthrough medication in 40 unre-
sponsive patients. The Richmond Agitation-Sedation Scale (RASS) and
Patient Comfort Score (PCS) were compared with time-matched
Bispectral Index (BIS) scores. The effects of opioid versus opioid plus
benzodiazepine breakthroughs and the relation between synchronous
nurse and family measurements of the PCS were evaluated. ANOVA and
paired t-tests were used for BIS analyses and non-parametric Mann
Whitney tests for RASS and PCS.

Results: There were 112 breakthrough medication doses recorded.
Significant score reductions at 30 and 60 minutes following break-
through medication were noted for BIS (p<< 0.0004), RASS (p=0.043 and
0.004 respectively) and PCS (p<< 0.0004). The most common indication
for breakthrough medication was respiratory distress. A direct compari-
son of the effect of opioid breakthrough medication(12.5% of doses)
versus opioid plus benzodiazepine (45% of doses) revealed no significant
difference (BIS, p=0.512; RASS, p=0.195; PCS, p=0.119). Of the 157
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synchronous nurse and family measures of patient comfort, families
rated patient discomfort significantly higher than nurses (p<< 0.0004).
Conclusion: This study provides additional evidence for the efficacy and
effectiveness of breakthrough medication and the merit of observa-
tional measures in determining a patient’s response. The onset of action
is evident at 30 minutes following injection. Family assessment of patient
comfort may be more nuanced than that of nurses and they not uncom-
monly rate patient discomfort higher than nurses.

FC09 Quality and Safety in Prescribing at the End of Life

Use of Tramadol in Palliative Care and Pain Treatment: Potential
Consequences of Placing it under International Control

De Lima L.2, Radbruch L.%, Pettus K.%, Pastrana T.2

1JAHPC, Houston, United States, 2RWTH Aachen University, Aachen,
Germany

Background: Tramadol is a synthetic opioid analogue of codeine, recom-
mended by the World Health Organization (WHO) as a step-2 analgesic
in the guidelines for cancer pain relief. Currently tramadol is not subject
to international control (“scheduling”). The WHO Expert Committee on
Drug Dependence (ECDD) will be reviewing tramadol and evaluating
whether it should be placed under international control.

Aims: To explore the clinical use of tramadol and the impact that the
proposed scheduling may have on access for legitimate medical needs in
pain treatment and palliative care (PC).

Method: Cross over study using an online survey conducted in October
2018 among members of the International Association for Hospice and
Palliative Care.

Results: The survey was sent to 672 prescribers worldwide and 470 par-
ticipants responded (RR 70%). Of these, 415 participants prescribe tram-
adol, working most of the time in PC (60%), or half time in PC (27%). 41%
prescribe it daily or at least once a week (32%) Most use it for the treat-
ment of mild to moderate pain (53%) and moderate to severe pain
(43.4%). However, 4% of participants from 9 countries use it for all levels
of pain, having no other analgesic available. According to the partici-
pants, placing tramadol under international control would have a nega-
tive impact (mean 72.0; SD=32.46) (100 being “Extremely negative
impact on access to pain treatment”). Participants from Low Income and
Low Middle Income countries rate a higher negative effect on access to
pain treatment if tramadol is placed under international control, com-
pared to participants from High Income Countries (p=<0.000), where
other analgesics are available.

Conclusions: Tramadol is widely used by PC and pain professionals. The
negative consequences of placing it under international control out-
weigh any benefits related to curbing misuse, especially for patients liv-
ing in poor resource settings in all WHO regions, deepening inequity for
vulnerable populations.

FC10 Palliative Care in Nursing Homes

Use of Sedatives at the End of Life in a German Nursing Home: A Pilot
Retrospective Cohort Study

Schildmann E., Bolzani A., Meesters S., Marheineke A., Bausewein C.
Department of Palliative Medicine, University Hospital, Ludwig-
Maximilians-Universitat (LMU) Miinchen, Munich, Germany

Background: Sedatives are known to be frequently used at the end of life
in specialist palliative care (SPC). There is scarce information about their
use in nursing homes.

Aim: To assess

1. the use of sedatives in general and

2. theuse of “sedatives with continuous pharmacological effects”,
based on objective operational criteria, within the last 7 days of
life in a nursing home.

Methods: Pilot retrospective cohort study as part of a multi-centre
mixed-methods study, using medical records of residents who died in a
German nursing home from 1/2016 to 12/2017. Sedatives recorded
were benzodiazepines, levomepromazine, haloperidol = 5 mg/day and
propofol. Explorative statistical analysis (R version 3.4.3).

Results: 30/112 (27%) deceased residents received any sedative at least
once during the last 7 days of life, none labeled “sedation”. The term
“palliative” was significantly more often documented for residents who
received sedatives (p=0.004). Oral lorazepam was used most frequently
(n=28; midazolam n=2), mainly for anxiety (n=12) and dyspnea (n=8),
but also due to “palliative status” (n=2) and “patient’s wish” (n=1). The
median total daily dose of lorazepam increased from 1 mg (range 0.5 - 3)
six days before death to 2 mg (range 0.5 - 5) on the day of death. 17 resi-
dents had “sedatives with continuous effects” on at least one day,
median 2 days (range 1-7). Two of the three residents under the care of
a SPC team received this treatment.

Conclusion: For the first time, this pilot study provides data on sedation
practice at the end of life in a German nursing home. Sedatives are fre-
quently used, mostly orally. Median doses are low, probably with a
mainly anxiolytic and mild to moderate sedating effect. This stands in
contrast to international data on continuous deep sedation. Multi-centre
mixed-methods research is needed to describe sedation practices in
German nursing homes and inform respective guidance.

Funding: Federal Ministry of Education & Research (SedEol)

FC10 Palliative Care in Nursing Homes

Predicting Mortality in People with Dementia and Pneumonia: Time
to Update the Risk Score

van der Steen J.T.22, Heymans M.W.3, van der Maaden T.#, Mehr D.R.5,
Kruse R.L.>, de Vet H.C.W.3, Rauh S.P3

1Public Health and Primary Care, Leiden University Medical Center,
Leiden, Netherlands, 2Primary and Community Care, Radboud
University Medical Center, Nijmegen, Netherlands, 3Epidemiology and
Biostatistics, Amsterdam Public Health Research Institute, Amsterdam
UMOC, Location VU University, Amsterdam, Netherlands, “National
Institute for Public Health and the Environment (RIVM), Bilthoven,
Netherlands, >Family and Community Medicine, School of Medicine,
University of Missouri, Columbia, United States

Background: People with dementia often die from pneumonia.
According to the EAPC dementia white paper, optimal prognostication
combines clinical judgement with evidence-based prediction models.
However, models may need revision when applied in different (e.g.,
sicker) populations or when care changes, such as altered management
of cardiovascular risk or awareness of sufficient food and fluid intake.
Aims: To evaluate, in a recent cohort, the performance of a model devel-
oped in the 1990s for predicting 14-day mortality risk in antibiotic-
treated nursing home residents with dementia and pneumonia.
Methods: The original prediction model included gender, respiratory
rate, respiratory difficulty, pulse rate, decreased alertness, fluid intake,
eating dependency and pressure sores. We applied the model to recent
pneumonia episodes (380 in the Dutch PneuMonitor study, 2012-2015).
Conforming to current standards, we considered additional variables
and model revision. Model performance was evaluated by: Hosmer-
Lemeshow statistics (HL), calibration graphs, and area under the receiver
operating characteristic curve (AUC) to assess discrimination. We inter-
nally validated using bootstrapping.

Results: The newer cohort had lower 14-day mortality and was less
often dehydrated or malnourished. Median AUC of the original model
over imputed datasets was 0.76 (IQR: 0.76-0.77), compared to 0.80 in
the old cohort. Augmenting the model with dehydration, bowel inconti-
nence, increase in eating dependency, and cardiovascular history, while
removing pressure sores, improved AUC: 0.80 (IQR: 0.80-0.81) after
internal validation. Calibration remained adequate (HL: p=0.67). We also
revised the risk score for use in practice.
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Conclusion: Despite beliefs that nursing home residents are sicker now,
the recent cohort of residents with pneumonia was less severely ill, with
lower mortality. Extending the model retained performance to distin-
guish between those at low and high mortality risk.

FC10 Palliative Care in Nursing Homes

Does the Namaste Care Family Program Improve Quality of Life of
People with Advanced Dementia?

Smaling H.%2, Joling K.3, Achterberg W.2, Francke A.243,

van der Steen J.%6

1Department of Public and Occupational Health, Amsterdam UMC,
VU University Medical Center, Amsterdam, Netherlands, 2Department
of Public Health and Primary Care, Leiden University Medical Center,
Leiden, Netherlands, 3Department of General Practice and Elderly
Care Medicine, Amsterdam UMC, VU University Medical Center,
Amsterdam, Netherlands, Netherlands Institute for Health Services
Research (NIVEL), Utrecht, Netherlands, SExpertise Center Palliative
Care, VU University Medical Center, Amsterdam, Netherlands,
5Department of Primary and Community Care, Radboud University
Medical Center, Nijmegen, Netherlands

Background: Many people with advanced dementia die in nursing
homes. Family caregivers often find it difficult to communicate meaning-
fully with them, and judge quality of life and end of life as poor. The daily
Namaste Care Family program - derived from the US Namaste Care pro-
gram - involves family caregivers and integrates personalized and pallia-
tive care with meaningful activities for people with advanced dementia.
There is some evidence that Namaste Care is beneficial, but this needs
confirmation with robust research designs.

Aims: To examine if the Namaste Care Family program improves quality
of life of people with advanced dementia in nursing homes.

Methods: Randomized controlled trial in 19 nursing homes, of which ten
implemented Namaste Care Family and nine provided usual care. Data
collection started May 2016 and will conclude December 2018.
Quantitative data about the quality of life of 231 persons with advanced
dementia are collected during the baseline assessment and at 1, 3, 6,
and 12 months using a validated questionnaire (Quality of Life in Late-
Stage Dementia, referring to last week) and direct observations
(Discomfort Scale-Dementia of Alzheimer Type). Data are analyzed using
mixed model analysis.

Results: With data collection still ongoing, data analysis for this abstract
focused on the first three months. Preliminary results indicate that
observed discomfort decreased over time, with the Namaste group
showing a significantly lower level of discomfort compared to the control
group after 3 months. No group difference was found on the quality of
life measure.

Conclusion / discussion: Preliminary findings indicate that Namaste
Care Family can decrease observed discomfort of people with advanced
dementia. The results for the total research period will be added at the
time of the conference.

FC10 Palliative Care in Nursing Homes

The Complexities of the Use of Palliative Sedation in Nursing Homes:
A Qualitative Exploration of Physicians’ and Nurses’ Perspectives
Robijn L.22, Deliens L.*?, Rietjens J.3, Pype P.12, Chambaere K.%?
Department of Family Medicine and Chronic Care, End-of-Life Care
Research Group at the Vrije Universiteit Brussel and Ghent University,
Brussels, Belgium, 2Department of Public Health & Primary Care, Ghent
University, Ghent, Belgium, 3Department of Public Health, Erasmus
University Medical Center Rotterdam, Rotterdam, Netherlands

Background: While deciding on and performing palliative sedation is
replete with challenges, research suggests that the challenges are par-
ticularly pervasive in low-care settings such as nursing homes with

limited relevant infrastructure and where individual and organisational
factors may further complicate good practice.

Aims: This study identifies barriers for the decision-making, communica-
tion, and performance of continuous sedation until death in nursing
homes as experienced by professionals involved.

Methods: Ten focus groups were held with 71 healthcare professionals
including 16 palliative care physicians, 42 general practitioners and 13
nursing home staff (nurses and care assistants), representing a broad
range of views and experiences regarding the use of continuous sedation
until death in Flemish nursing homes. Grounded theory principles were
applied.

Results: Barriers were classified according to three levels.

(1) Personal barriers related to knowledge and skills including the
lack of clarity of what sedation should be used for (linguistic
ambiguity) and how it should be used (practical ambiguity);

(2) Relational barriers concerning communication and collabora-
tion both between professionals and with the family.
Respondents in our discussions indicated e.g. that they do not
know how to best approach the family, or that there is multiple
contact points for the family as a result of which the family
often receive contradictory messages;

(3) Organizational barriers related to the organization of care in
nursing homes where e.g. there is no on-site physician respon-
sible for all residents or who is not necessarily a nursing home
specialist.

Conclusion: Whilst the findings uncover the complexities in deciding on
and performing continuous sedation, they suggest considerable chal-
lenges for sound decision making, communication and performance of
palliative sedation - particularly communication with the family deserves
attention.

FC10 Palliative Care in Nursing Homes

Physical Limb or Trunk Restraint Use in Nursing Home Residents’ Last
Week of Life: An Epidemiological Study in 6 European Countries
Pivodic L1, Smets T.,, Gambassi G.2, Kylanen M.3, Pasman H.R.%, Payne
S.%, Szczerbinska K.6, Deliens L.%, Van den Block L.%, on behalf of PACE
1End-of-Life Care Research Group, Vrije Universiteit Brussel & Ghent
University, Brussels, Belgium, 2Universita Cattolica del Sacro Cuore,
Rome, Italy, 3National Institute for Health and Welfare, Helsinki,
Finland, VU University Medical Center, Amsterdam, Netherlands,
SLancaster University, Lancaster, United Kingdom, ®Jagiellonian
University Medical College, Cracow, Poland

Background: Challenges regarding end-of-life care in nursing homes may
foster use of physical restraints, despite evidence that they are neither
safe nor effective. We studied the prevalence of physical restraint use in
the last week of life of nursing home residents in six European countries
and its association with resident and facility characteristics.

Methods: Cross-sectional survey; proportionally stratified random sam-
ple of nursing homes in Belgium (BE), England (ENG), Finland (Fl), Italy
(IT), Netherlands (NL), Poland (PL). We identified all deaths of residents
of the preceding three months. Staff (nurse or care assistant) most
involved in the resident’s care indicated in a structured questionnaire
whether trunk or limb restraints were used during the last week of life
‘daily’, ‘less frequently than daily’ or ‘not used’. Analysis included gener-
alized linear mixed models.

Results: In 322 nursing homes, staff returned questionnaires regarding
1384 deceased residents (response rate 81%). Limb and/or trunk
restraints were used daily in the last week of life in 8% (BE), 1% (ENG),
4% (Fl), 12% (IT), 0% (NL), 0.4% (PL) of deceased residents; and ‘less fre-
quently than daily’ in 4% (BE), 0% (ENG), 0.4% (FI), 6% (IT), 0% (NL), 3.5%
(PL). Older residents (p=0.006) had higher odds of being physically
restrained. Restraint use was not significantly associated with resident’s
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gender, dementia, staffing level, care intensity within facility, or facility
status (public/private, for-/not-for-profit).

Conclusion: A concerning proportion of dying nursing home residents
are physically restrained, especially older residents and those in IT and
BE. Lower restraint use in other countries suggests that they can be pre-
vented. Absence of restraint use in NL indicates that policy strongly
advising against it may be effective. These data indicate a need for tai-
lored country-level strategies, such as staff education, to limit restraint
use in at-risk countries, facilities and residents.

FC10 Palliative Care in Nursing Homes

Implementing a Palliative Program in Long Term Care Homes Reduces
Hospital Use at End of Life

Kaasalainen S.1, Sussman T.5.2, Thompson G.T.3, Sinclair S.%, Brazil K.,
Parker D.6, SPA-LTC

IMcMaster University, Hamilton, Canada, 2McGill University, Montreal,
Canada, 3University of Manitoba, Winnipeg, Canada, *University of
Calgary, Calgary, Canada, *Queen’s University Belfast, Belfast, United
Kingdom, éUniversity of Technology Sydney, Sydney, Australia

Background: Palliative care in long term care (LTC) homes is a concern
worldwide.

Aim: The aim of this pilot study was to evaluate the Strengthening a
Palliative Approach in Long Term Care (SPA-LTC) program in Canada.
Methods: A mixed method design was used in four Canadian LTC homes.
Pre- and post-intervention surveys were completed by staff and bereaved
family members to assess their perceptions about care and resident com-
fort at end-of-life. Facility-level data was collected on hospital use over a
one-year period both pre- and post- intervention. Residents who scored
< 40% on the Palliative Performance Scale and their families were invited
to attend a Family Care Conference (FCC). Qualitative interviews were
conducted to explore family perceptions about attending a FCC.
Findings: In total, 40 residents/families agreed to participate in the
study. Descriptive statistics showed residents who had an FCC tended to
have dementia, higher Charlson Comorbidity Index, and were hospital-
ized more often during the last year. The most commonly discussed
domains in FCCs were physical issues, end-of-life and social care; loss
and grief were the least common. Family felt well supported at the FCC
and that it was helpful for them; the majority of families reported that
their concerns and the kind of care and services wished for at end-of-life
were addressed at the meeting. There were statistically significant
reductions (p<< .05) in ER visits and hospital deaths for residents who
participated in the intervention. However, there were no significant pre-
post differences in either: staff comfort in providing palliative care, or
bereaved families’ perceptions of residents’ end of life comfort and fami-
lies’ overall perceptions of care.

Conclusions: The SPA-LTC program shows promise to improve quality of
living and dying for LTC residents and their family.

FC11 Bereavement Care

Does Informal, Community or Professional Bereavement Support
Help? An Irish Population Study

Roberts A.%, Keegan 0., Aoun S.%3, Weafer J.4

rish Hospice Foundation, Bereavement Development, Dublin, Ireland,
2La Trobe University, Palliative Care Unit, School of Psychology and
Public Health, Melbourne, Australia, 3Perron Institute, Nedlands,
Australia, *Weafer and Associates, Dublin, Ireland

Background: Information about how contemporary grieving is experi-
enced and supported through time in Ireland, as elsewhere, is scarce.
This study set out to explore the bereavement experiences and support
profiles of bereaved Irish adults.

Aims: The study sought to establish proportions of self-reported
bereaved people in Ireland; describe the impact of the bereavement on

wellbeing; and investigate experiences of support (formal and
informal).

Methods: This study is a population-based cross-sectional study and
entailed a telephone survey of 1000 adults in Ireland (response: n=908,
90%). The survey tool was adapted with permission from an Australian
study. For comparability this paper outlines a sub-analysis of those
bereaved within the previous two years at the time of data collection
(n=281).

Results: Participants accessed informal support (e.g. family friends)
most frequently and most found this type of support helpful. Community
and professional supports (i.e. formal support) were accessed less fre-
quently and more likely to be found less helpful.

Participants’ who reported deterioration in one aspect of wellbeing (i.e.
physical health, 75/27%; mental health, 96/35%; and financial situation,
52/19%) were more likely to report deterioration in another aspect. In
addition, a vulnerable group who did not receive sufficient support were
identified (n=90, 36%). They were more likely to report a deterioration in
wellbeing, rate support from family/friends negatively and more likely to
access community or professional supports.

Conclusion: In common with the Australian study, a public health
approach to bereavement care is endorsed. Developing guidance for
bereavement care may be a first step to address some of the issues iden-
tified with formal support. A framework providing guidance on need,
corresponding level of service provision and associated staff competen-
cies/training needs is in development.

FC11 Bereavement Care

The Empty Chair Project: A Qualitative Study Exploring the Impact of
Death in the Haemodialysis Community

Durley K.E.., Sutherland S.%, Lowney A.C.%, Gillies K., Glogowska M.?,
Lasserson D.3, Pugh C.W.%4

10xford University Hospitals NHS FT, Oxford, United Kingdom, 2Nuffield
Department of Primary Care Health Sciences, University of Oxford,
Oxford, United Kingdom, 3University of Birmingham, Birmingham,
United Kingdom, *Nuffied Department of Medicine, University of
Oxford, Oxford, United Kingdom

Background: Patients attending haemodialysis units form a community
of people who see each other three times a week often for many years.
Mortality rates are high and sudden cardiac death is the single most
common cause of death amongst these patients. This high risk of sudden
death means that the dialysis community commonly experiences unex-
pected bereavements.

Aims: To explore the experience of the death of a patient on haemodialy-
sis amongst fellow patients on a unit and determine the impact a death
has on the surviving patient’s understanding of their own mortality.
Methods: This is a qualitative study using semi-structured interviews
and was conducted in a tertiary dialysis centre. Patients were purpo-
sively sampled and a topic guide was used to inform the interviews. After
interviews were transcribed, they were thematically analysed.

Results: 10 participants completed the interviews and data saturation
was reached (6 female and 4 male with an age range of 42-88 years).
Main findings from the interviews included:

i)  Patients described a haemodialysis community which includes
haemodialysis nurses as core members

i) The death of a fellow patient in the haemodialysis unit focused
patients’ minds on their own mortality and advance care
planning

iii) Patients noticed avoidance behaviour by staff in relation to dis-
cussing death in the unit and would prefer a culture of open
acknowledgment.

Conclusion / Discussion: Acknowledgment of death is of central impor-
tance to haemodialysis patients who feel that the staff are part of their
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community. If death is not acknowledged, grief may become disenfran-
chised. Ethical frameworks in which professionals work may contribute
to the avoidance behaviour perceived by the patients.

Funding: Oxfordshire Health Services Research Committee Grant.

FC11 Bereavement Care

Effects of Receiving a Therapeutic Conversation Intervention Before
and in the Bereavement Phase on Bereaved Family Cancer Caregivers
Outcomes: A Quasi-experimental Study

Petursdottir A.B.>2, Sigurdardottir V.3, Rayens M.K.%, Svavarsdottir E.K.>
tUniversity of Iceland, Reykjavik, Iceland, ?Palliative Home Care Unit,
Landspitali University Hospital, Kopavogur, Iceland, 3Palliative Care
Unit, Landspitali University Hospital, Kopavogur, Iceland, “College of
Nursing, University of Kentucy, Lexington, United States, SFaculty of
Nursing, University of Iceland, Reykjavik, Iceland

Background: The effect of cancer caregiving may have profund impact
on the psychosocial health of family caregivers (FCGs) and become evi-
dent post-loss. Providing a family-oriented intervention when preparing
for a death of a family member due to cancer, may positively impact
bereavement outcomes.

Aim: To evaluate the impact of a Family Systems Nursing strength-ori-
ented therapeutic conversation intervention (FAM-SOTC) on bereaved
FCGs outcomes when offered before and after a death of a close
relative.

Methods: A quasi-experimental design; 51 bereaved FCGs who had
received advanced cancer care from a specialized palliative home-care
unit were recruited; 26 FCGs in an experimental group and 25 in a con-
trol group. The intervention was delivered at the home of 26 bereaved
FCGs (prior participated in a trial intervention) over a 2-year period ver-
sus usual care. Two hypotheses regarding positive outcomes of psycho-
logical distress and grief reactions were tested.The Depression, Anxiety
and Stress, and the Adult Attituded to Grief scales were used to assess
the psychological distress levels and grief reactions at 3 time points.
Results: The Anxiety (4.53 vs 7.88; p = 0.04; 3 months post-loss) and
Stress (4.96 vs 9.66; p = 0.02; 6 months post-loss) subscale scores were
significantly lower in the intervention group than in the usual care group.
The study also identified lower intensity of vulnerability in grief (3 and 5
months post-loss) among bereaved FCGs who received the intervention
compared to usual care. However, the depression subscale scores were
not statistically significant.

Conclusion: The results support that the FAM-SOTC intervention offered
before and after a loss, is of benefit to bereaved family cancer caregivers
when compared to usual care.

Funding source: The study was funded by grants from the Landspitali
University Hospital Scientific Fund, the Scientific Fund of the Nurses
Association in Iceland and the Research Fund of Ingibjorg Magnusdottir.

FC11 Bereavement Care

Effects of Financial Status on Depression and Grief among Bereaved
Family Members of Cancer Patients

Aoyama M., Igarashi N.%, Sakaguchi Y.2, Morita T.3, Shima Y.,
Miyashita M.1

ITohoku University Graduate School of Medicine, Sendai, Japan,
2Kwansei Gakuin University, Osaka, Japan, 3Seirei Mikatahara General
Hospital, Hamamatsu, Japan, *Tsukuba Medical Center Hospital,
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Background: Cancer treatment can impact not only the patient’s but
also their family members’ financial status. However, little is known
about the level of impact and how this may affect their mental health.
Aim: To examine the bereaved family member’s current financial status,
change before and after bereavement, and its effect on depression and
grief.

Methods: We conducted a nationwide cross-sectional questionnaire
survey involving 787 bereaved family members of cancer patients in
71 institutions in Japan from May to July, 2016. We asked about their
perceived level of concern regarding their current financial status and
whether it changed after bereavement. We also collected information
on demographic factors, and included the Patient Health
Questionnaire-9 and Brief Grief Questionnaire to assess participants’
grief and depression, respectively. We conducted bivariate and multi-
variate analysis to examine the relationship between financial status
and these factors.

Results: A total of 491 (62%) questionnaires were returned. The majority
(n=382, 78%) of the participants reported having none or mild concerns
about their financial status, while 19% (n=95) had moderate to severe
concerns. Regarding the changes in financial status after bereavement,
7% (n=35) reported an improvement, 28% (n=131) reported worsening,
and 65% (n=308) reported no change. The prevalence of possible
depression and complicated grief were 22% (n=108) and 9% (n=41)
respectively, and were significantly lower among participants with less
concern regarding their financial status, and if it had not changed after
bereavement (both p<< 0.05).

Conclusion/discussion: Almost one-fifth of the bereaved family mem-
bers reported financial difficulties to some extent which were signifi-
cantly associated with depression and grief. Our findings provided
evidence of the necessity for psychosocial support to family members of
cancer.

This work was supported by JSPS KAKENHI Grant Number JP 16H06645

FC11 Bereavement Care

A Qualitative Study of Perceptions of Clinical and Non-clinical
Supportive Care Interventions among Bereaved Family Members
after In-hospital Patient Death

Kelemen A.%, Johnson S.2, Grimes C.2, Groninger H.?

1Palliative Care, MedStar Washington Hospital Center, Washington,
United States, 2Catholic University School of Social Work, Washington,
United States, 3Georgetown University Medical Center, Washington,
United States

Background: Studies show that while most adults prefer to die at home,
nearly 60% die in the hospital. The prevalence of in-hospital death sig-
nals a need to study the quality of in-hospital care provided at end-of-life
to patients and their families. To date, few studies have focused on fami-
lies’ perceptions of the clinical/non-clinical care (e.g. room setting, visit-
ing hours, lighting in room) they receive in the hospital and its impact on
the end-of-life care (EOLC) experience.

Aims: We wished to deepen understanding of in-hospital EOLC experi-
ences of bereaved family members, by identifying quality improvement
opportunities regarding non-clinical supportive interventions to family
members experiencing in-hospital death of a loved one.

Methods: Between December 2017 and May 2018, we conducted semi-
structured individual interviews with 18 family members whose loved
ones had died at a 926-bed urban tertiary care hospital at least one year
prior to the interview. Family members wesre capacitated, English-
speaking, and over age 18. Interviews were audio-recorded and tran-
scribed. Two independent researchers performed content analysis using
QDA Miner.

Results: Participants’ in-hospital death experiences organized into
themes that encompass both positive (e.g. acceptable symptom man-
agement and EOLC communication) and negative (e.g. perception of
hastening death) care experiences. Findings highlight aspects of partici-
pants’ in-hospital care experiences that were helpful and should be con-
tinued, along with potential ways of improving hospital-based EOLC,
both clinical (e.g. earlier prognostic discussions) and non-clinical (e.g.
noise, post-death care, flexible visitation hours).

Conclusion: A year or more after the in-hospital death of a loved one,
bereaved family members continue to hold specific memories and
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details of final days of care. These experiences should inform end-of-life
care quality improvement processes in the hospital setting.

FC12 Refugees and Migrants

The Colours and Contours Of Compassion: The Findings from a
Systematic Review on the Perspectives of Compassion among
Ethnically Diverse Patients and Healthcare Providers

Singh P., King-Shier K., Sinclair S.

Faculty of Nursing, University of Calgary, Calgary, Canada

Background: Compassion is considered a key characteristic of quality
healthcare. However, there is a lack of understanding of how different
ethnic groups perceive and experience compassion in healthcare.

Aims: To identify and describe the perspectives, experiences, impor-
tance, and impact of compassionate care among ethnically diverse pop-
ulation groups.

Methods: A systematic review of peer-reviewed literature published
between 1947 to 2017, utilizing a narrative synthesis approach, focused
on compassionate care in ethnically diverse populations.

Results: A total of 2296 abstracts were retrieved and screened to include
a total of 23 articles. Synthesis of the literature identified the perspec-
tives, facilitators and barriers of compassion in healthcare within ethnic
groups. Compassion was described as being comprised of healthcare
provider (HCP) virtues (honesty, kindness, helpful, non-judgment) and
actions (smile, touch, care, support, flexibility) aimed at relieving the suf-
fering of patients. The importance and impact of providing compassion
to ethnically diverse patients was also identified. This review also identi-
fied the need for more contextual studies directly exploring the topic of
compassion from the perspectives of individuals within diverse ethnic
groups, rather than superimposing a pre-defined, enculturated and
researcher-based definition of compassion.

Conclusion: This review synthesizes the current evidence related to per-
ceptions of compassion in healthcare among diverse ethnic groups and
the role that compassion can play in bridging ethno-cultural differences
and associated challenges, along with identifying gaps in literature
related to compassionate care within diverse ethnic groups. Establishing
an evidence base grounded in the direct accounts of members of diverse
ethnic communities can enhance culturally sensitive compassionate
care and improve compassion related health outcomes among diverse
ethnic groups.

FC12 Refugees and Migrants

Significant Reductions in Hospital Deaths and Increases in Home
Deaths for Cancer Patients over a Decade across All Ethnic Groups in
England but Significant Differences in Place of Death Remain

Verne J., Pring A., Bowtell N.

Public Health England, Bristol, United Kingdom

Background: Previous studies, based on numbers of patients, suggested
that black and minority ethnic groups (BAME) are under-represented in
hospice and palliative care provision in England.

Aims: To use national datasets to describe current variation and recent
trends in place of death by ethnic group for people who died from
cancer.

Methods: The analysis used national mortality data with standardised
ethnicity status determined from linked hospital admissions records for
patients treated in England and who died between 2008 and 2017 with
an underlying cause of cancer. Ethnicity groups: White (W), Black (B),
Asian (A) Chinese (C). Age at death, gender, place of death and cause
were derived from mortality data. 3-year rolling averages were used
because of small numbers of cancer BAME decedents (W 356,189, A
6,885, B 5,317, C 690, 2015-17).

Results: 2008-17, the proportion of cancer deaths in hospital in all ethnic
groups reduced (W 43.0 - 35.5%, A 54.5 - 47.5%, B 53.1 - 47.8%, C 51.0

-42.2) and increased at home (W 26.4 -30.5%, A 28.1 -34.0%, B 19.2 -
24.9%, C 17.7 - 25.0%). Significant historic and current differences per-
sist. In 2015-17 significant differences also remain in care home deaths
(W 14.7%, A 4.3%, B 8.6%, C 10.7). Asians have fewer deaths in hospice
(W17.8%, A12.5%, B 16.8%, C 21.0%). The % home deaths increase with
age for Asian (30.6% 0-74, 40.3% 85+) & Black patients (20.6%, 31.5%),
but decreased for White patients (32.2%, 25.6%).

Conclusions: All ethnic groups have benefited from National Palliative
Care Policy in England since 2008 which supports patient choice in place
of care and death, with more cancer patients choosing not to die in hos-
pital. Persistent higher hospital deaths for BAME may reflect lower refer-
ral to Hospital Palliative Care teams who could plan community care. The
continuing ethnic differences may represent cultural preferences in
place of care as well as inequalities. Further analysis suggests type/time
of migration relevant.

FC12 Refugees and Migrants

Attitudes, Experiences, Challenges and Wishes from People with
Migration Background Concerning End-of-Life Care in Germany
Froning F.%, Rolke R.2, Pastrana T.2

1Gynecology and Obstetrics, Klinikum Hochsauerland, Aachen,
Germany, 2Palliative Care, Uniklinikum Aachen, Aachen, Germany

Background: Demographic changes such as an aging society and increas-
ing migration demand increased empirical research activity concerning
perspectives of people with migration background regarding health care
at the end of life. Compared to international researcher results Germany
lacks involvement in the issue and needs to catch up.

Objective: The objective of this research project was to identify atti-
tudes, experiences, challenges and wishes regarding end-of-life care
from the perspective of affected people in palliative situations with
migratory background.

Methods: Explorative, open and three-phasic interviews according to
the concept of Honer were conducted after carrying out a systematical
literature review. The interviews were analyzed by grounded theory
approach using the software of MaxQDA 11.

Results: Attitudes, challenges and wishes of patients with migration back-
ground and palliative needs regarding end-of-life care are highly individ-
ual and unforeseeable. However, relevant topics could be identified.
Namely, the importance of the family as support as well as source of con-
flict, personal coping-strategies, the bargaining about the preferred place
of dying and burial, the obstacles to good palliative care such as the lack
of knowledge, language barriers, experiences of discrimination and disre-
gard in health care systems as well as the desire for quality of life, normal-
ity, analgesia, empathic care and support in organisational affairs.
Conclusion: Based on the results the consequent involvement of lan-
guage mediators as well as the clinical Ethics Committee for unsolvable
conflicts is urgently needed. Furthermore target-oriented information
delivery on palliative care as well as advanced care planning by health
care institutions and health care workers concerning individual and
migration specific context factors for an adequate health care at the end
of life without stereotyping, generalizations and (positive) racism is vital.

FC12 Refugees and Migrants

Integration of Palliative Care into Healthcare Provision for South
Sudanese Refugees in Adjumani District, Uganda: A Rapid Systems
Appraisal Evaluation

Leng M.%23, Opia V.4, Purewal G.2, Venkateswaran C.°, Namukwaya E.%,
Bagasha P, Grant L.3, Downing J.

linternal Medicine, Makerere and Mulago Palliative Care Unit,
Kampala, Uganda, 2Cairdeas International Palliative Care Trust,
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Background: In humanitarian settings palliative care (PC) is rarely priori-
tised. New WHO & SPHERE guidelines support integration. Evidence is
needed from field settings to inform service development & enable inte-
gration within a health system strengthening approach. Uganda hosts
one of the largest refugee populations and in Adjumani District the
240,000 population hosts 260,000 refugees.

Aim: To evaluate the setting & systems affecting chronic disease &
health related suffering for refugee and host populations in Adjumani
District.

Methods: Using a Rapid Systems Appraisal all documentation were
reviewed and roles of key mapped. Interviews were conducted with 4
groups: leaders in the refugee and host community, Ministry of Health,
Peace Hospice and humanitarian stakeholders; those living with chronic
disease including mental health issues; PC providers & those who refer
or interact with PC, alongside field observations.

Results: From 69 qualitative interviews in five refugee communities the
following themes emerged: PC is missing in almost all communities and
recognised by stakeholders ‘It has been a key lacking point’; challenges in
coordination, and integrating resources within the fragile health systems
‘integration is the way forward’; cultural barriers to care; significant
stigma and effects of trauma, limited PC education, need and impact of
PC from patients and families. PC ‘is like losing hope — then hope appears
suddenly like the sun’.

Conclusion: At all levels PC service integration and training are needed in
this excluded population. Refugee communities must have empower-
ment and ownership to ensure issues of culture and stigma are under-
stood and host communities included to avoid a 2 tier system. Further
evidence on the palliative care need will be collected alongside a com-
prehensive education package for health care workers, village health
teams and family caregivers. MOH and humanitarian stakeholders are
being included and to allow wider scale up.

FC12 Refugees and Migrants

Do Patients with a Migrant Background Present a Challenge for
Palliative Medicine? The Limitations of Palliative Care from the
Perspective of Clinical Personnel

Schade F., Banse C., Owusu-Boakye S., Jansky M., Nauck F.

Clinic of Palliative Medicine, University Medical Center Goettingen,
Goettingen, Germany

Background: Studies show that access to palliative care is difficult for
patients with a migrant background. To date, little attention has been
paid to the challenges faced by clinical personnel when providing care to
such a group of patients that is perceived as being underrepresented,
and how these personnel explain the conflicts with patients from a
migrant background.

Aims: The objective of this study, which was conducted in Germany, was
to find out how clinical personnel experience problems and conflicts
when providing palliative care to people with a migrant background, and
which causes and conditions they identify.

Method: Qualitative research design, narrative interviews with health
care professionals (n=20) working in palliative care. Interpretative analy-
sis using Grounded Theory.

Results: A key result of the study shows that clinical personnel regard a
lack of routine in dealing with patients from a migrant background as a
problem in providing care. Furthermore, they perceive high expectations
of patients who are unfamiliar with the palliative concept. The health care
professionals interviewed sometimes feel that they are in rigid (political,
legal or everyday) structures and experience a standardisation of the
healthcare system that gives little consideration to the migrant back-
ground. This makes it difficult to fulfil patients’ wishes. The result is insecu-
rity in dealing with patients, which is expressed in various conflicts.
Conclusion / Discussion: With the help of an explanatory model the
research project was able to work out the causes and conditions that
make it difficult to care for people with a migrant background. The

conflict between expectation of care and the reality faced by the patient
is experienced as difficult to manage. The standardisation of the health-
care system should be questioned, and an intercultural opening of pallia-
tive medicine is desirable.

FC12 Refugees and Migrants

High Admittance to Palliative Care Team and Low Admittance to
Hospice for Immigrants from Non-Western Countries.

A Nation-wide Register-based Study of Patients with Cancer
Adsersen M.1, Thygesen L.C.2, Kristiansen M.3*, Hansen M.B.%3,
Neergaard M.A.5, Petersen M.A.%, Grgnvold M.%3

1Department of Palliative Medicine, Bispebjerg Hospital, The Research
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Copenhagen, Denmark, 3Department of Public Health, University

of Copenhagen, Copenhagen, Denmark, “Center for Healthy Aging,
University of Copenhagen, Copenhagen, Denmark, >The Palliative
Team, Department of Oncology, Aarhus University Hospital, Aarhus,
Denmark

Background: The population of immigrants in Europe is aging.
Accordingly, the number of immigrants with chronic and life-threatening
diseases and a need of specialised palliative care (SPC) will increase.
Admittance to SPC for immigrants has mainly been studied in US and in
relation to hospice, while it is rarely investigated in a European context.
Aim: To investigate whether country of birth was associated with admit-
tance to SPC, overall and separately for hospital-based palliative care
team and hospice (‘type specific’).

Methods: The data sources were the nation-wide clinical database,
Danish Palliative Care Database and several other nation-wide registers.
The associations between country of birth and admittance to SPC, over-
all and type specific, were investigated in logistic regression analyses
adjusted for sex, age, cancer diagnosis, residential geographic region in
Denmark, cohabitation status, income and education.

Results: In 2010-16, 104,611 patients died from cancer in Denmark. Of
these, 96% were born in Denmark, 2% in other Western and 2% in non-
Western countries. Overall admittance to SPC was higher for immigrants
born in other Western (OR=1.2; 95%Cl:1.1-1.3) and non-Western coun-
tries (OR = 1.4; 95%Cl: 1.3-1.5) than for Danish born. Similar results
were found for admittance to hospital-based palliative care team. No
difference in admittance to hospice was found for immigrants born in
other Western countries (OR= 1.1; 95%Cl: 1.0-1.2) compared to Danish
born, while lower admittance was found for non-Western immigrants
(OR=0.7; 95%Cl: 0.6-0.8).

Conclusion: Immigrants born in other Western and non-Western coun-
tries had higher admittance to hospital-based palliative care team, and
immigrants from non-Western countries had lower admittance to hos-
pice, compared to Danish born. To ensure that admittance to SPC is based
on the patient’s wish, and not country of birth, health care professionals
should have the knowledge and skills to handle cultural differences.

FC13 Communication

“Massage the Heart”, “Break Some Ribs”, “Give You an Electric
Shock”: Explanations of CPR During Hospital Admission Interviews
with Geriatric Patients

Sterie A.-C., Jones L., Jox R., Rubli Truchard E.

CHUV, Chair of Geriatric Palliative Medicine, Lausanne, Switzerland

Background: International standards stipulate that patient wishes
regarding cardiopulmonary Resuscitation (CPR) have to be elicited and
documented in the case of a hospitalization. Although it is known that
patient preferences are influenced by the way physicians provide infor-
mation, there is little research into how CPR is explained by physicians at
patient’s hospital admission.



EAPC Abstracts

53

Aim: This project used natural data to explore the ways in which CPR is
explained in physician-patient discussions in a Swiss geriatric rehabilita-
tion hospital.

Methods: Fifty-one patients and 17 physicians consented to their hospi-
tal admission interviews being audio-recorded. Discussions about CPR
were transcribed verbatim. Qualitative discursive thematic analysis was
combined with a quantitative content analysis to analyse how CPR was
explained to the patients.

Results: Resuscitation is poorly explained by physicians. Explanations
about CPR mostly concern the steps involved (essentially cardiac mas-
sage, intubation, and defibrillation) and the unpredictability of the out-
come. Physicians warn that risks and complications are possible,
especially when old age is involved, but rarely provide details of what
they might entail. Chances of survival after CPR are only mentioned in
one conversation. On the patients’ side, CPR is frequently referred to as
“abusive life extension” or “futile care”, but their comprehension of the
procedure is rarely unpacked.

We discuss two roles that CPR explanations may play: before asking for
the patient’s wish, as means to enable the patient to make an informed
decision, or after the patient’s decision, as a clarification and confirma-
tion of it.

Discussion: Explaining CPR is essential for equipping patients with the
information that they need to make autonomous decisions about their
future care. The lack of such explanations highlights the needs and
opportunities for training as means of improving physician-patient com-
munication on sensitive topics.

FC13 Communication

Is Information-provision about Benefits and Risks of Treatment
Options Associated with Receiving Person-centered Care? A Survey
among Incurable Ill Cancer Patients

van Vliet L.%2, de Veer A.%, Raijmakers N.3, Francke A.2*

INivel (Netherlands Institute for Health Services Reserach), Utrecht,
Netherlands, 2Dept of Health, Medical, and Neuropsychology, Leiden
University, Leiden, Netherlands, 3Netherlands Comprehensive
Cancer Organization (IKNL), Utrecht, Netherlands, “Department of
Public and Occupational Health, Amsterdam Public Health Research
Institute, Amsterdam UMC, Vrije Universiteit Amsterdam, Amsterdam,
Netherlands

Background: In an increasingly complex medical world, incurable ill can-
cer patients are confronted with various life-prolonging or symptom-
relieving treatment options. Being informed of treatment benefits and
risks is important, but information-provision might be suboptimal. We
assessed the extent to which patients with incurable cancer feel
informed about benefits and risks of possible treatments, and whether
this relates to their self-perceived receipt of person-centered care.
Methods: Patients with incurable cancer (N=212, nation-wide sam-
ple) reported the degree to which they felt informed about treat-
ment benefits and risks. Person-centered care was operationalized as
‘feeling involved in care’ and ‘feeling that preferences were taken
into account’. (Logistic) regression analyses assessed the relation
between feeling informed and receiving person-centered care,
exploring moderating influences of background characteristics (age,
education, gender).

Results: Two-third (66%) of patients felt incompletely informed about
treatment benefits and risks. Two-third (65%) of patients felt always
involved in their care and 60% felt that their preferences were taken into
account by all providers. If patients felt completely informed, they also
felt they received more person-centered care (p=< 0.01). 76% and 81%
of completely informed versus 58% and 50% of incompletely informed
patients felt they were, respectively, always involved and preferences
were taken into account by all providers. Background characteristics did
not moderate these relationships, but influenced perceptions of received
information and person-centered care.

Conclusion: Complete information provision about treatment benefits
and risks is, according to cancer patients, not commonplace. Yet such
information is related to receiving person-centered care. More research
into what specific information is preferred, provided and remembered is
warranted, to achieve optimal information provision and person-cen-
tered care.

FC13 Communication

“Optimistic or Realistic? He’s a Dying Man to Me.”: Incorporating
Patient and Relative Views in the Design of a Complex Intervention
for Managing Clinical Uncertainty

Yorganci E.%, Evans C.*2, Yi D.1, Gao W.%, Barclay S.3, Pickles A.4,
Murtagh F.E.M.%5, Johnson H.1, Wilson R.%, Higginson I.J.1, Koffman J.1
palliative Care, Policy and Rehabilitation, Cicely Saunders Institute,
London, United Kingdom, 2Sussex Community NHS Foundation Trust,
Brighton General Hospital, Brighton, United Kingdom, 3Primary Care
Unit, Department of Public Health and Primary Care, University of
Cambridge, Cambrige, United Kingdom, “Clinical Trials Unit, King’s
College London, London, United Kingdom, SWolfson Palliative Care
Research Centre, Hull York Medical School, University of Hull, Hull,
United Kingdom

Background: Interventions designed to manage clinical uncertainty are
often based on clinicians’ views. The AMBER care bundle, a complex
intervention, places emphasis on training healthcare professionals to
discuss and manage uncertain recovery. But patient and relative views
must be incorporated into interventions before implementation and
evaluation, to ensure good acceptability.

Aim: Explore hospital patient and relative views about care for uncertain
recovery as part of feasibility cluster RCT of AMBER care bundle.
Methods: Semi-structured qualitative interviews. Purposively sampled
(by trial arm, disease group, age, gender) patients and relatives receiving
care in the cluster RCT. Findings analysed thematically using Framework
approach.

Results: 12 intervention, 12 control interviews with 8 patients and 17
relatives at 4 hospitals in England. Overall, participants in both trial arms
had insight into their uncertain clinical situation; discussions about
uncertain recovery, treatment escalation decisions, and resuscitation
status were acceptable to them. Three themes to refine intervention
delivery emerged:

(i)  honest discussions about uncertainty were sought - partici-
pants spoke of euphemistic reference to their situation;

(ii)  brief, frequent updates from nursing staff - often discussions
included clinicians who were not always on the wards;

(iii) relatives as experts - their prior knowledge was often over-
looked, causing distress.

Conclusions: Whilst participants accepted the situation, healthcare pro-
fessionals require further training to increase honesty and avoid euphe-
mism. Access to up to date information from ward staff other than
clinicians is essential, as is acknowledgement that relatives are part of
the ‘unit of care’. Co-production of interventions with patient and rela-
tive input could lead to refinement of interventions at earlier stages.

FC13 Communication

Being the Child of a Parent with a Life-threatening lliness: Minor
Children’s Self-reports on lliness-related Information and Family
Communication

Eklund R.%, Kreicbergs U.%?, Alvariza A.*3, Lévgren M.%2

1Department of Health Care Science/Palliative Research Center,

Ersta Skondal Bracke University College, Stockholm, Sweden, 2The
Department of Women’s and Children’s Health, Paediatric Oncology
and Haematology, Karolinska Institutet, Karolinska University Hospital,
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Astrid Lindgren Children’s Hospital, Childhood Cancer Research Unit,
Stockholm, Sweden, 3Capio Palliative Care, Dalen Hospital, Stockholm,
Sweden

Background: Open and honest communication between parents and
children when a parent has a life-threatening illness seems to be impor-
tant in helping the children in everyday life. Previous research on
bereaved children shows that inadequate information and poor commu-
nication between family and professionals during the illness trajectory
increase the risk for long-term psychological distress years after the loss.
Aim: To explore minor children’s self-report of illness-related informa-
tion and family communication when living with a parent with a life-
threatening illness who received specialized palliative home care.
Methods: This study used baseline questionnaire data from an interven-
tion that aimed to open up for communication about the parent’s iliness
and support the family in their situation. A total of 48 minor children
(aged 7-19 years) from 30 families were recruited from four specialized
palliative home care units in Stockholm, Sweden. The questionnaire data
were analysed with descriptive statistics.

Results: All but one of the 48 children reported that someone had told
them about the parent’s illness; however, two-thirds (32/48) wanted
more illness-related information. When asked whether they could talk
about how they felt or show their feelings to someone in the family,
nearly half of the 20 children aged 8-12 years reported themselves par-
tially or completely unable to do so. Half of the children in the same age
group wanted to be able to talk and/or show more about how they felt.
A quarter of the teenagers reported that they had questions about the
iliness that they did not dare to ask.

Conclusion: Minor children of parents with a life-threatening illness
want and request more communication about illness-related issues and
their own feelings. To support these children, interventions should be
developed that foster family communication and improve communica-
tion between family/children and healthcare professionals.

FC13 Communication

Do our Estimates Correlate with What We Disclose to Advanced
Disease Patients?

Tavares F.%?

1Centro Hospitalar Universitario Lisboa Norte,EPE, Medicina Paliativa,
Lisboa, Portugal, 2Nucleo de Cuidados Paliativos, Centro de Bioética,
Faculdade de Medicina de Lisboa, Lisboa, Portugal

Three discrete types of prognostic conversations (PgC) have been
described in Palliative Care (PC), based on 8 communication elements.
However, it is unclear to what extent predictions of survival are included
and influence the style, content and framing of prognostic disclosure.
Aim: To investigate whether clinical survival estimates (CPS) PaP score
and modified Glasgow Prognostic Score (mGPS) correlate with specific
patterns of PgC to patients with advanced diseases.

Methods: Prospective, single-centre, descriptive study; for a month,
immediately after every hospital-based PC program consultation, a
“communication checkbox” (initiator, timing of discussion, topic, quan-
tity, conditionality, elicited emotions, optimistic and pessimistic cues
about prognosis) was completed by the physician. Demographic and
clinical data (including a CPS estimate in weeks), PaP score, and mGPS
were collected. Survival at one month after the last inclusion was deter-
mined. Descriptive analysis and nonparametric tests for differences and
correlations between groups were used.

Results: One hundred and fifty-six PgC, from 103 patients (58% female,
median age 76, 12% non-cancer, 18% inpatient, 48% no disease-modify-
ing-treatment, 32% terminal or unstable phase) were approached. A PgC
was impossible in 6 cases. The patient participated in 78% of conversa-
tions; 14% included only family members. Sixty four percent of patients
were alive at study end. Significant correlations were found between
both CPS and PaP and the pattern of PgC: “navigating options and goals”

median CPS 13 weeks / PaP 4.0; “facilitating quality of life goals” median
CPS 6 weeks / PaP 7.0 and “preparing for end-of-life” median CPS 2
weeks / PaP 13.0 (p<< 0.001). The mGPs risk groups were associated with
distinct PgC - for a mGPS =2 doctors prepared 78% for end of life vs 7%
of those with a mGPS=0 (p<< 0.001).

Our results support that PgC styles may reflect clinicians’ subjective but
also more objective estimates.

FC13 Communication

Factors Associated with Accurate Prognostic Awareness in Patients
with Cancer: A Systematic Review

Vickovd K., Tuckovd A., Poldkovd K., Loucka M.

Center for Palliative Care, Prague, Czech Republic

Background: Prognostic awareness (PA) relates to patients’ capacity to
understand their prognosis and the likely future illness trajectory. There
is mixed evidence about which factors have positive or negative effect
on PA in patients with cancer. The aim of this study is to synthesize the
available literature on factors associated with accurate prognostic
awareness.

Methods: Four databases (MEDLINE, CINAHL, Embase, Psycinfo) were
searched within the data range from 1990 to December 2017 including
studies reporting on adult patients with cancer. The initial search terms
had three components and all of them were combined using operator
AND: 1. cancer; cancer staging; 2. awareness; health knowledge; attitudes;
understanding; 3. prognosis; diagnosis; perception. Standard procedures
for systematic reviews were used for data extraction. Methodological
quality of identified studies was assessed by Joanna Briggs appraisal tools.
Results: Out of 26 597 articles 61 met the inclusion criteria. In these
studies, we found 87 of factors to be related to PA. Included studies dif-
fer in a way of measuring prognostic awareness, in methodology and
study design. Identified factors were divided into 4 thematic groups: per-
sonal factors, disease factors, psychological factors and factors related to
illness trajectory.

Conclusion: Prognostic awareness is influenced by number of factors,
reflecting patients’ health status as well as psychosocial context of their
situation. This complexity must be taken into account during communi-
cation about prognosis with patients and their families. More research is
needed on the role of some specific factors such depresivity, quality of
life, fatigue and anxiety.

FC14 The Contribution of Communities

A Therapeutic Community? Informal Interactions in Cancer Treatment
Settings - An Ethnographic Study

Grant M.%2, Philip J.1, Deliens L.3, Komesaroff P2

1University of Melbourne, VCCC Palliative Medicine Research Group,
Melbourne, Australia, 2Department of Primary Health, Monash
University, Melbourne, Australia, 3End-of-Life Care Research Group at
the Vrije Universiteit Brussel and Ghent University, Brussels, Belgium

Background: The role of relationships and exchanges outside the clinical
encounter has attracted relatively limited study. In hospital settings
patients, visitors and staff engage in numerous informal interactions.
While many of these may be inconsequential, other encounters may be
of significant importance as a forum to share information, experiences,
support and companionship.

Aim: This study proposes the novel idea that “informal interactions” play
an important role in cancer treatment settings, and it seeks to explore
their nature and content.

Methods: The researchers conducted an ethnographic study in cancer
treatment settings in an Australian hospital from April 2017 to June
2018. Data was collected through passive observation and recorded as
field-notes. Analysis was conducted through a hermeneutic framework
structured on vignettes, a novel technique informed by I-poem analysis.
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Results: Informal interactions are widespread in the hospital space,
exist in a diverse array of forms and purpose. Frequently these spo-
radic encounters addressed profound issues, such as mortality, emo-
tional distress, significant gaps in information, and social stressors.
The interactions may serve multiple purposes, including therapeutic,
supportive, educational, social, and sharing of illness discourses. The
language used in informal encounters was narrative, in contrast to the
logico-scientific language of formal encounters. These interactions
existed within a network of relationships in the hospital and pre-exist-
ing social ties, in which other individuals would enter into these
encounters.

Conclusions: These interactions represent a wide network of informal
communities that remain unrecognised within the hospital environ-
ment. They frequently focus on needs which are identified as being inad-
equately met through formal health provision. These interactions
represent forums where patients and carers may engage in shared dis-
course regarding health concerns and narratives of illness.

FC14 The Contribution of Communities

Compassionate Communities.

Hospice from Childrens Point of View - Talking with Children about
Life and Death

Mejdal S., Thomsen I.H.

Hospice Limfjord, Skive, Denmark

Every year 1400 Danish school children lose a parent while 12.000 school
children are living with the loss of a parent. That is an average of 6-7 chil-
dren in every school in DK. 10% of these children have a prolonged and
complicated grief process. Although death is more openly talked about
now compared to just a few years ago, it still remains a taboo in DK and
this fact complicates the grief process for children who lose a parent.
This project aims to make the subject of death less taboo. It also seeks to
communicate to pupils that death is part of life and that it is important
to support a grieving friend.

Design: This project is a action research project, which in collaboration
with the Municipality seeks to develop an educational programme that
focuses on death and the act of talking about death. Students, teachers,
and local priests are participants alongside the project supervisors. The
educational programme is developed from the principles of ‘cooperative
learning’.

Results: A three hour educational programme has been developed, and
is hosted by Hospice with the following themes: Palliative care, grief and
euthanasia. The content has been developed on an on-going basis in
collaboration with the participants. 22 classes and a total of 489 stu-
dents and their teachers have participated in the programme. During
sessions, the students were very inquisitive and actively engaged. There
are written evaluations from each session. They show that the students
have gained greater insight about death and grief reactions - insights
that the students believe can help them the next time a friend is griev-
ing. Votes after sessions show that students have become more nuanced
in their opinions.

Conclusion: The educational sessions have contributed to making death
less of a taboo subject and have strengthened the students’ willingness
to support a grieving friend. The concept could with benefit be extended
to the rest of the country’s schools in collaboration with a local hospice.

FC14 The Contribution of Communities

Developing the Death Literacy Index: The Progress so far

Noonan K.%23, Leonard R.%, Horsfall D.%, Rosenberg J.4, Rumbold B.®,
Grindrod A.5, Kelly M.1

1Social Sciences and Psychology, Western Sydney University, Penrith
(Kingswood), Australia, 2The GroundSwell Project, Woodford,
Australia, 3Palliative Care, Liverpool Hospital, Liverpool, Australia,
4NHMRC Centre for Research Excellence in End of Life Care | End

of Life Directions for Aged Care [ELDAC], Queensland University
of Technology, Kelvin Grove, Australia, >Palliative Care, La Trobe
University, Melbourne, Australia

Background: Despite growth in public health approaches to palliative
care, there is limited research demonstrating its impact. In particular,
how community development programs may contribute to transforming
current service dominant approaches to end of life care. The death liter-
acy index (DLI) is being developed to address this gap. We define Death
Literacy as knowledge about, and understanding of the death system to
strengthen community capacity to take action on caring at end of life.
Aims:

1. Todevelop arigorous, comprehensive, useful and generalizable
DLI;

2. Asatool to measure the impact of interventions; and

3.  Determine the state of death literacy in Australia

Methods:

1) Extensive qualitative research had been conducted with carers,
communities, and service providers across Australia

2)  Focus groups and interviews with national and international
experts were conducted to develop DLI items.

3) A representative sample of Australian adults completed an
online survey.

Exploratory and confirmatory factor analyses, structural equation mod-
elling and regression analyses were used to identify the DLI and its rela-
tionship to demographic variables and people’s previous experience
with death, dying and bereavement.

Results: The analysis showed that death literacy has conceptual validity.
That is, it can be reasonably measured. The snapshot of Australians
death literacy challenged some assumptions regarding how people learn
about death and dying and how many people are able and willing to
contribute to caring for people at end of life. These have implications on
the development of social interventions and programs we will further
discuss these in this paper.

Conclusion: The death literacy index is a promising development in our
understanding of community knowledge and know-how related to
dying, death and loss. The DLI can provide baseline measurements for
assessing change and cross cultural understandings of death literacy.

FC14 The Contribution of Communities

The International Transfer and Translation of ‘Death Café’: A New
Social Movement?

Richards N.., Koksvik G.2, Gerson S.M.2, Clark D.2

1Social and Political Sciences, University of Glasgow, Dumfries, United
Kingdom, 2University of Glasgow, Dumfries, United Kingdom

Background: Death cafes are ‘pop up’ events where people, usually
strangers, meet over food and drink to discuss issues related to death
and dying. The aim is to encourage people to discuss more openly their
thoughts about their own mortality. Death cafes are often positioned
alongside other ‘compassionate community’ actions but to date there
has been very little research into them.

Aims:

1.  Toidentify how the death cafe initiative has spread around the
world and what form death cafés take in different cultural
contexts

2. To assess to what extent the motivations of death café organis-
ers reflect the original ethos of the death café/'café mortel’
initiative
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3. To determine how far death cafes can be considered a new
social movement.

Methods: This was an inductive, qualitative design, involving semi-struc-
tured interviews of death café facilitators from as many countries as pos-
sible. Interviews were conducted via Skype. Thematic analysis was
undertaken following close reading of interview transcripts and team
discussions of emerging themes.

Results: Thirty-eight interviews were conducted with death café facilita-
tors in 31 countries. Most death cafes take place in high income coun-
tries in which death is professionalised and medicalised, with resulting
social attitudes. Death cafes in the ‘global south’ are often run by ex-
patriots. While there is evidence of widespread respect/reverence for
the original vision behind death cafe, we found wide variation in how
death cafés are run, and specifically whether organisers comply with the
ethos that death cafes are non-facilitated, non-didactic events.
Conclusion / Discussion: This is the first study to show that death cafés
have spread to a significant number of countries globally. The death café
concept has significant and growing public recognition and is being used
by activists in the death positivity movement as a tool for reconfiguring
people’s relationship with death and dying.

FC14 The Contribution of Communities

Hospices Harnessing Communities: Challenges and Benefits of
Community Volunteering Programmes

Scott R.%, Hindmarch J.2

1School of Education and Social Work, University of Dundee, Dundee,
United Kingdom, 2Hospice UK, London, United Kingdom

Background: Hospice volunteers in the UK are now much more involved
in directly supporting patients and carers in the community. In order to
inform future development, Hospice UK undertook a study to explore
the number of programmes, structures, management, and impact of
such volunteering. This abstract reports on the extent, challenges and
benefits of UK adult hospice community volunteering projects.

Aims: The aims were to:

e assess the extent of hospice community volunteering
programmes

e understand the different structures, management and costs

e identify challenges and benefits

Methods: The study sample comprised all member organiations of
Hospice UK. An online questionnaire was sent to all 225 hospices of
which 115 were adult hospices. This was followed by a number of semi-
structured interviews to explore emerging themes in more depth. A
framework approach was used for the analysis of qualitative data and
quantitative data used descriptively.

Findings from adult hospices: In total 80 adult hospices had community
volunteering programmes (CVP) (70%). Of the 35 hospices without CVP,
21 had plans to develop this. Only 4 hospices considered their CVP to be
volunteer led (7%).

Challenges included:

funding and resources

recruitment of suitable volunteers in the right location
managing flexibility and availability of volunteers

balancing the number of referrals with the number of volun-
teers and managing boundaries

Benefits included improved:

e wellbeing, independence, and reduced isolation (patients and
carers)

health and mobility (patients)

management of iliness, stress and anxiety (patients)
access to care and other services (patients and carers)
respite for carers and reduction in carer burnout
caring relationships

Conclusions: Hospice community volunteering models in the UK are
growing along with the desire to move towards informal community led
models. As a result of the study, an online resource hub is being com-
piled to support hospices with such development.

FC15 Reflective Practice, (Resilience) and Self-Care

Strong Emotional Reactions Experienced by Doctors in Palliative Care:
The Causes, Management and Implications

Hubik D.%, Dwyer J.2, O’Callaghan C.2

1Psychosocial Cancer Care, St Vincent’s Hospital Melbourne, Fitzroy,
Australia, 2Psychosocial Cancer Care, St Vincent’s Hospital Melbourne,
Melbourne, Australia

Background: To date, research on doctors’ strong emotional reactions
(SER) to clinical work and their impact has not focused on those directly
working in specialist palliative care. Understanding how doctors emo-
tionally manage working in palliative care has implications for patient
care as well as doctor wellbeing.

Aim: We sought to explore what experiences led to SER when working as
a doctor in specialist palliative care and to identify the implications (if
any) for practice.

Design: A qualitative descriptive design was used which included
grounded theory techniques. Semi-structured, audio-recorded inter-
views explored doctors’ memories of strong emotional reactions (SER)
and challenging aspects in palliative care work, how emotions were
managed and views about support strategies.

Setting: The study setting was a specialist palliative care service within a
public health network in Melbourne, Australia. The palliative care ser-
vice comprised two inpatient units, a consult service and outpatient
clinic.

Results: Twenty doctors participated in interviews with mean length 38
min (SD=11 min). Three themes and 13 category findings became appar-
ent as data analysis proceeded. Experiences that were found to elicit SER
included patient, family and staff distress as well as system issues. SER
were found to impact clinical behaviours and patient care as well as a
doctor’s personal life. Strategies developed for managing SER included
debrief and self-reflection as well as non-work strategies. Doctors not
skilled in debrief were found to struggle.

Conclusion: This study provides an important insight into what experi-
ences lead palliative care doctors to experience strong emotional reac-
tions and how they are subsequently managed. Whilst challenging
experiences are unavoidable and necessary to help a doctor develop
strategies to deal with subsequent experiences, doctors need to be sup-
ported through this to avoid adversely impacting patient care or doctor
wellbeing.

FC15 Reflective Practice, (Resilience) and Self-Care

The Internal World of the Schwartz Round in an Acute Trust
Meystre C.1, Chaplin D.?

IHaematology Oncology, University Hospitals Birmingham, Solihull,
United Kingdom, 2Corporate Nursing, Patient Experience and
Bereavement Service, University Hospitals Birmingham, Birmingham,
United Kingdom

Background: Schwartz Center Rounds (SCR) originated in the US to fos-
ter compassionate care, coming to UK Hospices and Trusts in 2009.
Uptake rose after a mention in the 2013 Francis Report. SCR are a venue
for discussion of the experience of care delivery and facilitators ensure



EAPC Abstracts

57

process discussion does not supervene. Benefit has been demonstrated
in repeated attendance which reduces isolation, increases teamwork,
communication, empathy, and compassion towards colleagues and
patients. This is important for staff and patient well-being and may help
recruitment and retention, stress, burnout and clinician suicide.
Attendee feedback, focus groups and staff surveys have been investi-
gated, but not SCR content, which is relevant to the investigation of
effectiveness.

Aims: To undertake a mixed methods evaluation of the Schwartz Rounds
within an Acute Trust.

Methods: Quantitative analysis of feedback from 20 rounds using infer-
ential statistics and Interpretative Phenomenological Analysis of 23
rounds facilitator notes. Consent to share the learning but not attribute
content is agreed at each SCR.

Results: 55% attendees were doctors; 8% nurses; 8% PAM; 4% other
25% undeclared. 71% gave feedback. 80% rated rounds excellent or
exceptional, with no difference between doctors and other staff.
‘Developing insight into how others think and feel in delivering care’,
scored higher than ‘knowledge to deliver patient care’. 7 superordinate
themes were: Alone and Fearful; Chaos and Tumult; Psychological
Defences; Failure and Loss; Recognising Humanity; Responsibility and
Courage; and Encouragement. Stress from death and dying was a com-
mon coding item.

Conclusion: SCR rate highly but nurses rarely attend. SCR successfully
address clinician experience rather than process. SCR content showed
staff shared trauma, challenge, and coping, telling of courage, advising
and encouraging others in teamwork. Coding notes about death and
dying suggest end of life care include staff health.

FC15 Reflective Practice, (Resilience) and Self-Care

Concerns of Cancer Patients with Young Children

Kojima R., Takada H., Ishiki H., Shimizu M., Kiuchi D., Satomi E.
Department of Palliative Medicine, National Cancer Center Hospital,
Tokyo, Japan

Background: The number of cancer patients has been increasing in
Japan. It is estimated that 56,143 parents with 87,017 young children
(under 18 years old) are diagnosed with cancer per year in Japan. The
aim of this study is to investigate the concerns of cancer patients who
have young children.

Method: The survey was conducted at the National Cancer Center Hospital
between February and April 2018. We distributed to the questionnaires
among the cancer patients who have young children (ages 0®17). It was
consisted of items about parenting concerns evaluated with the 4-point
Likert scale. The items included “cancer notification to their children”,
“parental anxieties”, and others. The items were analyzed separately.
Results: The respondents were 152 (143 cancer patients (942) and 9
spouses (6@)). Most respondents (92%) agreed on the importance of psy-
chosocial support for the children and parents in hospital. The average age
of their young children (n=237) was 9.5(ages 0@17). The result showed
that respondents (93.2%) did not want to give burdens to children. Most
parents (84.5%) also felt guilty to their children because they had not done
sufficient parents’ role. This study also revealed that parents were strug-
gling with the conflict over telling their children the truth. One hundred
and forty eight (62() children were told true parents’ illness.

Conclusion: This study describes how cancer has impacts on parents for
child rearing. Almost all of the patients with minor children had been
found psychologically distressed. It is necessary to improve an effective
psychosocial support system in hospitals for cancer patients with young
children based on their concerns.

FC15 Reflective Practice, (Resilience) and Self-Care
Evaluation of a Mindfulness and Compassion-course for the Palliative
Care Team

Lautwein F.1, Schallenburger M.%, Scherg A.%, Schlieper D., Regel Y.U.2,
Schwartz J.1, Neukirchen M.1

lInterdisciplinary Center for Palliative Medicine, University Hospital of
Dusseldorf, Disseldorf, Germany, 2Paramita, Practice for Mindfulness,
Meditation and Stress Management, Bonn, Germany

Background: Palliative care teams work under challenging conditions
that can lead to tensions within and between the employees. At the
same time the team itself represents a highly relevant protective factor
as it helps coping with the burdens of dying and bereavement. To
strengthen the resilience of the individual and the team while fostering
empathy, mindfulness and compassion-based practices are promising
tools. Correspondingly, an 8 week-course was conducted, partly inte-
grated in the daily routine of an interdisciplinary palliative care center.
Aims: To investigate feasibility, satisfaction and impact of a mindfulness
and compassion-course in the palliative context. We focused on short-
term possibilities and limitations regarding knowledge conveyance and
attitude change.

Methods: A retrospective course evaluation has been carried out. It
comprised questions concerning demographics, course satisfaction and
comparative self-assessment gain (CSA-Gain) of operationalized learning
objectives. Free text data about personal experiences/emotions were
evaluated using content-structuring analysis.

Results: 25 staff members (93% of n=27) took part in the evaluation after
the course. 58% attended at least 4 of 7 “mindfulness-days”. 91% were sat-
isfied with the course and would recommend it for palliative work settings.
CSA-Gain was high (28-59%) concerning familiarity with the practices and
their application at the workplace. It was rather low (9-26%) regarding
enhanced self-reflection. In between ranged learning objectives concern-
ing the team relationship (20-27%). From the qualitative content analysis,
four main categories emerged: the course, empathy, professional- and
personal-life. The opportunity of experiencing self-care was highlighted.
Conclusion: The conducted course is a feasible instrument to introduce
palliative care teams to mindfulness-based practices. Yet for (self-)com-
passion to lastingly support the caregivers, consolidation and refreshing
seem indispensable.

FC15 Reflective Practice, (Resilience) and Self-Care

The Effects of Mindfulness-based Interventions on Nurses in Palliative
and End-of-Life Care (PEoLC): A Systematic Review with a Focus on
Health and Burnout

Cho M.%, Yi D.H.?

1Sam International Hospital, Anyang, Korea, Republic of, 2Kings College
London, London, United Kingdom

Aim and Objectives: The aim of this study is to evaluate the effects of
MBIs on nurses’ health and burnout in PEoLC. There are four objectives
in this review; 1) to investigate what kinds of MBIs have been applied
and their feasibility in the population of nurses, 2) to evaluate whether
MBIs affect the mental and physical health of nurses, 3) to evaluate
whether MBIs can improve nurses’ burnout, and 4) to examine dose-
related effects of MBIs on nurses’ health and resilience.

Design: A systematic literature review followed the PRISMA guideline.
This review adapted a narrative synthesis.

Data Sources: Six databases (MEDLINE, CINAHL, PsycINFO, Web of
Science, and EMBASE, Cochrane Library) were searched from the incep-
tion to October 2017. For grey literature search, the two databases,
ProQuest Dissertation and Theses and Bielefeld Academic Search Engine
were explored.

Results: A total of eight randomized controlled trials (RCTs) were
included (n=277). All of the studies in this review have low quality with
high risk of bias and half of the studies (4/8) are small sample sized pilot
trials. Results suggests that the abbreviated MBIs (5/8) are feasible and
acceptable for nurses in PEoLC. Regarding the effectiveness of MBIs on
nurses’ health and burnout, this review found insufficient evidence to
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draw a clear conclusion. This review found that there was no dose-
dependent effectiveness of MBIs on burnout, albeit this analysis was
significantly limited due to the underreporting of compliance.
Conclusion: Although the significant methodological defects were hin-
dered in drawing a robust conclusion regarding MBI effects on nurses in
PEoLC, the included studies contributed as the groundwork for future
research building. For further expansion of this research area, consensus
for standardisation of MBIs, applying active control group(s) and long-
term follow-up are warranted.

FC15 Reflective Practice, (Resilience) and Self-Care

Professional Boundaries of Counseling in Palliative Care

Stinghe A.

Fundatia Hospice, Social, Brasov, Romania Presenting author email
address: alinastinghe@hospice.ro

Introduction: Counseling is a support services for those who are in crises
that requires changing habits and routines. The role of a counsellor is
complex. It requires knowledge and abilities that will lead to problem
identification and solving in order to obtain improvement in the quality
of life of Palliative Care (PC) beneficiaries. In the interdisciplinary PC
team, all professionals have to master competencies needed for coun-
seling patients: empathy, non-verbal communication, active listening,
dealing with dilemmas, and guidance in decision making.

Goal: Identifying professional boundaries of PC professionals used in
counseling patients in a home care service setting.

Method: Prospective quantitative observational cross-sectional study
using a checklist with 16 questions with predefined answers. 25% of
questions were related to counseling in own specialty and 75% were
looking at psycho-emotional, social, spiritual counseling.

Results: All 17 professionals in our home PC service completed the survey:
4 physicians, 7 nurses, 2 psychologists, 3 social workers, 1 spiritual counse-
lor. 80% of professionals have experience over 7 years in PC. Counselling is
performed by all members of the home PC team at horizontal level of pro-
fessional competency. Clinical experience is a major factor contributing at
developing and improving the counselling competency. It remains a field
of dilemma when it comes to determine its limits/ boundaries for each PC
professional. Multiple factors determine this situation; patients’ and fami-
lies’ preferred professional being one of the major determinants.
Conclusions: It is acknowledged and accepted by the members of the PC
interdisciplinary team that counselling is a complex professional compe-
tency, both common and specific. It’s up to the team dynamic, individual
open mindedness and adopted conflict resolution processes for this
competency to be efficiently used in the process of caring for patients
and families.

FC17 Ethical Issues in Palliative Care

Challenges in Applying the Legal due Care Criteria for Euthanasia and
Assisted Suicide (EAS) for People with Intellectual Disabilities (ID)
and/or Autism Spectrum Disorder (ASD) in the Netherlands
Tuffrey-Wijne 1.2, Curfs L.2, Finlay 1.3, Hollins .4

IFaculty of Health, Social Care and Education, Kingston University & St
George’s University of London, London, United Kingdom, 2Maastricht
University, Maastricht, Netherlands, 3Cardiff University, Cardiff, United
Kingdom, 4St George’s University, London, United Kingdom

Background: EAS is legally possible in the Netherlands, provided that
statutory due care criteria are met, including ‘unbearable suffering with-
out prospect of improvement’ and ‘voluntary and well-considered
request’. There is post-euthanasia scrutiny of all cases, and annual
reporting, by the Euthanasia Review Committee (RTE).

Aims: We investigated whether any particular difficulties or challenges
arise when the EAS due care criteria are applied to patients with ID and/
or ASD.

Method: The 416 case summaries available on the RTE website (2012-
2016) were searched for ID (6 cases) and ASD (3 cases). Direct content
analysis was used on the case summaries.

Results: Assessment of decisional capacity was mentioned in eight
cases, but few details given. There was an emphasis on assessing the
consistency of the patient’s request. In three cases, there was physician
disagreement or uncertainty about capacity. For most patients, suffering
was due to an inability to cope with changing circumstances or increas-
ing dependency; in several cases, suffering was described in terms of
characteristics of living with ASD, rather than an acquired medical condi-
tion. Treatment refusal was a common theme, leading physicians to con-
clude that euthanasia was the only remaining option.

Discussion: Whilst impairment of decision-making capacity lies on a con-
tinuum, the judgment of decisional capacity is an all-or-nothing concept.
The bar should be set high for a decision as serious as EAS, but it appears
that capacity tests were not sufficiently stringent. Difficulties for physi-
cians to understand suffering from the patient’s perspective were par-
ticularly striking for patients with ASD. We conclude that the Dutch
euthanasia due care criteria are not easily applied to people with ID and/
or ASD, and do not appear to act as adequate safeguards.

FC17 Ethical Issues in Palliative Care

Day-to-Day Ethics in Palliative Care: A Systematic Review of the
Ethical Challenges Identified by Specialist Palliative Care Practitioners
in their Clinical Practice

Schofield G.%, Dittborn M.2, Huxtable R.%, Selman L.3, Brangan E.*
1Centre for Ethics in Medicine, Medical School, University of Bristol,
Bristol, United Kingdom, 2Florence Nightingale Faculty of Nursing,
Midwifery & Palliative Care, King’s College London, London, United
Kingdom, 3Population Health Sciences, Medical School, University of
Bristol, Bristol, United Kingdom, *National Institute for Health Research
Collaboration for Leadership in Applied Health Research and Care West
(NIHR CLAHRC West), University Hospitals Bristol NHS Foundation
Trust, Bristol, United Kingdom

Background: Ethical issues arise daily in the delivery of palliative care.
Despite much (largely theoretical) literature, evidence from specialist
palliative care practitioners (SPCPs) about day-to-day ethical challenges
has not previously been synthesised.

This evidence is crucial to inform education and training and adequately
support staff.

Aim: To synthesise the evidence regarding the ethical challenges which
SPCPs encounter during clinical practice.

Methods: A prospectively registered systematic literature review using
narrative synthesis methodology (Popay et al 2006) was conducted. Key
words and subject headings of 8 databases (MEDLINE, Philosopher’s
Index, EMBASE, PsycINFO, LILACS, WHOLIS, Web of Science and CINAHL)
were searched without time limits. Eligible papers reported original
research using inductive methods to describe SPCP-reported ethical chal-
lenges, in any language. Quality was dual assessed using the Mixed-
Methods Appraisal Tool. Tabulation, textural description, concept mapping
and thematic analysis were used to develop and present the narrative.
Results: 7023 records were screened. 12 studies from 9 countries were
included. A broad range of challenges were identified in 5 themes:
patient, patient-family, clinical, organisational, and wider system.
Examples within these themes include: autonomy, truth-telling; bounda-
ries of confidentiality; palliative sedation, artificial nutrition; value differ-
ences between professions and care settings; euthanasia and organ
donation respectively.

Conclusion: SPCPs encounter a broad range of ethical challenges, albeit
not all of which are recognised in the ethics literature or form part of
training curricula. Findings of the review are relevant to SPCP education,
training and support.

Funding: GS is supported by the Wellcome Trust Fellowship Grant No.
208129/2/17/Z.
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FC17 Ethical Issues in Palliative Care

Differences in the Perception of Quality of Life, Dignity and Control
among Patients with Different Degrees of Wish to Hasten Death
Crespo 1.1, Rodriguez-Prat A.2, Guerrero-Torrelles M.3, Porta-Sales J.%4,
Balaguer A.1, Monforte-Royo C.3

Faculty of Medicine and Health Sciences, Universitat Internacional
de Catalunya, Sant Cugat del Vallés, Spain, 2Faculty of Humanities,
Universitat Internacional de Catalunya, Sant Cugat del Vallés, Spain,
3Department of Nursing, Universitat Internacional de Catalunya, Sant
Cugat del Valles, Spain, “Palliative Care Service, Institut Catala de
Oncologia, Barcelona, Spain

Background: There is evidence that the wish to hasten death (WTHD) is
related to poor health-related quality of life (QoL). E.g. Patients with the
WTHD perceive a loss of dignity and lack of control and autonomy due to
the disease; this is related to poor QolL.

Aim: To compare perceptions of Qol, dignity and control between
groups of advanced patients with

1) clinically relevant WTHD
2) minimal/mild WTHD and
3) no WTHD.

Methods and design: Comparative cross-sectional study.

Data collection: 153 adult advanced cancer patients were assessed for
WTHD with the Desire for Death Rating Scale. Scores 1-2 indicate mini-
mal/mild WTHD (n=37), scores = 3 indicate clinically relevant WTHD
(n=14) and scores of 0 imply no WTHD (n=102). QoL was assessed using
the European Organization for Research and Treatment of Cancer
Quality of Life Core 15 items Palliative Questionnaire (EORTC QLQ-C15-
PAL), the perceived loss of dignity was assessed with the Patient Dignity
Inventory and control was assessed using the General Self-Efficacy Scale.
Analysis: The ANOVA and the Kruskal-Wallis test depending on whether
the variable had a Gaussian distribution.

Results: Patients with clinically relevant and minimal/mild WTHD per-
ceived worse emotional functioning (p<< .001) and greater appetite loss
(p=.044) than those without WTHD. Patients with clinically relevant and
minimal/mild WTHD perceived a greater loss of dignity than those with-
out WTHD (p<< .001). Both groups with the WTHD showed greater psy-
chosocial and existential distress and a greater sensation of dependence
than the group without the WTHD (p<< .001 and p=.009).

The group with clinically relevant WTHD had the lowest sense of control.
Those with minimal/mild WTHD had a lower sense of control than those
without WTHD (p=.002).

Conclusion: The greater the WTHD, the worse the patients’ percep-
tion of their dignity, control and emotional QoL. However, patients
with the WTHD do not perceive worse physical symptoms or physical
function.

FC17 Ethical Issues in Palliative Care

Meaning of Caring for Cancer Patients from Time of Incurable
Diagnosis to Last Days of Life: A Qualitative Study in Family Caregivers
Wikert J.2, Treutlein M.%, Oechsle K.%, Bergelt C.2, Marx G.3, Bokemeyer
C.4, Ullrich A.22

IPalliative Care Unit, Center of Oncology, University Medical

Center Eppendorf, Hamburg, Germany, 2Department of Medical
Psychology, University Medical Center Eppendorf, Hamburg, Germany,
3Department of Palliative Medicine, University Medical Center
Goettingen, Goettingen, Germany

Background: Family caregivers’ (FC) situation may differ across the tra-
jectory of patients’ (PT) disease and may escalate when PT are nearing
death.

Aims: To explore what it means for FC to care for PT with advanced cancer
at time of incurable diagnosis, during palliative care and at end-of-life.

Methods: Qualitative semi-structured interviews using open-ended
questions with 17 bereaved FC (15 spouses). Data analysis using
grounded theory and abductive reasoning.

Results: We found a core phenomenon in each of the three phases. At
diagnosis, the incurable disease becomes center of FC’s life (phenome-
non). Threat to life, uncertainty and unpreparedness contribute to a
feeling of overstraining when FC face their responsibility. Strategies
include denial of own needs and setting aside painful thoughts.
Experiences are contextualized by ambivalence of hope/fear, PT’s
autonomy/caring needs and increasing awareness of life’s finiteness.
Admittance to a palliative care ward serves as a cut, allowing FC to view
PT’s death as inevitable and eliciting strong moral obligation. FC elevate
PT’s will to be their ultimate compass (phenomenon). Consequently, FC
show no or little self-care, and if yes, often induced by others. Strategies
are various, including extensive communication. Experiences are con-
textualized by PT’s appreciation for caregiving, FC’s powerlessness and
sense of loosening ties with PT. At end-of-life, a positive parting is most
meaningful for FC (phenomenon). Enabling PT and themselves to say
goodbye leads FC to escalate into a state of mere functioning. Strategies
include self-abandonment, preparing for things to come and settling
conflicts. Experiences are contextualized by appropriateness of place of
death, feeling endowed to care for a dying person, but also alienation
from the loved one.

Conclusion: Some aspects gained or lost meaning over time, thus indi-
cating that preference-sensitive support requires iterate evaluation of
FC’s situation and needs.

FC17 Ethical Issues in Palliative Care

Why Do we Not Understand Each Other? Differences in End of Life
Priorities between Patients and their Caregivers

Tuckovd A., Loucka M., Houska A., Poldkovd K., ViIckova K.

Center for Palliative Care, Prague, Czech Republic

Background: For successful planning of care at advanced stages of dis-
ease is crucial to explore patients’ values and when possible to reach
consensus on future priorities between patients, their relatives and
clinicians.

Aim: To analyze differences between patients and caregivers views
on aspects considered important at advanced stage of chronic
disease.

Methods: The study was a cross-sectional survey of seriously ill
patients (n=170), their relatives (n=108) and physicians (n=113).
Participants were asked to rank 40 factors, previously identified in
interviews with seriously ill patients as being important at the end of
life, on 5 point Likert scale considering their importance (1 = least
important, 5 = extremely important). Statistical analysis was used to
examine distribution of responses for all 40 items. Significance of dif-
ferences and agreement was explored by ANOVA and Bonferonni
test.

Results: Most factors were considered to be important (only 4 items
have mean < 3.5) in all three group. ANOVA showed that responses in
groups did not differ in 13 items out of 40 (p>>.05) which are connected
mostly to physical symptoms and place of death. There was significant
difference between patients and caregivers in factors connected to infor-
mational needs, feeling of energy and sense of usefulness, with patients
putting more importance on these factors compared to relatives and
physicians (p<< .001).

Conclusions: This study showed that there are still aspects of care, which
might be underestimated by caregivers compared to views of patients
with advanced disease. Supporting patients in addressing these needs
must be incorporated in treatment plans. More research is also needed
on understanding what are the reasons behind the differences among
patients and their caregivers.

Research was supported by Czech Science Foundation grant No.
17-26722Y.
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FC17 Ethical Issues in Palliative Care

The Minutes Until the Emergency Doctor Arrives on Scene - Ethical
Dilemma in Paramedic Emergency Personnel when Encountering
Comorbid and Palliative Stage Patients

Miihe K.%, Nauck F.2, Alt-Epping B.?

IMedical Faculty, University of Goettingen, Goettingen, Germany,
2Dept. of Palliative Medicine, University Medical Center Goettingen,
Goettingen, Germany

Background: In Germany, prehospital emergency medicine implies a
“rendez-vous” system where paramedics and an emergency physician
approach separately. Mostly, paramedics arrive first, and are legally
obliged to perform all possible action to maintain the patient’s (pt) life.
Emergencies with ‘palliative’ or old, comorbid pts may lead to severe
distress and ethical dilemma in paramedic personnel when comfort care
might be more appropriate than aggressive procedures.

Methods: We explored paramedic personnel by using a pre-piloted
questionnaire. Participants were asked to comment on the given legal
restraints. Quantitative data were analyzed by descriptive statistics. Free
text answers were analyzed by using qualitative methods.

Results: From all over Germany, 283 paramedics participated. On aver-
age, every paramedic recalled 5.7 palliative stage pts within 6 months;
3.5 of those encountered without a physician on scene. In 38% of those
first-in-place situations, paramedics decided not to intervene, e.g. by
refusing to call a doctor, leaving the pt at home or to refrain from ventila-
tor support. 62% of participants had acted against legal allowance by
setting limits. Similar results were stated for CPR scenarios in old and
co-morbid pts, where CPR was omitted or terminated in one third, each.
In total, almost 80% of the paramedics perceived distress in performing
CPR in comorbid pts or in caring for palliative stage pts. 71% of the par-
ticipants felt competent enough to decide against CPR by themselves,
but only 51% felt competent enough to decide to refrain from further
interventional therapy in palliative stage pts.

Discussion: Our findings support that emergencies in ‘palliative’ pts lead
to feeling of dilemma and moral burden. Legal constraints were deliber-
ately broken, and a high degree of self-competence in deciding by one-
self whether to begin or stop interventions was stated, associated with
claims for independent responsibility and unequivocal regulations.

FC18 Advance Care Planning

VSD Vorsorgedialog® - A Nationwide Instrument for Advance Care
Planning in Nursing Homes in Austria

Beyer S., Dzaka N., Pelttari L.

Hospice Austria, Vienna, Austria

Introduction: “VSD Vorsorgedialog” (VSD) is a new nationwide instrument
for advance care planning and end-of-life decisions in nursing homes in
Austria. Over a process of two years, the instrument was developed and
discussed and ultimately gained acceptance of all stakeholders (e.g.
Ministry of Health and Social Affairs, Medical Association, Federation of
Social Insurance Institutions). It is now enshrined in Austrian law.

VSD is an ongoing communication process between residents, their fam-
ilies, nurses and physicians. They talk about the resident’s needs and
expectations for a good life as well as for a dignified end of life. The
results are documented and regularly re-evaluated. If a resident is not
able to communicate her or his will, a VSD-conversation offers the
opportunity to ascertain the resident’s presumed will.

Method: A quantitative and qualitative survey is conducted in participat-
ing nursing homes during the nationwide pilot phase (1.1.2017-
31.12.2021). In September 2018, an interim analysis of the quantitative
data of four nursing homes, which had been offering VSD-conversations
for 6.7 months on average, was carried out.

Results: During the survey period, 95 VSD-conversations were con-
ducted. In 27 of those, the residents expressed their needs and expecta-
tions personally. 42 investigated the resident’s presumed will and in 14

VSD-conversations, the resident’s ability to make judgements couldn’t
be determined (missing data: x=12). On average, a VSD-conversation
lasted 46 minutes, nurses’ preparation and follow-up took 60 minutes.
78 emergency information sheets were filled out. In 20 emergency situ-
ations the staff acted in accordance with the resident’s will, in one emer-
gency situation they didn’t act in accordance with it.

Conclusion: The VSD is a suitable instrument not only to ascertain the
resident’s will, but also the resident’s presumed will. The staff is able to
act in accordance with the residents’ needs and expectations in emer-
gency situations.

FC18 Advance Care Planning

Effectiveness of Advance Care Planning in Improving End of Life Care
for Patients with Advanced Heart Failure

Malhotra C.%, Sim D.K.L.2, Jaufeerally F.3, Vikas N.N.%, Hu M.%, Finkelstein
E.L, ACP Trial Team

1Duke-NUS Medical School, Singapore, Singapore, 2National Heart
Center Singapore, Singapore, Singapore, 3Singapore General Hospital,
Singapore, Singapore

Background: Advance care planning (ACP) is a widely discussed inter-
vention to help people receive end-of-life (EOL) care consistent with
their wishes but evidence on its effectiveness remains inconclusive.
Aims: Primary aim was to assess, among advanced heart failure patients,
effectiveness of ACP in ensuring EOL care consistent with patient wishes.
Secondary aims were to assess its impact on patients’ decisional conflict,
discussion of care preferences with surrogates, illness understanding,
anxiety, depression and quality of life.

Methods: We conducted a randomized controlled trial of ACP (based on
Respecting Choices Model) versus usual care in Singapore. 282 patients
hospitalized with heart failure and New York Heart Association
Classification 11l and IV symptoms were randomized to ACP (93) or con-
trol (189) arm. They answered up to 6 follow-up surveys conducted
every 4 months. Primary outcome was assessed in deceased sample (89;
23 in ACP, 66 in control) using chi-square/fisher’s exact test. Secondary
outcomes were assessed through mixed-effects models. Both intention-
to-treat and per-protocol analyses were done.

Results: 63% of ACP arm received intervention. Deceased patients in
ACP arm were no more likely to have their wishes followed for EOL treat-
ments (full/limited additional/comfort treatment; 35% in ACP vs 44% in
control; p=0.47) but were more likely to have their wishes followed for
cardiopulmonary resuscitation (83% in ACP vs 62% in control, p=0.12)
though the difference was not statistically significant. At first follow-up,
ACP patients had lower decisional conflict (3=-10.8, p < 0.01) and were
more likely to discuss preferences with their surrogate decision maker
(B=1.3, p=0.04). Both arms did not differ on other patient outcomes.
Per-protocol analyses showed similar results.

Conclusion: ACP has benefits in improving decision making for patients.
Findings raise questions on its effectiveness in ensuring EOL treatment
consistent with patient wishes.

FC18 Advance Care Planning

Patient-Surrogate Agreement in Advance Care Planning: Who are the
Surrogates and are They Making the Right Decisions?

Sim L.K., Low J., Tan L., Khemlani M.

Yishun Health, Singapore, Singapore

Objectives: The aim of the study is to examine the extent of agreement
between the end-of-life patients and their surrogates on the patient’s
preferences in advance care planning.

Methods: In this cross-sectional study, participants consisted of pairs of
end-of-life patient and their surrogate recruited from the advance care
planning department of an acute hospital in Singapore. The survey
included surrogates’ socio-demographic status, a rating of how well the
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surrogate know the patient, and the patient’s wishes on end-of-life care
based on their understanding of the patient.

Results: A total of 30 patient-surrogate pairs participated in the study
between January 2015 to January 2018. Only 40% of the patient-surro-
gate pairs agreed that the patient would not want to be attempted car-
diopulmonary resuscitation during a medical crisis. Moderate agreement
was seen the patient’s and surrogates’ reported choices on patient’s
place of medical intervention (k=0.40, 95%CI 0.17-0.63). Fifty percent of
the pairs agreed on the option of place of death and moderate agree-
ment was observed (k=0.62, 95% Cl 0.45-0.94).

Discussion: Surrogates tended to overestimate the patient’s preference
on CPR status. Surrogates’ knowledge of CPR was found to be poor. This
advocates a need to continue improving substitute decision-making so
that patients can be more confident that surrogates can make decisions
consistent to their wishes.

Conclusion: Surrogates’ perceptions of patient preferences are often
inaccurate, particularly for those patients who do not want to be resus-
citated. ACP provides a platform for surrogates to better understand
patients’ preferences and make end-of-life decisions for the patient’s
care consistent with the patients’ preferences.

FC18 Advance Care Planning

Advance Care Planning Documentation in Patients Known to the
Specialist Palliative Care Team in an Acute Hospital Setting
Mulqueen L.

Our Lady of Lourdes Hospital, Palliative, Drogheda, Ireland Presenting
author email address: laramul101@hotmail.com

Background: The acute hospital setting treats critically ill patients facing
uncertainty with respect to outcome. Advance Care Planning (ACP)
should be discussed early and documented clearly as this supports the
patient and family in making informed decisions and ensures appropri-
ate ceilings of care are adhered to. The Specialist Palliative Care Team
(SPCT) in a hospital setting work alongside medical and surgical teams,
therefore a consistent approach from all health care professionals is key.
Aims: To review documentation in a patient population known to the
SPCT, and assess communication and transparency with respect to ACP.
Methods: The medical records for inpatient deaths over one month
were reviewed retrospectively. An independent reviewer assessed docu-
mentation of prognosis, ceiling of care, resuscitation status and com-
munication with the patient/family. Additionally, who initiated these
conversations and timing of referral to the SPCT was reviewed.

Results: 21 records were identified. Resuscitation status and ceilings of
care were well documented however not easily found in the notes.
Prognosis was often omitted. In many cases there was a delay between
identifying a life limiting illness and specialist palliative care needs and
referral to the SPCT. Consequently ACP with patients and family was
delayed as the SPCT carried out the majority of these conversations.
Conclusion: There is an apparent ambiguity around goals of care and a
reluctance to initiate ACP, which could potentially negatively impact a
patients care. Though ceilings of care and resuscitation status are being
documented and discussed with patients and family members, they are
not easily identifiable and referenced in the medical records.

Given these findings, consideration could be given to a standardised ceil-
ing of care document to be held in healthcare records for specific
patients under the care of the SPCT, which would be reviewed and
updated as appropriate.

FC18 Advance Care Planning

Palliative Care Support Needs of Cancer Patients Identified in Regular
Multiprofessional Team Meetings - Analyses of Advance Directives,
Distress and Performance Status

Missala I., Alex Pellegrin M., Preisler M., Letsch A.

Medical Department, Division of Hematology and Oncology, Campus

Benjamin Franklin, Charité - Universitatsmedizin Berlin, Corporate
Member of Freie Universitat Berlin, Humboldt-Universitat zu Berlin,
and Berlin Institute of Health, Berlin, Germany

Background: There is accumulating evidence that outcomes of cancer
patients are improved when palliative care and oncology work synergis-
tically. More difficult to define is how integrated palliative cancer care
(IPCC) can be achieved and implemented. Regular multi-professional
team meetings (MTM) comprising all various health care professionals
as well as oncologists and palliative care specialists could function as an
effective mean of integration.

Methods: Detailed analyses of cancer patients (n=107), who were rated
to qualify for complex palliative treatment during a regular weekly onco-
palliative MTM of the Department for Hematology and Oncology of a
German University Clinic during December 2017 and February 2018.
Results: During multiprofessional team discussions, 107 patients were
identified to require complex palliative treatment. 47% were female, 53%
male with a median age of 65.2 years and 55% of patients with advanced
oncological and 45% with advanced hematological malignant diseases. The
median ECOG performance status was 2.9. Using the distress thermometer
(DT) the median psychological distress level was 6.9 with high levels of DT
= 5in 97% of patients. Despite the high prevalence of psychological dis-
tress and low performance status, advance directives (AD) at baseline were
only available in 19% of these patients. Patients with AD did not differ with
regard to age (median 66.5), gender (45% female, 55% male), performance
status (median 2.85), psychological distress (median 7.0) or kind of malig-
nant disease (60% oncological and 40% hematological).

Discussion: Only a minority of this group of patients with advanced
hematological and oncological malignancies and a high prevalence of
psychological distress and low performance status had an advance direc-
tive at baseline. Factors, which may influence the completion of ADs in
cancer patients, should be explored and the potential of IPCC to impact
the completion of ADs should be fully exploited.

FC18 Advance Care Planning

Advance Care Planning in Underserved Populations Using Lay Patient
Navigators: Have You had the Conversation?

Fink R.%, Kline D., Bailey F.A.%, Handel D.2, Lum H.2, Fischer S.

1General Internal Medicine, University of Colorado Anschutz Medical
Campus, Aurora, United States, 2School of Medicine, University of
Colorado Anschutz Medical Campus, Aurora, United States

Aims: To develop a model for community-based advance care planning
(ACP) in rural populations with low English language fluency and health-
care access. To implement the ACP program throughout rural communi-
ties and conduct a program evaluation.

Methods: Two bilingual patient navigators (PNs) facilitated ACP conver-
sations in schools, businesses, churches, libraries, nursing homes, clinics,
and local government districts. Trained in a group session framework,
PNs facilitated one-hour English and Spanish sessions in a community
setting. Participants received information by poster or PowerPoint for-
mat including: Frequently Asked Questions, a low literacy Advance
Directive (www.prepareforyourcare.org), and goal setting form in English
or Spanish. Participants were asked to share concerns about choosing a
medical decision-maker and finalizing an ACP. They completed the ACP
Engagement survey (ACP-4) post session.

Results: Over 18 months (2017-2018), we led 74 ACP sessions engaging
1,034 participants; 38% were ethnically diverse and 69% female. A nurse
or physician co-facilitated 49% of the sessions with the PN. Forty seven
percent of participants completed an ACP-4. 29% planned on naming a
decision-maker in the next 6 months and 21% in the next 30 days; 26%
ready to talk about future healthcare decisions with decision-maker in the
next 6 months and 22% in the next 30 days; 31% ready to talk to their
provider about healthcare preferences in the next 6 months and 14% in
the next 30 days; 31% ready to complete an AD in the next 6 months and
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22% in the next 30 days. Evaluations showed 57% extremely satisfied, 41%
satisfied, with 98% reporting the session was the right length of time.
Conclusions: Bilingual, bicultural PNs effectively engaged underserved,
diverse populations in ACP in rural community settings. Our model can
be readily adapted by other providers to improve ACP in underserved
populations.

Funding: Colorado Health Foundation grant

FC19 Research Methodology and Basic Translational Research

A Systematic Review of International Palliative Care Research
Priorities and a Thematic Synthesis of Findings

Hasson F.1, Nicholson E.*2, Muldrew D.%, Payne S.3, Mcllfatrick S.*
1School of Nursing, Ulster University, Co. Antrim, United Kingdom,
2UCD School of Nursing, Midwifery & Health Systems, University
College Dublin, Dublin, Ireland, 3Lancaster University, Lancaster, United
Kingdom

Background: Increasing evidence contributing to the global research
agenda for palliative care has been published on research priorities,
however, to date there has been a lack of synthesis of this evidence fea-
turing commonalities, differences and gaps.

Aim: To identify and synthesize global palliative care research priorities.
Design: A systematic review of research priorities in palliative care was
undertaken and guided by the PRISMA statement for reporting system-
atic reviews. Studies that elicited palliative care research priorities were
eligible for inclusion.

Data Sources: Six databases were searched between 2008-2017 includ-
ing CINAHL, EMBASE, PubMed, SCOPUS, Web of Science, and PsycINFO,
as well as grey literature. Eligibility criteria were applied and the Joanna
Briggs Institute Appraisal Tools were used to assess quality.

Results: The search strategy yielded 2288 unique citations, 51 full text
articles were reviewed, and seven met the inclusion criteria. Seven prior-
ity areas were identified: Service Models, Continuity of Care; Training
and Education; Inequality; Communication; Living well and indepen-
dently; and Recognising family/carer needs and the importance of fami-
lies. Methodological approaches and process of reporting varied. There
was little representation of patient and caregiver driven agendas.
Conclusion: Research priority setting activities in palliative care elicited
a broad range of topics, however approaches and samples varied ques-
tioning the credibility of findings. The findings of this study may serve as
a template to understand the commonalities of research and enhance
dialogue in palliative care research. A more standardised approach for
priority setting will allow for increased validity and comparability of find-
ings from across palliative care settings.

FC19 Research Methodology and Basic Translational Research
Application of van Manen’s Approach of Data Analysis Utilising
Lifeworld Existentials in a Hermeneutic Phenomenologic Study to
Understand Mutuality in a Palliative Approach for Advanced
Parkinson’s Disease

Arshinoff R.%, Preston N.2, Grinyer A.?

1Religious and Spiritual Care, Baycrest, Toronto, Canada, 2Faculty of
Heath and Medicine, Lancaster University, Lancaster, United Kingdom

Background: Hermeneutic phenomenology focuses on analysis of the
lifeworld or lived experience to understand meaning. van Manen eluci-
dates everyday life as the lifeworld, and names four lifeworld themes or
existentials that are interdependent and form a unity for each person:
spatiality (lived space), temporality (lived time), corporeality (lived
body), and relationality (lived other). The four existentials are both inter-
dependent and at times intertwined. They offer a holistic framework in
understanding the phenomenon under study for the researcher to
explore layers of meaning in the four unique contexts. They help the
researcher to promote the uniqueness of each individual as he/she
experiences their lifeworld.

Aims: To apply the four existentials to the analysis of data obtained from
12 participants in a study about mutuality in advanced Parkinson’s
Disease (PD) with the ultimate goal of creating a holistic palliative
approach for chronic illnesses.

Methods: Twelve caregiving spouses of PD patients participated in a sin-
gle face to face interview. Data were analysed using each existential and
upon completion, cross-cutting and common themes across all tran-
scripts were identified for each existential. The hermeneutic circle was
utilised for writing and analysing the data by moving between the parts
and the whole.

Results: Relationality emerged as influencing mutuality the most and
strongly overlapping with spatiality as couples spend much time together,
often in stressful environments. Temporality overlappped less and corpo-
reality the least. This is not to be assumed that the three existentials of
spatiality, temporality, and corporeality are less important, but that rela-
tionality is the one that contributes most to the mutuality experience.
Conclusion: The framework of the four existentials provides a structure
offering a holistic approach to data analysis. It is well suited to explore
complex phenomena in palliative care.

FC19 Research Methodology and Basic Translational Research

Are Palliative Care Inpatients Willing to Be Recruited to a Study
Exploring the Use of a Technical Device to Assess Level of Conscious-
ness? An Observational Study for I-CAN-CARE

Krooupa A.-M.2, Stone P, McKeever 5.%2, Vivat B.1

Marie Curie Palliative Care Research Department, UCL, London, United
Kingdom, 2Department of Children’s Nursing, London South Bank
University, London, United Kingdom

Background: Previous I-CAN-CARE research found that clinicians consid-
ered that palliative care patients would be unwilling to participate in
research using a technical device (the Bispectral index (BIS)) for monitor-
ing consciousness, owing to the visual impact and apparent invasiveness
of the device. Patients and relatives, however, were less concerned. We
therefore began a prospective observational study to investigate using
BIS in practice.

Objective: To systematically explore recruitment to a study using BIS
with hospice inpatients.

Methods: We documented recruitment of all current inpatients and new
admissions to the hospice electronically, logging patients’ eligibility for
the study and whether they had: i) been approached by clinicians, ii)
agreed to see the researcher, and iii) consented to take part. Reasons for
non-approach/non-participation were recorded at each stage.

Results: A total of 313 patients were screened for inclusion; 142/313
(45%) were ineligible, mainly due to lack of capacity (59/142; 42%) or
being too unwell (59/142; 42%). Clinicians approached almost all eligible
patients (156/171; 91%); most of those were then seen by the researcher
(137/156; 88%). For BIS monitor-related reasons (either restriction of
movement or possible discomfort of sensor strip), one patient refused to
see the researcher, and five of those who did (5/137; 4%) did not consent.
Overall, 38/137 (28%) of those approached by the researcher participated
(38/313 (12%) of all screened patients), while 75/137 (55%) refused, due
mostly to experiencing distressing pain and/or fatigue (41/137; 30%).
Conclusions: Potential participants in our study were mostly undeterred
by the BIS device itself. The main recruitment challenges, similarly to
other palliative care studies, were related to the nature of the patient
population, but not to “gatekeeping” by clinical staff.

Funding: Marie Curie I-CAN-CARE programme grant (ref: MCCC-FPO-16-U).

FC19 Research Methodology and Basic Translational Research
Ensuring Meaningful Patient and Public Involvement in Palliative Care
and Rehabilitation Research: A Focus Group Study

Johnson H.%, Brighton L.J.%, Etkind S.N.%, Yu P, Oluyase A.1, Chukwusa
E.1, Ogden M.2, Bailey S.2, Smith P.2, de Wolf-Linder S.3, Koffman J.%,
Evans C.J.2
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1Cicely Saunders Institute of Palliative Care, Policy and Rehabilitation,
King’s College London, London, United Kingdom, 2Patient/Carer
Representative, Cicely Saunders Institute of Palliative Care, Policy

and Rehabilitation, King’s College London, London, United Kingdom,
3School of Health Professions, Institute of Nursing, Zurich University of
Applied Sciences, Winterthur, Switzerland

Background: Patient and public involvement (PPI) can improve the qual-
ity, relevance and impact of research, but is rarely evaluated.

Aim: To evaluate the process of PPl and emergent outcomes at a pallia-
tive care and rehabilitation institute in London, UK.

Methods: PPl was evaluated against existing strategies (local and
national) which prioritise early, flexible involvement throughout the
research cycle. We surveyed researchers to describe PPI activity, then
undertook separate focus groups with PPl members and researchers to
explore experiences. Participants were purposively sampled. Topic
guides were co-designed by researchers and PPl members. Transcripts
were double coded and analysed thematically together with PPl mem-
bers, noting divergent views.

Results: 25/28 research projects at the institute included PPI. Four focus
groups and two interviews were conducted with PPl members and
researchers (n=26; 77% female; 58% with 3+ years of PPl experience).
PPl members felt involvement was ‘educational’ and ‘collaborative’, and
researchers felt it increased research relevance and offered a ‘grounding’
perspective. All agreed that role negotiation to establish clear relation-
ships early on enabled meaningful involvement, particularly to share sen-
sitive experiences. Many pursued early involvement and integration
throughout the research cycle, however some raised concerns that atten-
tion was too fixed on breadth of involvement, at the expense of meaning-
ful depth. A standardised approach did not suit the diversity of research
projects, with all suggesting that increased flexibility was needed.
Conclusions: Enabling meaningful collaboration required tailoring PPI
methods to individual project aims and designs and ensuring strong rela-
tionships through clarity of role. PPl was included in most projects, with
increasing integration. PPl is essential to ensure relevance of palliative
and rehabilitation research for clinical-effectiveness.

Funders: NIHR CLAHRC SL & NIHR RCF

FC19 Research Methodology and Basic Translational Research
Volatile Organic Compounds Predict the Last Week of Life in Lung
Cancer Patients

Coyle S.22, Chapman E.2, Hughes D.2, Mason S.2, Boyd M.2, Probert C.23,
Ellershaw J.%3

1St Helens and Knowsley Hospitals Trust, St Helens, United Kingdom,
2University of Liverpool, Liverpool, United Kingdom, 3Royal Liverpool
and Broadgreen University NHS Hospitals Trust, Liverpool, United
Kingdom

Background: Recognising dying is difficult and is an ongoing difficulty for
doctors. We believe there is a process to dying and animal studies sup-
port this theory. We previously demonstrated that a number of volatile
organic compounds in urine, change in the last weeks and days of life of
patients in a small mixed cancer group.

Aim: To verify this finding in a suitably powered follow-up study.
Method: We prospectively collected urine samples from people with
lung cancer. We aimed to compare samples from 25 people in each of
the last 3 weeks of life to a control group, 50 people with lung cancer
who lived 3 or more months from the time of sampling. The urine sam-
ples were analysed for volatile organic compounds by gas chromatogra-
phy mass spectrometry (GC-MS).

Least Absolute Shrinkage and Selection Operator (LASSO) logistic regres-
sion was used to analyse the GC-MS data and create a statistical model.
Results: We recruited 162 people in total; 29 in the last week; 28 in the
second last week; 30 in the third last week of life; 74 controls i.e. sam-
ples taken >3 months from death; 424 urine samples. This demon-
strates studies of this size and type are feasible.

A model was created to predict whether a patient would die within 1
week. It has an optimism corrected AUC of 0.851 (95% Cl: 0.767, 0.911)_;
sensitivity 78.6% (95% Cl: (64.3%, 89.3%)); specificity 83.1% (95% Cl:
(69.9%, 92.3%)). The model identified a selection of compounds that
contributed to the identification of patients who were close to death.
Discussion:

e  The results confirm that volatile organic compounds can predict
when people with lung cancer are in the last week of life.

e Our model can predict when a person with lung cancer is in the
last week of life with approximately 80% accuracy.

FC19 Research Methodology and Basic Translational Research
Touchless and Burdenfree Monitoring of Heart Rate and Breathing as
Surrogate Parameters for Symptom Burden and its Amelioration - A
Pilot Study

Steigleder T.%2, Malessa A.2, Neumann N.%, Shi K.3, Michler F.3,
Schellenberger S.4, Heckel M.%, Kélpin A.4, Ostgathe C.?

1Department of Palliative Medicine, University Hospital Erlangen,
Friedrich-Alexander University Erlangen-Nurnberg (FAU), Erlangen,
Germany, 2Department of Neurology, University Hospital Erlangen,
Friedrich-Alexander University Erlangen-Nurnberg (FAU), Erlangen,
Germany, 3Department of Technical Electronics, Technical Faculty,
Friedrich-Alexander University Erlangen-Nurnberg (FAU), Erlangen,
Germany, “Department for General and Electrical Measurement
Technology, Brandenburgische Technische Universitat, Cottbus-
Senftenberg, Germany

Background: Palliative Care (PC) is focussed on personal encounters and
individualized care. To reinforce this, PC as a rule dispenses with techno-
logical diagnostics. Nevertheless, biomarkers (BM, e.g. heart rate (HR)
and breathing frequency (BF)) could provide important additional evi-
dence of health status and symptom burden and help to adapt treat-
ment individually. Radar technology (RT) is a highly innovative approach
of capturing BM touchless and burden-free. RT detects changes in dis-
tance of micrometers from several feet afar permeating materials like
clothing or blankets. Learning algorithms (LA) evaluate and interpret the
data automatically to extract information on heartbeat and breathing.
Methods: N = 30 healthy subjects were examined synchronously by
non-contact RT from 2 feet distance and gold standard (GS) methods
(6-channel ECG, impedance measurement) under controlled conditions
(tilt table, Valsalva, command breathing). Endpoints:

(a) recall and precision as reported by F1 scores of radar-based
compared to GS assessment methods of HR and BF;

(b) positive and negative predictive properties of algorithm to
detect simulated pathological patterns in participants and
death in a model of a corpse.

For comparison of GS methods and RT F1-scores were computed.
Results:

(a) Heartbeats were correctly detected in 95% with a tolerance of
< 50ms (compared to ECG) and 89% with a tolerance of <
30ms for data set analysis;

(b) F1 scores for heartbeat detection are 97.6% for data set and
95.8% for real-time analyses

(c)  F1score for respiration is 98%.

(d) LA detected changes in breathing patterns and death (simu-
lated model) with a reliability of 100%.

Conclusion: Touchless and burden-free recording of BM by means of RT
is possible. In the context of palliative medicine, RT can facilitate diag-
nostics for individual therapy adaptation without restricting social par-
ticipation and personal encounters.

Funding: This study is funded by the BMBF (165V7695).



64

Palliative Medicine 00(0)

FC20 Education

Virtual Reality in Palliative Care Teaching - Results of a Longitudinal
Survey Study

Taubert M.1, Webber L.2, Hamilton T.3, Carrr M.3, Hapgood G.%, Harvey
M.3, Patel M.>, Daisley-Devoy T.3

IPalliative Care Department, Cardiff University School of Medicine,
Cardiff, United Kingdom, 2Cardiff University School of Medicine,
Cardiff, United Kingdom, 3Velindre NHS Trust, Cardiff, United Kingdom,
40Orchard 360 Media and VR Doctor, Cardiff, United Kingdom, >Cardiff
University, Cardiff, United Kingdom

Background: Virtual reality immersive environments have been shown
to be effective in medical teaching. Our university hospital received
funding from our deanery to film teaching videos with a 360 degree
camera.

Aims: Evaluate whether Virtual Reality is an effective teaching environ-
ment. Virtual Reality headsets were set up for medical students who
rotated through Velindre Cancer Hospital’s Palliative Care department.
Methods: Students watched a 27 minute video on nausea & vomiting in
palliative care settings in a virtual tutorial space. They subsequently
viewed a radiotherapy treatment experience.

Results: Of the 72 medical students who participated, 70 found the
experience comfortable, with 2 students stating they found it uncom-
fortable (tight headset, blurry visuals). Numerical scoring on ability to
concentrate in VR from 0-10 (O=worst, 10=best) scored an average of
8.44 (range 7-10). Asked whether this format suited their learning style,
average score was 8.31 (range 6-10). 97.2% (n=70) students stated that
they would recommend this form of learning to a colleague, with 1 stu-
dent saying he/she would not recommend and 1 student stating he/she
was unsure. Students left positive & negative free text comments which
helped frame future needs in this emerging area and will be presented.
Discussion: This study indicates that there is room for exploring new
ways of delivering teaching and expanding it more widely in palliative
care, but also provides feedback on areas that need further careful
attention. Comments from students included: “Might have been the
novelty factor but I learned more from this 20 minute VR thing than |
have from many lectures”

Summary: The project has proved so popular in medical student feed-
back that the VR experience is now available on Youtube & has been
expanded to routine teaching. It has been viewed worldwide incl Africa,
so this format of teaching could prove valuable and promising in its
potential for global reach.

Funding: Wales Deanery

FC20 Education

Palliative Care Undergraduate Nursing Education in Central and
Northern Italy

Ramon Codina M.%, D’Angelo D.?, Stefanelli M.C.3, Pairona G.%,
Malinverni E.>, Guarda M., Prandi C.7, Mastroianni C.3

1Universidad Nacional de Educacion a Distancia (UNED), Rome, Italy,
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Italy, ASST Grande Ospedale Metropolitano Niguarda, Dipartimento di
Ematologia ed Oncologia, S. C. Dipartimentale Cure Palliative - Hospice
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Palliative Care (SICP) SUPSI, Dipartimento Economia Aziendale Scienze
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Background: Undergraduate nursing education should include palliative
care (PC) as the European consensus suggest. The European Society of
Palliative Care (EAPC) issued a guide for the development of palliative
nurse education in Europe. The Nursing Commission of the Italian
Society of PC care (SICP) decided to carry out a process of mapping the
undergraduate nursing education in Italian Universities.

Objective: To describe the characteristics of Italian PC undergraduate
nursing education and the extent to which the contents taught in Italian
nursing undergraduate courses matches with the EAPC guide on nursing
education.

Methods: A questionnaire of 27 items was developed by the Italian
Nursing Commission. From may 2016 to October 2016, directors and/or
coordinators of all Italian nursing undergraduate courses (n=221) were
invited to complete it online. They were invited to participate by phone
and by e-mail.

Results: A total of 98 (59%) nursing undergraduate courses (entirely
located in central and northern Italy) answered to the survey. The results
show that PC education is included in 100% of nursing undergraduate
courses. Only 34% of the Italian curricula had compulsory PC courses
formally declared, of whom, 84% included within the nursing discipline.
The most frequently addressed topics in the nursing curricula, included
in the patient and family dimension of the EAPC guide and were related
to pain, symptom management (61,5%), and care of family (50%).
Discussion: The survey results highlight the growing attention that PC is
deserving in undergraduate nursing education in Italy. Nevertheless, the
heterogeneity of the teachings let us to suppose that PC contents are not
adequately addressed and important dimensions (recommended by the
EAPC nursing education guide) such as Team, Society and Health care
system are still neglected.

FC20 Education

Measuring the Effectiveness of an Online Decision Training Resource
for UK Medical Students to Help Recognise Whether a Person Is
Dying: A Randomised Controlled Trial (the ORaCIES Study)

White N.%, Oostendorp L.%, Harries P.2, Yardley S.%3, Tomlinson C.%4,
Ricciardi F.%5, Gékalp H.6, Stone P.

Division of Psychiatry, University College London, London, United
Kingdom, 2Centre for Applied Health and Social Care Research
(CAHSCR), Kingston University & St George’s, University of London,
London, United Kingdom, 3Central and North West London NHS
Foundation Trust, London, United Kingdom, “Department of Surgery
& Cancer, Imperial College London, London, United Kingdom,
>Department of Statistical Science, University College London, London,
United Kingdom, éDepartment of Electrical and Electronic Engineering,
Ondokuz Mayis University, Samsun, Turkey

Background: All doctors need to be able to recognise when patients are
imminently dying. However, few training resources have been developed
to teach this clinical skill.

Aim: To assess the effectiveness of an online training resource for medi-
cal students to recognise whether a person is imminently dying.
Methods: An online double-blind randomised controlled trial at 5 UK
medical schools. Senior students were randomised to either the inter-
vention group (training) or the control group (no training). The interven-
tion detailed how experts in a previous study had weighted various
clinical factors when reviewing patient summaries (“vignettes”).
Students reviewed the same vignettes as the experts before, after, and 2
weeks after the intervention and provided survival estimates (0% certain
survival to 100% certain death). Primary outcome:

(1) The percentage estimate of survival post intervention to calcu-
late the Mean Absolute Difference (MAD) between the stu-
dents and the experts. Secondary outcomes: The percentage
estimates were used to calculate

(2) the judgement weight attributed to each clinical factor;

(3) amaintenance effect; and

(4) a measure of expertise, using the Cochran-Weiss-Shanteau
(CWS) index.

Results: 168 eligible students enrolled, 135 completed the trial (82%) of
whom 66 received the intervention (49%). The intervention group showed
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(1) significantly more agreement with the experts than the control
group (Syap= —3.43, 95%Cl -5.3 to -1.56, p<< 0.001);

(2) weighting of information became more like the experts; and

(3) better consistency and discrimination in their decision making
(intervention CWS = 146.04 [sd 140.21], control CWS= 110.75
[sd 104.05]).

(4) There was no maintenance effect (d,,p =1.50, 95% Cl -0.87 to
3.86, p=0.21).

Conclusion: The online training resource proved effective in improving
the decision making of medical students. Further testing using real-
world prognostic tasks is warranted.

Funding: Marie Curie (MCCC-FPO-16-U)
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A New Competency-Based Instrument to Assess Resident Physician
Knowledge and Self-efficacy in Primary Palliative Care

Moyer K.1, Morrison L.2, Encadela J.2, Kennedy C.2, Ellman M.3
INationwide Children’s Hospital, Columbus, United States, 2Yale School
of Medicine, New Haven, United States, 3Internal Medicine, Yale
University School of Medicine, New Haven, United States

Background: There is a need to improve both primary palliative care (PC)
education and its assessment in graduate medical education. We devel-
oped a new instrument based on published PC competencies to assess
resident physician (RP) competency and educational interventions.
Aims: To describe the development and psychometric properties of a
novel, competency-based instrument to measure RP knowledge and
self-efficacy in primary PC.

Methods: We created a two-part instrument comprised of a knowledge
test (KT) and a self-efficacy inventory (SEI) addressing 18 core resident
PC competencies across five domains: Pain and Symptom Management;
Communication; Psychosocial, Spiritual, & Cultural Aspects of Care;
Terminal Care & Bereavement; and Palliative Care Principles & Practice.
The instrument was distributed to all internal medicine RPs at our insti-
tution during the first quarter of academic years 2015-2016 and 2016-
2017. A standard item analysis was performed on the KT. Internal
consistency (Cronbach’s Alpha) and variable relationships (Factor
Analysis) were measured for the SEI. A power analysis was conducted to
determine adequate sample size.

Results: One hundred forty-four RPs completed the survey. For 15 KT
items, difficulty ranged from 0.17-0.98, with seven items ranging 0.20-
0.80 (typical optimum difficulty); discrimination ranged from 0.03-0.60
with 10 items = 0.27 (good to very good discrimination). Cronbach’s
Alpha was 0.954 for 35 SEl items. Factor analysis of combined 2015-2016
items yielded four factors explaining the majority of variance for the
entire set of variables.

Conclusions / Discussion: Our novel instrument demonstrates promis-
ing psychometric properties and reliability in probing the constructs of
PC and can be further utilized in PC graduate medical education research
to assess learners and evaluate new and existing PC educational
interventions.

FC20 Education

Program of Experience in the Palliative Approach (PEPA) - Improving
Palliative Care for Australians Since 2003

Mander T.1, He W.2, Klug D.2, Cosgrove S.2, Yates P2

1Centre for Palliative Care, St Vincent’s Hospital Melbourne,
Melbourne, Australia, 2Institute of Health and Biomedical Innovation,
Queensland University of Technology, Brisbane, Australia

Background: The palliative approach (PA) aims to improve quality of life
for people with a life-limiting illness. It may commence when curative
treatments are no longer working, or if someone chooses to stop curative

treatment. The focus is on comfort, symptom control and psychosocial
support to enable people to live well until death.

The purpose of the Program of Experience in the Palliative Approach
(PEPA) is to increase capacity of non-palliative care health professionals
to deliver the PA. Elements to achieve this are:

e Workshops
e Placements with palliative care services
e  Post-placement support to allow assimilation of new skills
e  Provision of opportunities to enhance linkages among palliative
and non-palliative providers
Aim:

1. Demonstrate the impact of PEPA on non-palliative care health
professionals’ ability to provide the PA.
2.  Describe the impact of PEPA from the perspective of:

Placement participants
Workshop participants
Employers of placement participants
Host sites for placement participants

Method: PEPA invites all stakeholders (participants, employers, host
sites) to submit evaluation surveys. Surveys include fixed response items
using Likert scales and open-ended questions. Surveys are analysed
using the RE-AIM framework, which assesses sustainability of a program
against concepts of: Reach, Adoption, Effectiveness, Implementation
and Maintenance.

Results: Data demonstrate:

e Increase in number of placement and workshop participants
every year

e  Participants are from diverse disciplines, location and ethnicity

e  Positive impact on palliative care practice

e  Positive impact on links between palliative care and other
health sectors

Conclusion: PEPA has been delivered in Australia since 2003. PEPA pro-
vides experiential education that supports integration of the PA into
practice. Participants describe gaining knowledge, skills and confidence
in caring for people with palliative care needs. Continued demand shows
it is relevant and sustainable.

FC20 Education

Facing Future Social Challenges: Leadership Skills for Advancing
Palliative Care in Eastern and Western Europe

Frerich G.%, Koffman J.2, Mosoiu D.3, Krakowiak P4, Evans C.2,
Dumitrescu M.3, Janowicz A.%, Baker-Schuster L.5, Voltz R.167
1Department of Palliative Medicine, University Hospital of Cologne,
Cologne, Germany, 2Cicely Saunders Institute of Palliative Care, Kings
College London, London, United Kingdom, 3Hospice Casa Sperantei,
Brasov, Romania, “Department of Educational Sciences, Nicolaus
Copernicus University, Torun, Poland, >Robert Bosch Stiftung, Stuttgart,
Germany, ¢Clinical Trials Center Cologne, Cologne, Germany, “Center
for Integrated Oncology K&ln Bonn, University Hospital of Cologne,
Cologne, Germany

Aims: The development of Palliative Care (PC) across Europe is heteroge-
neous but countries are recognising the need for PC, especially in the
face of current epidemiological developments. The European PC leader-
ship programme is a joint project of four prestigious academic institu-
tions, two in Eastern and two in Western Europe. Its mission is to pioneer
tomorrow’s leaders in the field across Europe to address anticipated
future challenges in our societies.
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Methods: Based on findings of an online needs assessment, the curricu-
lum was developed by a steering committee and an advisory board of
international PC experts. Evaluations have been conducted. The pro-
gramme is to be completed part-time over 1.5 years. It is currently in the
third course run comprising up to 20 participants, each of which have
been carried out a personal project.

Results: The modules comprise Personal Development, Project
Management, Teamwork, Research, Advocacy and Local Best Practice of
each host country. Modules are arranged in line with project rationale
and to develop leadership habitus. 59 Alumni and participants (m: 20; f:
39; average age: 41) of 22 Eastern and Western countries (50% each)
have taken part. Various projects have been conducted (16 concerning
PC service development, 14 manuals, 12 research, 9 education, 5 oth-
ers). Quantitative methods were used in 21 projects, in 18 qualitative.
Master-level certification was awarded in 2016 (27 ECTS), highlighting
coherence, internationality and integration of theory.

Conclusion: Leadership skills are crucial for advancing PC across Europe.
Six years of learning from each other in Eastern and Western Europe
have been successful. Pioneers have been enabled to face social chal-
lenges. This unique program is excellently positioned in the education
and job market of European PC. An impact assessment is planned.
Fundraising activities aim to secure long-term sustainability and accredi-
tation as European Master with 60 ECTS is strived for.

FC21 Vulnerable Populations and Marginalised Groups

The Palliative and Long Term Care and Support Needs of People who
Were Formerly Street Homeless

Shulman C.%, Hudson B.F., Rice B.2, Cornes M.3

IMarie Curie Palliative Care Research Department, Pathway and UCL,
London, United Kingdom, 2BR-Research, London, United Kingdom,
3Social Care Workforce Unit, Kings College London, London, United
Kingdom

Background: Homelessness is associated with severe ill health, exclusion
and early death. Research suggests people living in homeless hostels
have poor access to palliative care. Little is known about challenges for
formerly street homeless people who now live in socially rented accom-
modation (Clearing House accommodation) and receive floating support
from tenancy sustainment teams (staff).

Aims: Explore

1)  circumstances surrounding deaths of a cohort of Clearing
House residents (clients),

2) insights of current clients and staff around support currently
received and

3)  what may be needed to improve health and wellbeing.

Methods: Analysis of Clearing House records, semistructured interviews
with key workers of 11 deceased clients and focus groups with clients
and staff. Qualitative data were analysed using thematic analysis.

Results: Average age of death was 56 years. Heavy substance and alco-
hol misuse was common. Clients (n=8) described how health and wellbe-
ing was severely impacted while living on the streets. Stigmatization and
negative help-seeking experiences made engagement with healthcare
services difficult. Loneliness was commonly described. Some felt these
were triggers for relapse. Staff (n=14) described working in isolation to
manage challenging and distressing cases, difficulties accessing medical
information, service inflexibility and lack of multiagency working.

Conclusions: People who access independent tenancies with support
through Clearing House have a lower average age of death than the gen-
eral population and face particular health issues. Continuous and relia-
ble multiagency support is needed to improve and maintain wellbeing in
this context. High caseloads and barriers to health and social care ser-
vices barriers impact on the support of people with high support needs.
Access to appropriate level of support and more flexible and sensitive

access to services, peer support and meaningful activities were sug-
gested to combat social isolation.

FC21 Vulnerable Populations and Marginalised Groups

Defining the Need for Palliative Care Amongst Prisoners in England
and Wales

Burtonwood J.22, Forbes K.2

1School of Medicine, Cardiff University, Cardiff, United Kingdom,
2Palliative Medicine, University Hospitals Bristol NHS Foundation Trust,
Bristol, United Kingdom

Background: In 2017, 184 prisoners died of natural causes in prisons in
England and Wales (henceforth ‘prisons’). This number has doubled over
the last decade and is expected to increase. There is thought to be a
significant unmet symptom burden amongst prisoners approaching the
end of life (EoL); this suggests a significant need for palliative care (PC)
within prisons. Confirming this need has been challenging, however, due
to a lack of relevant data collection in prisons. Key to providing effective
PC for this population is to first define the underlying demographics and
demand for care.

Aims: To define and assess the underlying need for PC in prisons.
Methods: In the UK, all deaths in custody are reported on by an
Ombudsman. These reports were used as a data source for descriptive
statistical analysis. Data including age, co-morbidity and cause of death
were analysed.

Results: The study analysed the reports of 88 deaths in prison in 2016.
Average age at death of prisoners was younger than that of the general
population (median 68 years). 69% of the population were multi-morbid
and 10% had a known terminal illness at sentencing. 61% of all deaths
were due to cancer. Respiratory pathology was the predominant cause
of death (43.1%) and co-morbidity (44.3%). This was significantly higher
than reported in non-incarcerated populations.

Conclusions: To our knowledge, this study is the first to provide an over-
view of the demographics of prisoners across England and Wales at the
end of life. The study was also a proof of concept of a novel method
which could be used for future research. The causes of illness identified
in the study population are known to be associated with significant
symptom burdens. Many prisoners were frail, and some terminally ill, at
the time of incarceration. Thus, the study supports the assertion that
demand for PC care in prisons is high.

Part-funded by a bursary from Health Education England

FC21 Vulnerable Populations and Marginalised Groups

Rapid Evidence Assessment of End of Life Care for People with
Alcohol and Drug Problems

Witham G.%, Galvani S.2, Peacock M.3

INursing, Manchester Metropolitan University, Manchester, United
Kingdom, 2Social Care, Manchester Metropolitan University,
Manchester, United Kingdom, 3Health and Social Care, Edge Hill
University, Omskirk, United Kingdom

Aim: The aim of this rapid evidence assessment, conducted August
2016- August 2017, was to explore the peer-reviewed evidence base in
relation to end-of-life care and problematic substance use.

Design: A Rapid Evidence Assessment (REA).

Methods: The following databases were searched using date parame-
ters of 1t January 2004-1st August 2016: Amed, Psycharticles, Ovid,
Ageinfo, Medline, Ebscohost, ASSIA, Social Care Online, Web of
Knowledge, Web of Science, SSCI, Samsha, NIAAA. Data were extracted
using a pre-defined protocol incorporating inclusion and exclusion crite-
ria. Given the dearth of evidence emerging on interventions and practice
responses, the inclusion criteria were broadened to include any peer-
reviewed literature focussing on substance use specifically and end of
life care.
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Results: There were 60 papers that met the inclusion criteria. Meta-
analysis was neither possible nor appropriate and therefore a systematic
mapping approach to the literature was adopted. Using a thematic anal-
ysis to categorise findings, papers fell into three broad groups

i) pain and symptom management,
ii)  homeless and marginalised groups, and
iii)  alcohol-related papers.

Conclusion: There was only a small and diverse literature that lacked
depth and quality. There are clear challenges for health and social care
professionals in meeting the end-of-life needs of this heterogeneous
population since people with substance problems often present with
multiple co-morbidities and complex health needs. Addressing issues
like safe prescribing for pain management becomes more challenging in
the presence of alcohol and illicit drug use and requires flexible service
provision from both drug and alcohol services and end of life care pro-
viders. More research is needed, particularly to identify models of good
practice in working with co-existing substance use and end of life condi-
tions as well as prevalence studies to provide a wider context for policy
and practice development.

FC21 Vulnerable Populations and Marginalised Groups

The Application of SDM Regarding People with Intellectual Disabilities
in the Palliative Phase: A Scoping Review

Noorlandt H.W.%, Korfage I.J.1, Echteld M.A.2, van der Heide A.?
1Department of Public Health, Erasmus MC, University Medical Center
Rotterdam, Rotterdam, Netherlands, 2Avans University of Applied
Sciences, Breda, Netherlands

Background: Shared decision making (SDM) is the process in which the
professional caregiver and patient (or the representative) jointly discuss
and decide which treatment policy will be followed. The importance of
shared decision making is increasingly being endorsed, also in palliative
care. Little is known about SDM in people with intellectual disabilities (ID).
Aims: To provide an overview of the application of SDM in people with
ID in the palliative care phase.

Methods: In this scoping review, we systematically searched in the
Embase, Medline and PsychINFO databases for studies that evaluated
the SDM process in people with ID in the palliative phase.

Results: Of 402 titles and abstracts 21 full studies were included. Some
papers fall under multiple categories. Twelve were empirical studies, 11
were opinion papers and 7 were legal reports. Ten papers focused on
medical decisions in general, 10 papers specifically on medical end-of-
life decisions (e.g. foregoing life-sustaining treatment) and 9 papers
emphasized end-of-life decisions without a specific medical context.
Even though many authors stressed the importance of involving patients
in the decision-making process, none of the papers described SDM in the
palliative care phase, and no best practices, guidelines or definitions
were shown for SDM in the palliative care phase. Papers show an
increasing focus on the involvement of people with ID themselves, or at
least their loved ones, in making difficult medical decisions around the
end of their lives.

Conclusion: This study shows that there is no univocal meaning about
what SDM regarding people with an ID should look like. General recom-
mendations indicate that we should involve people with an ID more in
the decision-making process by providing them an appropriate environ-
ment full of support. More knowledge about the preferences and values,
quality of life and life history of people with ID could improve the deci-
sion-making process.

FC21 Vulnerable Populations and Marginalised Groups
‘We Are Who We Are, Not What We’ve Done’: End of Life Care for
People with Alcohol/Other Drug Problems

Ashby J.1, Wright S.2, Galvani S.?

1Psychology, Manchester Metropolitan University, Manchester, United
Kingdom, 2Social Care and Social Work, Manchester Metropolitan
University, Manchester, United Kingdom

Aims: As part of an interdisciplinary, multi-method scoping study, this
qualitative research aimed to explore:

1. How substance use and hospice services support people with
alcohol/drug problems who are approaching the end of their
life.

2. The good practice and challenges that people with alcohol/
drug problems face in accessing support and their suggestions
about how care may be improved.

Design: Accessed through hospices, substance use services and peer com-
munities, eleven people with life-shortening conditions (who had used
substances problematically) participated in semi-structured interviews.
Analysis: Interview transcripts were subject to inductive thematic analy-
sis and detailed case studies were developed to contrast between inter-
viewees accessing hospice care and those not.

Results: Interviewees described experiencing multiple complex health
problems, including mental health and social care support needs. Yet
many were minimising contact with services or trying to manage how
healthcare professionals perceived them in order to avoid stigmatising
attitudes and discrimination. Fragmented healthcare delivery and poor
communication about their approaching end of life left them little scope
to come to terms with dying. The often unpredictable and rapidly dete-
riorating nature of their health conditions, combined with poor mobility
and memory problems, made it extremely challenging for many to
access the support they desperately needed - although good care from
hospices was commonly described.

Conclusion: Palliative care has much to teach substance use services
about explicitly addressing life-shortening conditions with service users.
Moreover, cross-fertilization of palliative and substance use approaches,
would allow behavioural cues (eg: substance use relapse, self-isolation
and deteriorating mental health) to receive greater attention and tailor
palliative care better to individual needs.

Funding: Big Lottery Fund (UK)

FC21 Vulnerable Populations and Marginalised Groups

Do Adult Persons with Chronic Psychiatric Conditions Receive Fair
Access to Specialist Palliative Care? Results from a Systematic Review
Martins Pereira S.2%3, Antunes B.%*¢, Azenha S.”, Herndndez-Marrero
Rl,2,3

lInstituto de Bioética, Universidade Catdlica Portuguesa, Porto,
Portugal, 2ZUNESCO Chair in Bioethics, Institute of Bioethics,
Universidade Catdlica Portuguesa, Porto, Portugal, 3CEGE, Centro

de Estudos em Gestdo e Economia, Porto Catdlica Business School,
Universidade Catdlica Portuguesa, Porto, Portugal, *Faculdade de
Medicina (FMUP), Universidade do Porto, Porto, Portugal, SCEISUC,
Centro de Estudos e Investigagdo em Saude, Universidade de Coimbra,
Coimbra, Portugal, ¢Cicely Saunders Institute, King’s College London,
London, United Kingdom, Hospital de Apoio de Braga, Braga, Portugal

Background: The linkages between palliative care (PC) and psychiatry
are widely described in the literature. Little is known on whether per-
sons with chronic psychiatric conditions have access to specialist PC.
Aims: To review the existing evidence about PC for persons with chronic
psychiatric conditions with respect to the access to specialist PC and its
specificities.

Methods: Systematic review, following PRISMA 2009. Data sources:
PubMed, Web of Science, PsycINFO, EBSCOhost, CINAHL, MEDLINE,
Nursing & Allied Health Collection: Comprehensive, Database of Abstracts
of Reviews of Effects, Cochrane Central Register of Controlled Trials,
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Cochrane Database of Systematic Reviews, Cochrane Methodology
Register, Library, Information Science & Technology Abstracts, MedicLatina,
Health Technology Assessments, NHS Economic Evaluation Database,
PsycARTICLES, Psychology and Behavioral Sciences Collection. Search
terms: ‘palliative care’ OR ‘end of life care’” AND ‘psychiatry’ OR ‘mental
illness” OR ‘mental health’ OR ‘mental disorder’ OR ‘chronically mentally
ill” OR ‘serious mental illness’ OR ‘psychiatric disorders’ OR ‘severe mental
Iliness’. Inclusion criteria: studies focusing on PC provision for adults with
chronic psychiatric conditions, in English, German, Spanish and
Portuguese. Articles independently reviewed by two researchers. Quality
appraisal was performed.

Results: 293 articles retrieved, 4 met inclusion criteria. Three articles
focused on professionals’ perspectives about palliative and end of life
care provision, suggesting the need for further education and collabora-
tion between psychiatry and PC. The other article revealed that patients
with psychiatric conditions were less likely to receive specialist PC when
compared to other patient groups.

Conclusions: This study shows the lack of research on the access and
provision of PC for persons with chronic psychiatric conditions. It empha-
sizes the ethical issue of justice in the access to PC at the end of life.

FC22 Audit and Quality Improvement

Half a Million Patient Registrations Later - Where Do We Stand and
What Are We Aiming for?

Lundstrém S.%22, Melin-Johansson C.3, Fransson G.%, Lundorff L.5,
Martinsson L.6

1Palliative Medicine, Stockholms Sjukhem Foundation, Stockholm,
Sweden, 20ncology-Pathology, Karolinska Institutet, Stockholm,
Sweden, 3Health Care Sciences/Palliative Research Centre, Ersta
Skondal Bracke University College, Stockholm, Sweden, #Palliative
Medicine, Kalmar County Hospital, Kalmar, Sweden, *Palliative
Medicine, Uddevalla Hospital, Uddevalla, Sweden, Radiation Sciences,
Umea University, Umea, Sweden

Background: The Swedish Register of Palliative Care (SRPC) is a
national quality register which through a web-based end-of-life ques-
tionnaire (ELQ) gathers data on quality of care for dying patients,
regardless of care setting, age or diagnosis. The ELQ, with 30 ques-
tions, is based on the principles of a good death proposed by the
British Geriatrics Society and is completed by healthcare staff after
the death of a patient. The SRPC started in 2005 and today collects
data from approximately two thirds of all deaths in Sweden; 90 % of
all cancer deaths are reported.

Aims: To give an update on the current status of the register, achieve-
ments so far and plans for the future.

Methods: Data collected in the ELQ is matched with the central popula-
tion register for validation purposes. Validity is also examined via visits to
a selection of units. Add-on questions to the ELQ on specific research
questions are now in use through separate modules. Aggregated results
are accessible online at the register’s website.

Results: Data from over 530 000 patients has been registered since 2005
and over 4000 units are reporting data each year. Quality indicators with
corresponding goals defined by the Swedish National Board of Health
and Welfare shows continuous national improvement. Systematic
improvement is now being organized by the government with support
from the SRPC. Since 2011, 24 scientific papers based on register data
have been published. The focus has mainly been on comparing quality of
care between different diagnoses and care settings.

Discussion: The SRPC forms the basis for measurement of quality of end-
of-life care in Sweden and the working method has proven to be both
feasible and valid. Management of more than 4000 reporting units and
decreasing financial support to national quality registers from the gov-
ernment are challenges met. Data collection from electronic medical
records, bypassing the ELQ, and further use of add-on modules are
opportunities in the near future.

FC22 Audit and Quality Improvement

“Did a Member of the Healthcare Team Talk to You about what to
Expect when Your Relative was Dying?” - “No.” Quality of Care for
Cancer Patients Dying in Hospitals: First Results from the Interna-
tional CODE (Care of the Dying Evaluation) Survey

Gerlach C.%, Mayland C.?3, Hufthammer K.O.4, Tripodoro V.>¢, Goldraij
G.7, Leppert W.5%, Wolszczak K.1% Garcia Yanneo E.*1, Nalin Passarini
J.12, Bredda Saad 1.2, Tuen Hansen M.1.13, Faksvdg Haugen D.1314,
ERANet-LAC CODE Consortium (www.icode7.org)

lnterdisciplinary Palliative Care Unit, University Medical Center of
the Johannes Gutenberg University, Mainz, Germany, 2Department of
Oncology and Metabolism, University of Sheffield, Sheffield, United
Kingdom, 3Palliative Care Institute, University of Liverpool, Liverpool,
United Kingdom, “Centre for Clinical Research, Haukeland University
Hospital, Bergen, Norway, °Institute of Medical Research, A. Lanari
University, Buenos Aires, Argentina, ®Instituto Pallium Latinoamérica
(NGO), Buenos Aires, Argentina, Hospital Privado Universitario

de Cérdoba, Cordoba, Argentina, 8University of Medical Sciences,
Poznan, Poland, °Department of Quality of Life Research, Medical
University of Gdansk, Gdansk, Poland, 1°Sue Ryder House, Pallmed,
Bydgoszcz, Poland, *Palliative Care Unit, Mutualista Asociacion Hospital
Evangélico, Montevideo, Uruguay, 12Sumaré State Hospital, Campinas,
Brazil, 3University of Bergen, Bergen, Norway, *Regional Centre of
Excellence for Palliative Care, Haukeland University Hospital, Bergen,
Norway

Background: Quality of care for dying cancer patients has global rele-
vance. Although many cancer patients wish to die at home, a substantial
group will need hospital care in their final days. The aims of the ERANet-
LAC CODE project (2017-2020) were to conduct an international post-
bereavement survey of hospital cancer deaths and subsequently use the
results for direct quality improvement work.

Aims: To assess quality of care, as perceived by bereaved relatives, for
adult cancer patients dying an ‘expected’ death in hospitals across seven
countries.

Methods: Post-bereavement survey (August 2017-September 2018) by
post (Germany, Norway, UK) or interview (Poland, Argentina, Brazil,
Uruguay) using the international version of the CODE questionnaire
(i-CODE). Analysis of responses according to the i-CODE user guide.
Results from near complete dataset.

Results: 1485 eligible deaths identified; 866 relatives responded, minimum
100 per country. Response rates 33-95%, depending on recruitment strat-
egy. 57% of the deceased were male; 67% of the respondents female. 49%
died on a medical or surgical ward, 25% on a palliative care unit. Respondent
cases did not differ from non-respondents with respect to patients’ gender,
age, type of cancer, and type of ward. Overall score for the primary outcome
respectful and dignified care of the dying was 3.7 (SD = 0.8, 95% Cl 3.6-3.8,
0="never”, 4="always”), and adequate support for the family 89% (95% Cl
87-91%; variation between countries 82-97%). 87% (variation 79-96%) were
informed about impending death, but 36% (variation 11-52%) lacked infor-
mation about the dying process. Several other areas for improvement were
identified in individual countries.

Conclusion / Discussion: The overall quality of care and support was
rated well by most participants. The perceived poor communication
about what to expect in the dying phase is a complex discovery and will
be further explored. Areas needing improvement will be targeted in the
last project year.

FC22 Audit and Quality Improvement

Healthcare Professionals’ Views on Implementation of Advance Care
Planning for Patients with Advanced Pulmonary Disease - A Pilot
Study

Hjorth N.E.%2, Schaufel M.A.3#, Sigurdardottir K.R.*>, Haugen D.F.%*
Palliative Care Team, Centre for Pain Management and Palliative
Care, Haukeland University Hospital, Bergen, Norway, 2Department
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of Clinical Medicine K1, University of Bergen, Bergen, Norway,
3Department of Thoracic Medicine, Haukeland University Hospital,
Bergen, Norway, “Regional Centre of Excellence for Palliative Care,
Western Norway, Haukeland University Hospital, Bergen, Norway,
5Sunniva Centre for Palliative Care, Haraldsplass Deaconess Hospital,
Bergen, Norway

Background and aim: Advance care planning (ACP) is a communica-
tion process about preferences for end-of-life care. ACP is not rou-
tinely used in any hospital in Norway. During the period 2014-2017,
we conducted a pilot introducing ACP on a thoracic medicine ward in
a Norwegian teaching hospital. The attending physician or a study
nurse performed ACP conversations with 51 patients suffering from
life threatening pulmonary disease, and documented a summary in
the patient’s medical record.

The aim of this study was to explore healthcare professionals’ experi-
ences and opinions about ACP, based on this pilot.

Methods: The first and second author observed and took field notes.
Two focus groups were conducted, with a purposeful sample of 1 physi-
cian and 7 nurses; age 25-58 years, all Norwegians, 7 females. Additional
comments were purposely collected by e-mail from 4 male physicians.
Analysis was by systematic text condensation.

Results: Healthcare professionals reported inclusion barriers, fearing
they would deprive patients of hope. Suboptimal information and
understanding about the project led to disagreements between the
study nurse and healthcare professionals about referrals. Reading the
ACP summaries, they found new and valuable information that some-
times was passed on to the primary care services to influence care deci-
sions. ACP was by some suggested as an optional part of discharge
planning, still respecting the patient’s limits for open communication
and wish for confidentiality. Several participants saw ACP as a means to
improve communication with patients and relatives, and they called for
time and skills to integrate ACP into their daily clinical practice.
Conclusion: Healthcare professionals called for training, feasible rou-
tines, as well as allocated time for sustainable implementation of ACP.
The training should include skills to identify patients in need of ACP and
to recognize turning points in the disease trajectory as triggers for these
conversations.

FC22 Audit and Quality Improvement

Global Population Level Cancer Palliative Care Indicators Currently in
Use: A Mixed Method Scoping Review to Inform Quality Measure-
ment from Population Data in Australia

Phillips J.%, Virdun C.%, Luckett T.X, Heneka N., Currow D.%, Agar M.%23
Ymproving Palliative, Aged and Chronic Care through Clinical Research
and Translation (IMPACCT), University of Technology Sydney, Ultimo,
Australia, 2Liverpool Hospital, Liverpool, Australia, 3University of NSW,
South West Sydney Clinical School, Sydney, Australia

Background: In order to improve palliative care for people with cancer,
and their families/carers, we need to measure practice in a feasible and
sustainable way.

Aims: To identify global cancer-palliative care indicators that could
measure the effectiveness of cancer-palliative care provision in Australia
using population level data.

Methods: A review of existing cancer-palliative care policy frameworks
and/or indicators for countries ranked as leaders in cancer and palliative
care provision (n=24). Our methodology included: a systematic review of
policy frameworks and/or indicators; semi-structured interviews with
cancer palliative care stakeholders; and a modified Delphi consensus
process to identify the most relevant and feasible indicators for measur-
ing cancer-palliative care quality at population level in Australia.
Indicators were reviewed against pre-defined inclusion criteria, themed,
classified in line with the Donabedian model, and analysed within the
context of Australian policy and data sources.

Results: 321 indicators were identified, of which 64 met criteria for final
analysis. The Delphi process selected four indicators:

1. proportion of patients with painful bone metastases receiving
single versus multiple fraction, external beam radiotherapy
dose with palliative treatment intent;

2. proportion of patients who died from advanced cancer admit-
ted to the intensive care unit in the last 30 days of life;

3. proportion of patients receiving cytotoxic therapy within 2
weeks of death;

4.  proportion of last 6 months of life spent at home/community
setting.

Conclusion: Globally, numerous approaches have been taken to measur-
ing the quality of cancer-palliative care at the population-level. A combi-
nation of indicators may be optimal, that incorporate both service and
consumer perspectives, and adhere to a principle of most benefit to
most people most of the time, accepting that no indicator will have per-
fect sensitivity and specificity.

FC22 Audit and Quality Improvement
Improving Efficiency and Responsiveness in a Community Palliative
Care Service: A Quality Improvement Project

Coop H., Magee C.
Coventry and Warwickshire Partnership Trust, Coventry, United Kingdom

Background: Within our community palliative care team in the UK we have
seen increasing numbers of patient referrals, with a perceived increase in
levels of complexity. The current triage system was leaving patients deemed
to be non-urgent waiting a long time before their first contact.

Aim: To improve the efficiency and responsiveness of a community pal-
liative care service within the constraints of existing resources.
Methods: A baseline review of all Clinical Nurse Specialist (CNS) referrals
was conducted in December 2017. Using Plan, Do, Study, Act (PDSA)
methodology a telephone triage tool, CNS triage rota and telephone tri-
age caseload was instituted. Within this new system the CNS’s contacted
patients directly to determine the appropriateness and urgency of the
referral. The impact of these interventions was reviewed in March 2018.
Results: Changes implemented improved efficiency of the triage pro-
cess. Previously the triage process had taken up to 9 days with up to 5
contacts, mainly with community nurses. After implementation 84% of
triage was performed in one contact, with patients and relatives con-
tacted in 62% of cases. After triage only 47% patients referred needed a
face to face assessment. For non-urgent patients requiring face to face
assessment the waiting time was halved from up to 20 working days to
less than 10. There was no impact on urgent referrals who continued to
be seen within 2 working days. The triage process ensured the most
appropriate multidisciplinary team member reviewed the patient.
Conclusions: This quality improvement project has enabled the commu-
nity palliative care team to be more responsive to patients referred into
the service. The triage process has been streamlined with the majority of
assessments now made in one contact. The CNS team were involved
throughout, acknowledging change was needed and embracing it, which
led to the success of the project.

FC22 Audit and Quality Improvement

Medical End-of-Life Advanced Directives Knowledge in a Tertiary
Hospital

Barros N.%, Furini A.F.2, Rocha T3, Freitas T.3, Couto E.% Campos L.
1Servigo de Dor e Cuidados Paliativos, Hospital Nossa Senhora da
Conceicdo, Porto Alegre, Brazil, 2Servico de Emergéncia, Hospital
Nossa Senhora da Conceigdo, Porto Alegre, Brazil, 3Unidade de Pronto
Atendimento, Hospital Nossa Senhora da Conceigdo, Porto Alegre,
Brazil, *Hospital Centenario, Sdo Leopoldo, Brazil
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Background: Previous studies have shown that knowledge on end-of-life
advanced directives is low among health care professionals.

Objective: To quantify the knowledge of the end-of-life advanced direc-
tives among health care professionals of a public tertiary hospital.
Method: Application of questionnaires regarding the knowledge of the
directives (8 questions) and 4 questions about end-of-life concepts.
Results: Participants: 233, age 37.28 = 8, 34 years old: 68 physicians
(29.2%), 53 nurses (22.3%), 98 nursing technicians (42.1%), 15 other pro-
fessionals (6.4%). Two hundred and three participants (87, 1%) scored 5 or
more questions about directives. There was a statistically significant differ-
ence between the percentage of correct physicians (68, 100%) and nursing
technicians (75, 74.5%) answers. (Pearson’s chi-square> 0.001). One hun-
dred and seventy-eight (76.4%) individuals stated that they understood
the definitions of “comfort measures” and “no ressusitation order”,
among them only 27 (15.2%) answered at least 3 questions correctly.
Conclusion: The discrepancy between the knowledge of the end of life
advanced directives and the understanding of the usual terms in end-of-
life care alerts to the difficulty of implementing the directives. Strategies
aimed at improving communication between teams are necessary to
address the desires and values of patients.

FC23 Policy and Health Economics

Transformation of Palliative Care and End of Life Care through a
Whole System Approach: System not Silos

Grimes C.

Public Health Agency, Nursing and Allied Health Professions, Belfast,
United Kingdom Presenting author email address: corrina.grimes@
hscni.net

Background: A health system consists of all organisations, people and
actions whose primary intent is to promote, restore or maintain health.
Historically palliative and end of life policy implementation to practice
has been in silos, silos of conditions, professions and sectors. The WHO
health system framework outlines system building blocks which are
needed to improve outcomes.

Aim: To develop a whole system palliative care approach, from policy to
practice, for a population of circa 1.8 million, within an integrated health
and social care system.

Methods: January-March 2016; review of related policy and strategic doc-
uments. Public, user and clinical engagement exercises. March - October
2016; development and implementation of programme mandate and
whole system work plan. October 2016 - June 2018; implementation of
work plan. June 2018 - March 2020; development of phase 3 work plan
and impact evaluation.

Results: A whole system approach to palliative care has been achieved,
with membership from all sectors across the system, with clinical leader-
ship, and co- production with service users/ carers. The members work
together to deliver a shared vision; that all people who could benefit
from a palliative care approach, regardless of their condition are identi-
fied, allocated a key worker, have the opportunity to discuss and record
their advance care planning decisions, and be supported with appropri-
ate generalist and specialist palliative care services. In June 2018 the
programme secured circa £700K for 2018/19 and potentially a signifi-
cantly higher allocation for 2019/20.

Conclusion: A whole system approach has increased policy influence,
enabled the delivery of the shared vision, improved partnership working
and service re-design with the ultimate goal of improving the quality of
life for those with palliative and end of life care needs and those impor-
tant to them.

FC23 Policy and Health Economics

Decreased Hospitalizations due to Proactive Palliative Care in
Long-term Care Facilities: A Cost-effectiveness Analysis alongside a
Cluster Randomized Trial (PACE)

Wichmann A.B.%, Adang E.M.M., Vissers K.C.P., Szczerbiriska K.2,
Kyldnen M.3, Payne S.4, Gambassi G.°, Onwuteaka-Philipsen B.D.6, Smets
T.7, Van den Block L.”, Deliens L.7, Vernooij-Dassen M.J.F.J.%, Engels Y.%,
PACE

1Radboudumc, Nijmegen, Netherlands, 2Jagiellonian University Medical
College, Krakdw, Poland, 3National Institute for Health and Welfare,
Helsinki, Finland, “Lancaster University, Lancaster, United Kingdom,
SUniversita Cattolica del Sacro Cuore, Rome, Italy, ®VUmc, Amsterdam,
Netherlands, 7Vrije Universiteit Brussel & Ghent University, Brussels,
Belgium

Background: In the EU, numbers of residents in long-term care facilities
(LTCFs) in need of palliative care are growing. This will significantly
increase percentages of budgets spent on palliative care. However,
robust evidence on the cost-effectiveness of palliative care interventions
in this setting is lacking.

Aim: Assessing the cost-effectiveness of the ‘PACE Steps to Success’
intervention, aiming at integrating general palliative care into day-to-day
routines in LTCFs by means of a train-the-trainer approach, in LTCFs
throughout seven EU countries (BE, Fl, IT, NL, PL, EN, SW).

Methods: A cluster RCT was conducted in 78 LTCFs within the PACE pro-
ject. LTCFs retrospectively reported deaths of residents. For each case, a
questionnaire about the last month of life was filled in by a staff member
most involved. Direct medical costs (related to hospital admission,
health care professional visits and medical treatments), QALYs based on
the EQ5D-5L and costs per quality increase as measured with the QOD-
LTC and CAD-EOLD were outcome measures. Intervention related costs
were calculated. Differences in both costs and effects were analyzed
using a mixed model approach.

Results: Data on 1593 residents from 73 LTCFs were collected. Significant
cost-savings were achieved in the intervention group (€983,28, p-value
0.020), which mainly resulted from decreased hospitalization related
costs (€919,51, p-value 0.018). Also, an increase on the QOD-LTC was
found (3.40, p-value 0.00). Since no significant differences were found
on EQ5D-5L and CAD-EOLD outcomes, QALYs were not calculated and
cost-minimization was pursued.

Conclusion: The ‘PACE Steps to Success intervention’ showed to be cost-
effective. Significant cost savings and improved quality of EoL were real-
ized. In line with earlier findings, we conclude that investing in palliative
care training in LTCFs can increase quality of EoL and reduce medical
costs in the last month of life, mainly due to decreased hospitalizations.

FC23 Policy and Health Economics

Improving Access to Palliative Care Medicines in South Africa
Sithole Z.1, Gray A.?

1Adcocacy, Hospice Palliative Care Association of South Africa,

Cape Town, South Africa, 2Division of Pharmacology, Disciple of
Pharmaceutical Sciences, University of KwaZulu-Natal, Durban, South
Africa, Durban, South Africa

Aims: South Africa’s National Policy Framework and Strategy on Palliative
Care 2017 - 2022 was developed by a Steering Committee supported by
Task Teams (TTs). The Drug Availability TT was tasked to recommend pal-
liative care medicines for inclusion on the Essential Medicines List,
develop a national morphine monitoring system and recommend regula-
tions to allow nurses to prescribe, dispense and administer necessary
analgesics.

Approach:A TT member who served on the Essential Medicines List
Committee tabled a position paper which called for “a carefully consid-
ered approach to the level of evidence required for listing medicines for
palliative care, taking into account the specific exigencies of palliative
care, the degree to which off-label use has to be resorted to in this field,
and the existing evidence base”. The design of the proposed morphine
monitoring system was based on data obtained from the KwaZulu-Natal
Provincial Medicines Procurement Unit, combined with denominator
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data obtained from the District Health Information System. A draft set of
regulations was proposed to the South African Nursing Council (SANCA).
Results: Separate chapters on palliative care and pain have been
included in the Paediatric Hospital and Primary Health Care Standard
Treatment Guidelines published in 2017 and 2018, and will be included
in the next Adult Hospital edition. The proposed morphine monitoring
system is being implemented at the national level, using data from the
RSA Pharma database.The indicator will be proposed for inclusion in the
National Indicator Dataset. The SANC has progressed the draft regula-
tions and they are about to be submitted to the Minister of Health.
Lessons learned: Ensuring that a new policy document is not developed
in isolation, but is clearly linked with and co-ordinated with existing
structures and processes is critical to its success. The development of a
simple, yet sensitive indicator of access will allow for regular monitoring
of implementation.

FC23 Policy and Health Economics

Widening of the Palliative Care Access Abyss: Projections of Serious
Health-related Suffering up to 2030 by Age Groups and World Regions
Sleeman K.E., De Brito M., Etkind S.N., Nkhoma K., Guo P, Higginson I.J.,
Gomes B., Harding R.

Cicely Saunders Institute of Palliative Care, Polity and Rehabilitation,
King’s College London, London, United Kingdom

Background: The global unmet need for palliative care has been
described as an “access abyss”. Worldwide, ageing populations and a
rise in non-communicable diseases will increase pressure on struggling
health systems. Understanding the impact of these changes on the need
for palliative care is an ethical and economic imperative. Our aim was to
project the global and regional burden of serious health-related suffer-
ing up to 2030, to inform policies that strengthen health systems.
Methods: The burden of serious health-related suffering was estimated
using WHO mortality projections for 2015 and 2030, incorporating esti-
mates of physical and psychological symptom prevalence in 20 condi-
tions, carrying forward methods developed by the Lancet Commission
on Palliative Care and Pain Relief (2018).

Findings: The global burden of serious health-related suffering is pro-
jected to increase in both absolute and relative terms. By 2030 there will
be an estimated 33 million people dying each year with serious health-
related suffering. This is a 27% increase compared to 2015, mainly driven
by rises in expected deaths from malignant neoplasms (45% increase),
respiratory disease (42% increase) and stroke (28% increase). Globally, this
burden is projected to fall among the youngest age groups (18% decrease
in 0-4 years old), and to increase most rapidly in people aged over 70 (50%
increase). Low-income regions will experience the largest proportional
increase in serious health-related suffering (35% increase) compared to
30% in low-middle, 24% in upper-middle, and 21% in high-income regions.
Interpretation: By 2030, the burden of serious health-related suffering
will grow by 50% among the oldest old, and by more than a third in low-
income regions, populations which have least access to palliative care.
Moving towards Universal Health Coverage as one of the Sustainable
Development Goals requires immediate action by governments to inte-
grate palliative care into health systems.

FC23 Policy and Health Economics

Research Funding for End of Life Care Past and Present - Are We
Doing Enough?

Crumpler C.., Best S.1, Mutabbir A.2, Davies L.3, Thakrar S.1

1Research Management, Marie Curie, London, United Kingdom,
2National Cancer Research Insitute, London, United Kingdom,
3International Cancer Research Partnership, London, United Kingdom

Background: The National Cancer Research Institute (NCRI) maintains a
record of funded research grants, the Cancer Research Database (CaRD)

that includes grant data from the 19 largest cancer research funders in
the UK. The International Cancer Research Partnership (ICRP) is an alli-
ance of cancer research organisations from 7 countries. The ICRP main-
tains the only public source worldwide of cancer research grants,
totalling over $50 billion in cancer research since 2000. It has previously
been reported that in 2012, only 0.24% was allocated to cancer-related
end of life care (EoLC) research in the UK [Sleeman, Gomez and
Higginson, 2012].

Aim: To understand whether investment levels in cancer-related EoLC
research have changed since 2012.

Methods: NCRI and ICRP code grant data according to the Common
Scientific Outline (CSO). An analysis of the NCRI CaRD was undertaken to
identify awards which had a CSO code 6.6 (End of life care) as well as an
analysis of the dataset of the ICRP which represents about 60% of inter-
national cancer research funding [Davies L, personal communication].
Results: Between 2002-2017 NCRI partners spent £7.4 billion on cancer
research, but only 0.18% (between 0.09% and 0.32% annually) of this
total was spent on EoLC. The percentage that Marie Curie contributed to
EoLC research funding has increased from 7% in 2002/03, to 55% in
2016/17. Most of Marie Curie’s EoLC research spend (87%) is not cancer
site specific. The ICRP analysis showed that between 2005-2015 the USA
was the top funder internationally, ahead of Canada and the UK. Marie
Curie was the second largest funder internationally in 2015.
Conclusion: Analysis of the NCRI CaRD has demonstrated that despite
there being an increase in EoLC cancer research spend, investment
remains low and EoLC research is still underfunded. Analysis of the ICRP
database highlights the importance of Marie Curie’s charitable contribu-
tion to EoLC research funding internationally.

FC24 Service Development and Organisation of Palliative Care
Integrated Oncology and Palliative Care: Analysis of a New “Triggers”
Service for Lung Cancer Patients

Droney J.1, Nevin J.%, Kano Y.%, Kamal L.%, Wiseman T.2, Popat S.%, Perkins
M.2, Oloko R.2, Mohammed K.2, Kennett A.1, Wood J.2, Stevens A.-M.*
1Symptom Control and Palliative Care, Royal Marsden Hospital, London,
United Kingdom, 2Royal Marsden Hospital, London, United Kingdom

Background: Global leading cancer organisations recommend that palli-
ative care should be available to all patients, regardless of stage of
disease.

We established a novel Integrated Palliative Care service (“Triggers”
Service) for lung cancer outpatients. New patients are screened by
oncologists using a brief palliative care referral “Triggers” tool to identify
patients who should be undergo full assessment. Assessment of pallia-
tive care need is completed using validated tools (IPOS Integrated
Palliative Outcome Scale, Performance status).

Aims: Evaluation of the feasibility and effectiveness of the “Triggers” ser-
vice using data collected from the initial 12 months of the service.
Methods: Prospective observational service evaluation, using descrip-
tive statistical analyses. Approved by the local Committee for Clinical
Research.

Results: 496 eligible patients were identified, of which 433 (87%) were
reviewed through the “Triggers” service within 8 weeks of initial oncol-
ogy outpatient clinic consultation.

62% (272) of patients were positive for at least one Palliative Care referral
“Trigger” tool item. IPOS and performance status data were available for
269 of these. 79% (212/269) patients had at least 1 “severe” or “over-
whelming” palliative care need. 76% (205/269) patients were perfor-
mance status 0-1.

At time of analysis, 120 patients had died. The median (range) time
between earliest palliative care review and death/censor date was 197
days (3-485 days), compared to 79 (10-1315) days at baseline before
establishment of “Triggers” service.

As a result of this service, the number of new patients reviewed annually
by the hospital Palliative Care team increased by 30%.
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Conclusion/ discussion: The “Triggers service appears feasible and
effective in establishing early palliative care for patients with lung can-
cer. Further evaluation and economic modelling is required to facilitate
roll out to other tumour groups and services.

FC24 Service Development and Organisation of Palliative Care
Complexity of Patients with Palliative Care Needs in a Department of
Internal Medicine, Emergency ant ICU of a Private Hospital

Carneiro R.%, Simées C.22, Carneiro A.3

IPalliative Care Team, Hospital da Luz Arrabida, Vila Nova de Gaia,
Portugal, 2Escola Superior de Saude de Santa Maria, Porto, Portugal,
3Hospital da Luz Arrabida, Vila Nova de Gaia, Portugal

Background: The integrated palliative care model can be an excellent
solution so that even small hospitals can have the right resources to
meet complex palliative needs.

Aims: To identify patients with complex palliative care needs in an
Internal Medicine Department (IMD) of a private portuguese hospital and
to analyse the integrated intervention of the IMD palliative care team.
Methods: Analytical cross sectional syudy conducted in the IMD
(Inpatient, ICU and emergency) of a private Portuguese hospital between
January and June of 2018. Sample: 400 patients; Average age 76 (35-
101). A data collection tool was used: Goldstandard Framework (GSF),
Prognostic Indicator Guidance (2"d edition) and Diagnostic Instrument of
Complexity in Palliative Care (ICD-Pal)

Results: 40% of the patients were in an end-of-life scenario, according to
GSF. More than one third of the patients had complex or highly complex
needs. Nearly three thirds of all complex or highly complex patients were in
an end of life scenario when the GSF was applied. More than two thirds of
patients with highly complex palliative care needs were supported by the
Palliative Care Team (Equipa de Acompanhamento, Suporte e Paliagdo).
Conclusion: The results show that half of the patients admitted to the
Internal Medicine Department (inpatient clinic, ICU and internal consul-
tation) had, at the time of data collection, a limited prognosis according
to the GSF. Most of these patients had complex or highly complex pallia-
tive care needs. Patients with palliative care needs can be easily identi-
fied and specific resources must be available to answer to the complexity
of patient and family situation. Palliative care teams must adapt their
structure in order to meet the dynamics of the institutions and the
patients they are following up.

FC24 Service Development and Organisation of Palliative Care
Recognising Palliative Care Needs in a General Medical Unit: A
Nurse-led Initiative?

Whelan T.%, Marco D.?3, Bryan T.., Weil J.134

1Palliative Care Consultative Service, St Vincent’s Hospital, Melbourne,
Australia, 2Centre for Palliative Care, St Vincent’s Hospital Melbourne,
Melbourne, Australia, 3Department of Medicine, University of
Melbourne, Melbourne, Australia, “Centre for Palliative Care, St
Vincent’s Hospital, Melbourne, Australia

Aims: Hospital-based palliative care consult services (PCCS) generally
receive high referral rates from medical units. Many of these patients,
however, are referred too late to benefit from symptom management
and psychosocial support that palliative care can provide when inte-
grated with appropriate treatment for their underlying illness. Instead
patients are often in their final admission, or indeed days of life, limiting
the benefit of palliative care interventions.

The Supportive and Palliative Care Indicators Tool (SPICT) is a validated
screening tool that can be used in routine care to identify patients with
as yet unmet palliative care needs, and who may be at risk of dying.
This project aims to test the feasibility and utility of nurse-led implemen-
tation of the SPICT tool to identifying patients who may benefit from
palliative care assessment.

Methods: A point prevalence audit was conducted on two medical
wards at a large public Melbourne metropolitan hospital. The SPICT tool
was used by a nurse practitioner to gather information from paper based
hospital records and from the hospital patient administration system.
Only patients under the care of general medical teams were audited in
this ‘snapshot’.

Results: In this sample, all patients had at least one advanced disease
documented. 40 of 43 (93%) of patients were identified as being SPICT
positive (ie having at least 2 indicators of general deterioration). 90% of
the SPICT positive patients had three or more indicators of deterioration,
and 75% had poor or deteriorating function explicitly documented by
clinicians. However, less than 10% of SPICT positive patients had an
active PCCS referral in place.

Conclusions: This point prevalence study demonstrates the feasibility of
a nurse-led SPICT tool initiative, and demonstrates the high degree of
unmet palliative care needs of the general medical inpatient population.

FC24 Service Development and Organisation of Palliative Care
Palliative Care in the Finnish Hospitals in the Home

PGyhid R.%2, Ohvanainen A.3, Niemi-murola L.*

IKauniala Hospital, Kauniainen, Finland, 20ncology/Palliative Medicine,
University of Turku, Turku, Finland, 3Home Based Care, Doctagon,
Helsinki, Finland, “Anaesthesia and Intensive Care, University of
Helsinki, Helsinki, Finland

Background: Although advanced home care is available in many western
countries, detailed information of hospitals-in-the-home (HIH), hospital-
like care at home, is lacking.

Aims: This study was performed to find out how the hospitals in the
home (HIH) function particularly in the end-of-life (EOL) care in Finland.
Methods: 56 HIHs where identified using an internet search and a list list of
participants of annual meeting of Finnish HIH staff. Two web-based question-
naires were emailed to the nurses-in-charge of the hospitals. One question-
naire asked information about the structure and the other one about EOL
care. The performance during 2015 was analyzed. The sizes of the catchment
areas for the HIHs were checked in the National Statistics of Finland.
Results: 34 (61 %) hospitals answered to the first questionnaire and 18
(21 %) to the second one. 20,6% of the hospitals had been opened in the
1990’s, 35,3 % in 2000’s and 44,1 % in the 2010’s. 62 % of HIHs func-
tioned as a part of municipal hospital or home care. A median popula-
tion of the catchment area for one HIH was 40 970 (6988-635181). A
typical staff included nurses, physicians, clerks and physiotherapists.
Only few HIHs had volunteers. 544 (31-5614) patients were seen in aver-
ageinaHIH during 2015; 24,9% of these for palliative/EOL care. Palliative
care was based on nursing. Physicians met 44,1% of patients in EOL care.
Syringe drivers were used in 94%, ascites or pleural fluid drainage were
performed in 94 % or 33 %, resp, and spinal analgesia managed in 56%
of units. 66,7% of HIHs had a dedicated hospital ward if in-ward care was
needed. Median number of deaths at home was 12 (0-316) in 2015.
ESAS was used only in 32,4 %.

Discussion: An increasing number of HIHs has been established in
Finland as part of the public health care. The daily care is based on nurs-
ing. Many invasive palliative procedures are safely done at home. More
effort is needed for quality control. HIHs suffer from lack of personnel.

FC24 Service Development and Organisation of Palliative Care

The Birth of a Discipline: Development of Academic Professionalisa-
tion in German Palliative Medicine from a Linguistic Viewpoint
Peters J.1, Dykes N.M.2, Heckel M.3, Ostgathe C.3, Habermann M.*
1German Linguistics, Friedrich-Alexander-Universitat Erlangen-
Nirnberg, Erlangen, Germany, 2Computational Corpus Linguistics,
Friedrich-Alexander-Universitat Erlangen-Nirnberg, Erlangen,
Germany, 3Department of Palliative Care, Universitatsklinikum
Erlangen, Erlangen, Germany
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Background: Modern palliative medicine as a discipline has - compared
to other fields in medicine - relatively recently developed an independ-
ent academic paradigm with specific guiding concepts, goals and values.
Academic publications allow to trace the historical development of the
discipline and the emergence of palliative vocabulary.

Aims: The study aims to illustrate the emergence of institutionalised pal-
liative care in the last 20 years on the basis of a large data sample of
scientific texts.

Methods: A corpus of articles from the leading German medical journal
Deutsches Arzteblatt between 1973 and 2018 (c. 400.000 words) was
analysed with qualitative linguistic analysis. The dataset allows the
exploration of attitudes towards palliative medicine from the perspec-
tive of general medicine. A second corpus from the German journal
Zeitschrift fir Palliativmedizin (2000-2017, c. 4.5 million words) was
used to determine keywords in modern-day palliative care during three
different time periods.

Results: The analysis of 1492 articles from DA showed that palliative
medicine was increasingly mentioned since the mid-1990s. Certain term
pairs like palliative-curative develop a specific function referring to pal-
liative settings and become established as fixed idioms. The word pallia-
tive is enriched with positive concepts like relief, autonomy, dignity,
support, inclusion or spirituality. The ‘creation’ of the discipline is accom-
plished through the display of independent medical professionality and
a strong identity as specialists for terminal ilinesses. Compared to other
disciplines, the vocabulary of palliative medicine turned out to be par-
ticularly patient-oriented and holistic, improving the quality of life of
patients and their families facing the problems associated with life-
threatening illness.

Conclusions: The analysis of large amounts of academic texts allows an
empirical observation of the development of palliative medicine based
on its central concepts.

FC25 Supporting Family and Caregivers

Nursing Interventions to Support Family Caregivers in Palliative Home
Care: A Systematic Review

Becqué Y., Rietjens J.2, van Driel A.G.%, van der Heide A.2, Witkamp E.%
1Research Centre Innovations in Care, Rotterdam University of

Applied Sciences, Rotterdam, Netherlands, 2Department of Public
Health, Erasmus University Medical Center Rotterdam, Rotterdam,
Netherlands

Background: Family caregivers are crucial in end of life care. However,
family caregiving may involve a significant burden with negative health
consequences such as distress and anxiety. Nurses are in a unique posi-
tion to support family caregivers at home. Little is known about which
components of nursing interventions in this context are effective. We
performed a literature review to provide an overview of available sup-
portive nursing interventions for family caregivers in palliative home
care.

Methods: A systematic literature review was conducted in the electronic
databases: Embase, Medline Ovid, Web of Science, Cochrane Central
and Google Scholar. We included quantitative studies that report about
nursing interventions to support family caregivers in palliative home
care. We extracted data on intervention components and family caregiv-
ers’ outcomes. Methodological quality was assessed with the Cochrane
Risk of Bias Tool.

Results: Out of 1004 titles and abstracts, eight articles were included,
reporting about seven studies and seven interventions. Three studies
concerned randomized controlled trials, one a non-randomized trial and
three a single group prospective study. The interventions studied incor-
porated one or more components (needs-assessment, psychoeducation,
practical support and peer support). Psychoeducation was the most
common component. Nursing interventions positively affected the pre-
paredness, competence, rewards and burden of the family caregivers.
Multicomponent interventions seemed to be most effective, with needs-
assessment and psychoeducation as potentially effective components.

Conclusion: Few interventions to support family caregivers in palliative
home care for nursing practice have been published. The interventions
that were found positively affected family caregivers’ outcomes. This
review shows that nurses can play an important role in supporting family
caregivers in end of life care.

FC25 Supporting Family and Caregivers

Caring for Carers in the UK: Findings from the Hospice UK Organisa-
tional Survey of Carer Assessment and Support (HUK-OSCAS)
Higgerson J.2, Ewing G.2, Rowland C.3, Grande G.3

INursing, Midwifery & Social Work, University of Manchester,
Manchester, United Kingdom, 2Centre for Family Research, University
of Cambridge, Cambridge, United Kingdom, 3Nursing, Midwifery and
Social Work, University of Manchester, Manchester, United Kingdom

Background: In the UK, end-of-life care services are increasingly deliv-
ered to patients in the home setting. Accordingly, the role of unpaid,
informal carers becomes more pivotal, as does the need to ensure carers
are appropriately supported. Previous work by the authors established
10 recommendations for key factors required to implement comprehen-
sive, person-centred carer assessment and support within palliative care
services.

Aims: To identify the current provision of assessment and support ser-
vices for carers of patients receiving end-of-life care through hospice
organisations in the UK, in relation to the 10 recommendations.
Methods: All hospices providing adult services within the membership
of Hospice UK (n=200) were surveyed in a cross-sectional study between
March and June 2018. Descriptive statistics were used to examine
responses.

Results: 115 (57.5%) hospices responded to the survey. 12.5% reported
a specific action plan for carers and 37.4% using a formal carer assess-
ment process. 94.8% of hospices reported recording demographic data,
87.0% reported consistent identification and recording of data around
carers, 77.9% receiving senior management support, and 71.1% regu-
larly communicating around carers. Approximately half provisioned
training for carer support (48.7%), carer support as part of work descrip-
tion (54.9%) and use of carer champions (56.0%). The least frequently
met recommendations were monitoring and auditing of carer support
(30.6%), and the storage of carer data separate to patient (17.6% doing
this all the time).

Discussion: Most organisations provided services for carers, although
comprehensiveness of provision varied. While the foundations for carer
assessment and support are largely in place, there is a need for improve-
ments in how services are implemented. Particular areas for improve-
ment include the use of person-centred processes specific to carers:
formal assessment, action plans, recording processes and monitoring
systems.

FC25 Supporting Family and Caregivers

Family Meetings for Hospitalized Palliative Care Patients: Do They
Improve Outcomes for Family Caregivers?

Hudson P.%23, Thomas K.%, Girgis A.4, Mitchell G.>, Philip J.%%¢, Parker
D.7, Currow D.’, Liew D.5, Le B.%, Moran J.19, Brand C.2

1Centre for Palliative Care, St Vincent’s Hospital Melbourne,
Melbourne, Australia, 2The University of Melbourne, Melbourne,
Australia, 3Vrije University Brussels, Brussels, Belgium, “The University
of New South Wales, Sydney, Australia, *University of Queensland,
Brisbane, Australia, ®Victorian Comprehensive Cancer Centre,
Melbourne, Australia, University of Technology Sydney, Sydney,
Australia, 8Monash University, Melbourne, Australia, °Melbourne
Health, Melbourne, Australia, 1°Austin Health, Melbourne, Australia

One of the primary goals of palliative care is to improve the quality of life
of family caregivers. However, approximately 40% of family caregivers
may experience psychological distress which is typically under-recognised
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and consequently not addressed. Family meetings are commonly recom-
mended as a means whereby health professionals, patients and family
caregivers discuss issues and plan care. However, there has been limited
empirical research to determine the effect of these meetings in palliative
care.

Aims: To determine if family caregivers of hospitalised patients referred
to palliative care who receive a family meeting report significantly: lower
psychological distress (primary outcome), fewer unmet needs, improved
quality of life and feel more prepared for the caregiving role.

Methods: 297 family carers were enrolled into a cluster type randomised
trial in Australia. Participants in the control group (n=153) received usual
care from the palliative care team and participants in the intervention
group (n=144) received usual care plus a structured family meeting (con-
ducted in accordance with published guidelines). Participants completed
outcome measures upon consent (Time 1); 10 days later (Time 2) and
two months after the patient died (Time 3). Regression analyses were
undertaken to make adjustment for differences between the two groups
at baseline.

Results: At Time 2, the intervention group had significantly lower dis-
tress scores (-1.61, 95% confidence interval [CI] -2.86 to -0.35) and sig-
nificantly higher preparedness scores (2.02, 95% ClI 0.64 to 3.39)
compared to the control group. There were no significant changes at
Time 3.

Discussion/ conclusion: Family meetings conducted in a hospital setting
for patients with advanced disease receiving palliative care may be help-
ful in reducing family caregiver distress and enhancing their sense of
preparation for the caregiving role.

FC25 Supporting Family and Caregivers

Variations in Grief, Anxiety, Depression and Health among Family
Caregivers before and after the Death of a Close Person in Palliative
Home Care

Holm M., Arestedt K.23, Ohlen .45, Alvariza A.57

IDepartment of Nursing Sciences, Sophiahemmet University,
Stockholm, Sweden, 2Faculty of Health and Life Sciences, Linnaeus
University, Kalmar, Sweden, 3Department of Research, Kalmar County
Hospital, Kalmar, Sweden, “Institute of Health and Care Sciences,
University of Gothenburg, Gothenburg, Sweden, >Centre for Person-
Centred Care, Sahlgrenska Academy, University of Gothenburg,
Gothenburg, Sweden, ¢Department of Health Care Sciences, Ersta
Skondal Bracke University College, Stockholm, Sweden, 7Dalen
Hospital, Stockholm, Sweden

Background: Feelings of grief, symptoms of anxiety and depression, and
poor health are often observed in family caregivers both before and
after an expected death. However, the variations over time needs to be
explored further and it needs to be examined if support during caregiv-
ing could influence these emotional reactions.

Aims: The aim was to investigate longitudinal variations in grief, symp-
toms of anxiety and depression and self-rated health among family car-
egivers in palliative home care who participated in a randomised
psycho-educational intervention study.

Methods: Data derived from a randomised intervention study with two
arms (intervention and control). Data were collected through self-
reported questionnaires at four time points: baseline, after the interven-
tion, two months later and six months after the patient’s death. Analyses
were performed using a mixed model ANOVA for pre-death grief (3
measurements) and anxiety, depression and health (4 measurements).
Post-death grief was measured at one occasion, after the patient’s
death. Unpaired T-tests were used to examine differences between
interventions and controls after death.

Results: In total, 117 family caregivers completed all measurements.
Grief was stable across the three pre-death measurements with no sig-
nificant variations, while anxiety, depression and health varied signifi-
cantly across the four time points. After the patients’ death, the level of

anxiety and depression decreased, and health increased. No significant
differences were found between interventions and controls for any of
the variables neither pre- or post-death.

Conclusion: This study showed different patterns in grief compared to
anxiety and depression and health. This adds to a body of research
showing that grief is distinct from symptoms of anxiety and depression.
Further, it also demonstrates the complex emotional reactions of being
a family caregiver in palliative care.

FC25 Supporting Family and Caregivers

Using a Comprehensive Evidence Based Tool (KOMMA) to Identify
Support Needs of Family Carers in a German Palliative Home Care
Setting

Kreyer C.1, Pleschberger S.2

1Department of Nursing Science and Gerontology, UMIT - Private
Universitiy for Health Sciences, Medical Informatics and Technology,
Hall in Tyrol, Austria, 2GOG - The Austrian Public Health Institute,
Vienna, Austria

Background: KOMMA (Kommunikation mit Angehorigen) is the vali-
dated German version of the Carer Support Needs Assessment Tool
(CSNAT). It is an evidence-based tool to identify carer support needs
in palliative home care. The KOMMA-tool comprises 14 domains,
enabling carers to indicate the need for more support. As a practice
intervention, it is integrated into a person-centred approach of
assessment and support (the KOMMA Approach). As part of an
implementation project, the KOMMA Approach was used in palliative
home care in Germany.

Aim: To identify family carer support needs indicated by carers using the
KOMMA-tool

Methods: The KOMMA Approach was implemented in four regional hos-
pice and palliative home care services as a service development.
Practitioners were trained by champions in use of the KOMMA-tool and
approach. Over a 10 month period (7/2017 to 4/2018) the intervention
was delivered to family carers of cancer and chronically ill patients. Self-
reported support needs indicated on the KOMMA-tool were analysed
using statistical methods.

Results: In total 202 KOMMA-tools were completed (70 % female;
mean age 61.5 years). Most carers wanted more support with ‘know-
ing what to expect in the future’ (70%) and ‘having time for yourself
in the day’ (65%). There were significant differences in support needs
identified between female and male caregivers, e.g. men needed
more ‘practical help in the home’ (p = 0,017), whereas women
expressed more frequently the need of ‘having time for yourself in
the day’ (p= 0,043) and ‘dealing with your feelings and worries’
(p=0,039).

Discussion: This is the first study to report family carer support needs in
end-of-life home care in Germany. Compared to similar studies from the
UK and Australia the top priority is the same, however, ‘Dealing with
your feelings and worries” which was number two priority in UK and AUS
ranked lower in Germany (rank 5), which might refer to cultural differ-
ences in dealing with death and dying.

Global challenges in Paediatric Palliative Care: An
EAPC Seminar

PPC1 Prevalence of Life-Limiting Conditions in Paediatric

Palliative Care

The Number of Children Requiring Palliative Care; Key Challenges and
Using Data Appropriately

Fraser L.1, Quinn C. 2

1University of York, York, United Kingdom, 2National University of
Galway, School of Nursing and Midwifery, Galway, Ireland Presenting
author email address: lorna.fraser@york.ac.uk
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This interactive session will have a short presentation on the prevalence
data on the numbers of children and young people from the UK and
Ireland with Life-limiting conditions and then a discussion session with
the audience on how to interpret these data and use these for service
delivery and planning.

Key challenges will also be discussed.

PPC2 Information and Planning in Children’s Palliative Care

End of Life Decision Making in the Perinatal Period: A Population-
Based Study in Fetuses, Neonates and Infants

Beernaert K.1, Dombrecht L.1, Chambaere K.1, Cools F.2, Roets E.3,
Goossens L.3, Naulaers G.%, Deliens L.1, Cohen J.1

1End-Of-Life Care Research Group, Ghent University & Vrije Universiteit
Brussel (VUB), Gent, Belgium, 2Universitair Ziekenhuis Brussel, Brussels,
Belgium, 3Ghent University Hospital, Gent, Belgium, “Leuven University
Hospital, Leuven, Belgium

Despite improvements in prenatal diagnostic techniques and medical
and technical interventions for critically ill neonates, about 8.7 per thou-
sand children still die during the perinatal period in Flanders. This death
is frequently preceded by difficult decisions such as termination of preg-
nancy, withholding or withdrawal of life-sustaining treatment or admin-
istering drugs or medical interventions; with or without the intention to
hasten death. Population-based studies of incidence and characteristics
of such end of life decisions (ELDs) in the perinatal period are rare.
Therefore, we conducted a population mortality follow-back survey in
Flanders for all stillbirths from 22 weeks of gestation onwards occurring
between 1 January and 31 December 2017 and for all deaths of infants
under the age of 1 year between 1 October 2016 and 31 December 31
2017. For each death case a postal questionnaire, including questions on
ELDs was sent to the attending physician. Anonymity of the child, par-
ents and physician is ensured by a rigorous mailing procedure involving
a lawyer as trusted third party. We had a high response rate of 71%
(194/275) and 82% (245/297) for neonates and infants. We will present
the incidence of termination of pregnancies and the incidence of with-
holding or withdrawal of life-sustaining treatment with the explicit, with
co-intention and without intention of hastening death and the adminis-
tering of drugs with the explicit, with co-intention and without intention
of hastening death. We will also give more information and discussion
about the ELD process and the relation with clinical and patients’
characteristics.

PPC2 Information and Planning in Children’s Palliative Care
Information and Decisions Regarding Medical Treatment for Severely
1l Children with Spinal Muscular Atrophy

Kreicbergs U.»?, Beernaert K.3, Sejersen T.%, Werlauff U.5, Rakbek J.5,
Jeppesen J.5, Hjorth E., Lévgren M.%.6

1Ersta Skondal Bracke University College, Stockholm, Sweden,
2Karolinska Institutet, Karolinska University Hospital, Astrid Lindgren
Children’s Hospital, Childhood Cancer Research Unit, Stockholm,
Sweden, 3Ghent University, Ghent, Belgium, *Karolinska Institutet,
Stockholm, Sweden, RehabiliteringsCenter for Muskelsvind,
Copenhagen, Denmark, 6Karolinska Institutet, Karolinska University
Hospital, Astrid Lindgren Children’s Hospital, Childhood Cancer
Research Unit, Stockholm, Sweden

Parents receiving information that their child has a life limiting iliness is
devastating. Communication in pediatrics has been studied extensively,
predominantly in oncology. This has been found to be crucial for families
not only in understanding the seriousness of the illness but also for com-
pliance to treatment and coping with bereavement. Notably, there is a
difference between families of a child with cancer compared to a child
with severe SMA. Thus, in this genetic neuromuscular condition, which
occurs in 1 of 10 000 live births, there is no curative treatment. Children
with SMA are commonly subgrouped in three categories based on the

severity of dysfunction. Children with SMA 1 have a short life expec-
tancy, which, however, may be extended by respiratory support. The
decision about this treatment option rests upon the care givers confer-
ring with the parents. Recently, a new therapeutic drug has become
available, which may mitigate the progression of the disease and, hence,
improve the prognosis, even for children with SMA 1. Lifelong treatment
poses a difficult decision for the parents, which should be grounded on
solid information conveyed prudently.

We explored communication, knowledge and decisions in the care of
children with severe SMA. Interviews with parents and health care staff
were conducted to develop a questionnaire for parents used in two
nation-wide studies, Sweden and Denmark. A total of 64 children were
identified, 59 were found eligible and 57 were represented by at least
one parent. The participation rate was (n=95, 84%), with an almost equal
distribution of mothers and fathers. No parents reported that health-
care professionals made treatment decisions without informing them
beforehand. Yet, not all parents received information to fully understand
the condition, the treatment options and consequences for the life of
their child. Thus, there is a need of improved strategy in supporting and
communicating with the families.

PPC2 Information and Planning in Children’s Palliative Care
Advance Care Planning in Pediatric Palliative Care - The View of
Parents and Health Care Professionals

Fiihrer M., Knochel K., Zaimovic V., Reimann D., Lotz J., Borasio G.D.,
Hein K.

University Children’s Hospital Munich, Center for Pediatric Palliative
Care, Munich, Germany Presenting author email address: monika.
fuehrer@med.uni-muenchen.de

“We knew what will happen at the end - that we will not kill him with the
medication, but ease his way. And the discussions have reassured me”,
Despite compelling evidence for the effectiveness of advance care
planning in adults, there is still a debate whether this concept can be
adapted to meet the needs of children with a life-limiting disease and
their parents as well as the necessities of health care professionals
(HCPs).

We conducted a series of studies aiming to explore the needs and per-
ceptions of parents and HCPs about pediatric advance care planning
(pACP), to identify the main challenges during pACP discussions, and to
describe core elements for a successful pACP process. Our final goal is to
develop a comprehensive pACP guideline. To this end, we used a partici-
patory approach involving bereaved parents and HCPs from all profes-
sions concerned.

Main results were:

1) Parents prefer that physicians lead the pACP conversations.
They should be familiar with the child’s medical condition in
order to provide them with the necessary medical information.
HCPs involved in pACP should know the family and guide them
during the decision-making process.

2)  Parents want to prepare for crisis situations, however, advance
directives (ADs) are of minor importance to them. HCPs would
prefer clear directions for future medical treatment and receiv-
ing ADs signed by the parents.

3)  HCPs perceive a need for guidelines and professional education
in pACP and advocate for a systematic implementation of pACP
in health care systems.

4)  Both parents and HCPs prefer an early beginning of pACP in the
course of the disease, but they also mention that parents must
be ready for it and that the correct timing of discussions is cru-
cial for a successful pACP.

"These conversations are also very difficult. But in the end, | have realized
that this has been effective. Not to avoid this. [...] But to repeatedly work a
little in this direction. But then, you need really sensitive people.”
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PPC3 Symptom Management in Palliative Care
Evidence-Based Prescribing in Paediatric Palliative Medicine
Jassal S.

Rainbows Childrens Hospice, Loughborough, United Kingdom
Presenting author email address: sat.jassal@gmail.com

Aims: To consider why evidence based prescribing is so important in
PPM.

Methods: We will look at the history of prescribing in PPM and the pit-
falls of the past particular with drugs and routes such as morphine,
midazolam and methadone. We will look at the structure used by the
APPM formulary to review evidence for drugs in the APPM National
Formulary and how the work continue to evolve. Finally we will consider
new drugs and pitfalls in prescribing in PPC.

Results: Prescribing in the past was extrapolation from adult medication
and guess work and this has led to many errors. We now use very robust
systems to review evidence. Future research is limited by small numbers
and the special groups we work with.

Conclusion: We have finally understood the importance of evidence
based medicine and the future requires collaborative working nationally
and internationally.

PPC3 Symptom Management in Palliative Care

We Need To Talk About Cannabis

McCulloch R.

Great Ormond Street Hospital Institute of Child Health, The Louis
Dundas Centre for Paediatric Palliative Care, London, United Kingdom

We need to talk about the cannabis conundrum in current paediatric
practice. There is considerable confusion amongst the public, health
care professionals and policy makers regarding the various forms of can-
nabis oils, their use and legality, in addition to the related risks and safe-
guarding issues associated with administration in children.

Current international discussion focuses on 2 chemicals (cannabinoids)
found within cannabis, delta-9-tetrahydrocannabinoid (THC) and
Cannabidiol (CBD). Whilst the debate on the use and effectiveness of
cannabis rages on, a blurring of lines has occurred between unregulated
‘botanoceutical’ cannabis oils and ‘pharmaceutical’ grade cannabinoid
use.

Clinical evidence supporting the use of cannabis derived products in chil-
dren for medicinal use is very limited, there are still no large scale robust
well designed randomised controlled studies to determine efficacy.
However, a wealth of anecdotal reports claiming that cannabis is able to
treat numerous conditions as well as help reduce or prevent a variety of
adverse effects, abound on media platforms, presenting enough of a
compelling argument for parents (patients) to warrant a trial of unregu-
lated ‘botanoceutical’ cannabis products for their children. This is occur-
ring with increasing frequency in children with life limiting and life
threatening conditions.

This presentation will open up the discussion, provide an overview of the
status quo regarding current research and evidence and suggest an
approach to management in paediatric palliative care patients.

PPC3 Symptom Management in Palliative Care

Assessment and Management of Neuroirritability in Pediatric
Palliative Care Patients with Severe Psychomotor Impairment (SPMI)
Zernikow B.

Witten/Herdecke University, Faculty of Health, School of Medicine,
Chair Children’s Pain Therapy and Paediatric Palliative Care, Datteln,
Germany

Aims: Delegates will learn about children with SPMI in pediatric pallia-
tive care. The most frequent and important symptoms, neuroirritability
and sleep disorders, will be the focus.

Methods: Based on real case reports and considering a bio-psycho-
social-spiritual approach, the existing scientific evidence will be
presented

Results: Delegates will gain an understanding of diagnosis and assess-
ment of neuroirritability, including use of validated tools for sleep
assessment, and a structured approach for treatment of children with
life limiting conditions and SPMI.

Conclusion: Although often a matter of trial-and-error, assessment and
treatment of children with SPMI suffering neuroirritability can follow a
rational approach.

PPC4 Contemporary Issues in Children’s Palliative Care

Aprepitant: Our New Friend for an Old Adversary?

Patel B., Bayliss J.2, Stephenson A.2, Bluebond-Langner M.%3

Louis Dundas Centre for Paediatric Palliative Care / Pharmacy, Great
Ormond Street Hospital NHS Foundation Trust, London, United
Kingdom, 2Louis Dundas Centre for Paediatric Palliative Care, Great
Ormond Street Hospital NHS Foundation Trust, London, United
Kingdom, 3Faculty of Population Health Sciences, Louis Dundas Centre
for Paediatric Palliative Care,University College London, Institute of
Child Health, London, United Kingdom

Background: Nausea and vomiting is a common symptom in children
through their end of life journey. Uncontrolled nausea and vomiting
places a huge psychological and emotional burden on families and chil-
dren as well as the physical burden, reducing quality of life for the child
and family. Aprepitant, a NK-1 antagonist, has become a potent weapon
in the fight against chemo-induced nausea and vomiting. Aprepitant’s
use in palliative care, and refractory nausea and vomiting, has been lim-
ited, due to limited experience or evidence of long-term use. However,
emerging evidence suggests that long-term (LT) use is not only safe, but
also effective in patients with nausea and vomiting refractory to multiple
lines of anti-emetic therapy.

Aim: Evaluate the safety and efficacy of LT aprepitant administration for
nausea and vomiting, unresponsive to at least 2 previous lines of stand-
ard anti-emetic therapy in children.

Method: We conducted a single centre retrospective chart review of
children, given daily aprepitant for nausea and vomiting, unresponsive
to at least 2 prior lines of anti-emetic therapy. Objective responses from
parents, impact of nausea on mobility and on feeding, were used as
proxy efficacy markers. Time to effect, duration of effect and toxicity was
also evaluated.

Results: 7 children received LT aprepitant and showed resolution of nau-
sea and vomiting, increased ability to mobilise and feed tolerance, within
24 hours of starting aprepitant. Emetic control was maintained with oral
medication until end of life in 6/7 children, maintaining home as place of
care and death in 85% of children. No adverse events were noted.
Conclusion: This review is the first report of aprepitant use in this man-
ner in the paediatric palliative care setting and represents the largest
case review published within a paediatric cohort. Our review suggests a
role for aprepitant in management of refractory nausea and vomiting,
prior to use of parenteral therapy, demonstrating safety and efficacy.

PPC4 Contemporary Issues in Children’s Palliative Care

Exploration of the Term ‘Quality of Life’ in Consultations of Children
with a High Risk Brain Tumour over the Course of the lliness
Beecham E.»?, Langner R.2, Hargrave D.3, Bluebond-Langner M.%4
IMarie Curie Palliative Care Research Department, Department of
Psychiatry, University College London, London, United Kingdom, 2Louis
Dundas Centre for Children’s Palliative Care, Institute of Child Health,
University College London, London, United Kingdom, 3Paediatric
Oncology Unit, Great Ormond Street Hospital, London, United
Kingdom, #The State University of New Jersey, Rutgers University, New
Brunswick, United States
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Background: Discussions of quality of life (QoL) are being increasingly
advocated between healthcare professionals (HCPs), parents, and chil-
dren and young people (CYP) with serious illness, even when chance of
cure is good. There is no current consensus on an accepted concept of
Qol yet it is used in consultations about a patient’s care and treatment.
It is therefore important to understand how each stakeholder under-
stands the term QolL.

Aims:

1)  To explore if QoL emerges as a topic in consultations between
CYPs with high risk brain tumours (HRBTs), parents and HCPs.

2)  To explore how QoL is conceptualised during the interaction in
these consultations.

Methods: Data is taken from a 20 month longitudinal, prospective, eth-
nographic, participant-observation study following 24 families from
diagnosis to death in all interactions among CYP with HRBTs, parents and
HCPs. We present results from the first phase of analysis focusing on
consultations with Neuro-Oncology. Data was analysed using both
inductive thematic analysis and deductive coding.

Results: The term QoL arose 32 times in 14/24 cases (58%). Occurrences of
the term QoL were overwhelmingly raised by HCPs compared to parents
and CYP. When exploring emerging conceptions of QoL the three stake-
holders had different perspectives on what quality looked like to them and
their priorities. For parents the focus in the consultation was on length of
life and time left, HCPs focused on physical status of the patient and avoid-
ing side effects and the CYP’s QoL related concerns were relational.
Conclusion / Discussion: A lack of alignment of views and priorities was
found among the CYP, parent and HCP views of QoL. Given that their
conceptions of QoL may be different, it is important to elicit what QoL
means to each of them at each turning point in the illness trajectory.
Funding: Marie Curie Research Grants Scheme, grant MCCC-FCO-16-U
and Health Foundation.

PPC4 Contemporary Issues in Children’s Palliative Care

Adolescent Palliative Care in Uganda: Assessing and Addressing
Needs

Merriman R.%, Doherty D.2, Mwebesa E.3

1King’s College London, London, United Kingdom, 2University College
Dublin, Dublin, Ireland, 3Hospice Africa Uganda, Kampala, Uganda

Background: It is recognised that adolescent palliative care patients, fac-
ing multiple periods of transition, have specific psychological and clinical
needs. For patients in developing countries, further challenges arise.
Due to differences in demographics, culture and healthcare provision,
better understanding is required to ensure age-appropriate, holistic
care.

Aims: To identify and explore the needs of adolescent palliative care
patients in a resource limited setting. To highlight the barriers to care,
and consider practical solutions.

Methods: With ethical approval, a qualitative study was conducted in
three community-based Hospice sites across Uganda. Data was collected
using semi-structured interviews with current patients aged 13-19
(n=21), and multidisciplinary team focus-groups (n=2).

Results: Patients highlighted three main areas of concern:

1.  Uncertainty regarding diagnosis, prognosis and treatment side
effects.

2. Theimpact of illness on education.

3.  Self-image, being ‘different’, and the effect this has on
relationships.

Multiple barriers were identified. Many patients had high, sometimes
unrealistic, expectations of Hospice services, with most suggesting
financial support as a way to meet their needs. Information sharing was

often limited. Families, wanting to ‘protect’ their child, would conceal
their diagnosis. Patients, too, were often reluctant to talk openly.
Additionally, a lack of monitoring, integrated care and communication
between health services meant that key information was not readily
available when required. In general, staff felt unequipped to deal with
sensitive issues specific to their teenage patients. This was largely due to
gaps in training and service provision. As a result, these important
aspects were often overlooked.

Conclusion: Palliative care needs of adolescent patients in resource lim-
ited settings are complex and multifaceted. A proactive, sensitive, and
multidisciplinary approach to care is essential.

This study received no funding.

PPC4 Contemporary Issues in Children’s Palliative Care

Clonidine for Intractable Irritability in Children with Severe Neurologi-
cal Impairment - A Case Series

Ni Laoire A.1, Twomey M.%, O’ Reilly M.%, Colleran M.2, Devins M.3

1St. Luke’s Radiation Oncology Centre, Dublin, Ireland, 2St. Brigid’s
Hospice, Kildare, Ireland, 3Our Lady’s Children’s Hospital, Dublin,
Ireland

Background: Irritability in children with severe neurological impairment
(SNI) is a complex and distressing symptom which is challenging to treat.
Clonidine is a centrally acting a2 adrenergic receptor agonist with a
potential unique role to reduce irritability by treating dystonia, dysauto-
nomia and nociceptive pain. Despite this, minimal research exists on its
use in this setting.

Aim: To explore the use of clonidine by a specialist palliative care (SPC)
team for intractable irritability in children with SNI.

Methods: A retrospective case series was conducted by chart review in
a tertiary referral centre on all children with SNI who were prescribed
clonidine by SPC for intractable irritability over a 3-year period. Due to
lack of a validated outcome measure for irritability in SNI, parental sub-
jective assessment, opioid requirements, frequency of contact to SPC
and side effect profile were used to assess response.

Results: Seven children (5 male, age range 3-11 years) with SNI were
prescribed clonidine for intractable irritability during the study period
(mean dose 3.5mcg/kg QDS). Contributory diagnoses included dystonia,
visceral hyperalgesia, cyclical vomiting and dysautonomia. All patients
suffered irritability despite the use of Gabapentinoids. Parental reports
of improvement in irritability and a reduction in phone calls to SPC fol-
lowed the introduction of clonidine in all children. Six patients had
reduced opioid requirements (increased in one child due to a dislocated
hip). Asymptomatic hypotension occurred in one patient without need
for dose adjustment. Intravenous, subcutaneous, transdermal and
enteral routes of administration were used.

Conclusion: This case series suggests that Clonidine is well tolerated,
opioid sparing and easy to administer in children with SNI and intracta-
ble irritability. In these complex cases, Clonidine may be a very useful
addition to the multimodal approach necessary to provide optimal
symptom control.

PPC4 Contemporary Issues in Children’s Palliative Care

Tapentadol for Pain Therapy in Children - An Promising Alternative to
Combining Coanalgetics with Classical Opioids - An Retrospectve
Data-analysis

Gronwald B., Keller C., Welsch K., Gottschling S.

Centre for Palliative Care and Paediatric Pain, Saarland University
Hospital, Homburg/Saar, Germany

Acute pain in children is frequent, likewise chronical pain occurs during
childhood. Still there are only a few analgetic drugs licensed for children.
Tapentadol displays a relatively new pharmaceutical class (p-opiod-
receptor agonist and noradrenalin re-uptake inhibitor). To date studies
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on the analgetic potency with children are missing, just as pediatric dos-
age recommendations.

Medical charts of 29 children at the age from 6 to 19 years were evalu-
ated for retrospective data-analysis. All of them had been treated with
tapentadol for chronic pain. The analysis was performed on basis of the
noted therapeutic course and results rated by the attending physician,
the patient himself and/ or the parents.

Neuropatic pain or symptoms for mixed pain were reported by the
majority of patients (69%). Before treatment with tapentadol the pain
level on the numeric rating scale (NRS) was recorded 8.10+1.37. The
pain level while dosage was finally titrated scored only 4.52+1.48.,
showing a significant reduction (t(28)=9.97; p<< .001). Average duration
of intake was 58 weeks (SD: 73.25; 4-312 weeks). The average starting-
dose was 82.41mg (SD: 48.75), average end-dose 248.33mg (SD: 168.73).
Calculated on mg per kg body weight we found the starting-dose 1.69
(SD: 0.95) with end-dose 5.72 (SD: 4,12). Overall 13 patients complained
for side-effects (nausea: 6, constipation: 4, pruritus: 1, tiredness: 6, sleep
disturbance: 2, depressive mood: 1). Only in 2 cases tapentadol had to
be discontinued.

The analgetic effect on a wide spectrum of diseases was demonstrated,
with particular effectiveness on neuropatic pain elements. Side-effects
were reported in 45%, these were clearely less distinct then reported
from Borys et al (2015). They are comparable to other established opi-
oids. We found tapentadol could be a promising alternative for the treat-
ment of neuropatic pain in children and adolescent, instead of combining
opioids with coanalgetic drugs, a ,,single-pill-regime” faciliates.

PPC4 Contemporary Issues in Children’s Palliative Care

The Experience of Having a Second Child with Palliative Care Needs:
The Case of Jordanian Mothers

Atout M.1, Hemingway P2, Seymour J.3

IFaculty of Nuring, Philadelphia University, amman, Jordan, 2University
of Nottingham, Nottingham, United Kingdom, 3Sheffield University,
Sheffield, United Kingdom

Background: The purpose of this study was to explore the experience of
communication in the care of children with palliative care needs, from
the perspective of physicians, nurses, and mothers in Jordan.

Methods: This study employed a collective qualitative case study
approach. Data were collected in three paediatric units in a Jordanian
hospital. Two data collection methods were employed: participant
observation and semi-structured interviews.

Findings: Twenty five interviews have been collected with fifteen moth-
ers.The findings of the interviews indicate that some mothers who had a
second child with the same disease were stronger because the experi-
ence increased their ability to adapt themselves to the second situation.
However, these mothers reported enormously painful experiences if
they were admitted to the same room in which their previous child had
been cared for or treated by the same health professionals who had
treated the deceased child.The mothers who had more than one child
with the same illness had a tendency to dredge up unhappy memories,
and some of them refused to talk with students who they expected to
ask them to review the family history. The mothers avoided these kinds
of discussions because of these painful memories, and also as a means
of maintaining their strength in the face of the current situation.
Conclusion: The clinical practice could benefit from these finding by
avoiding stimulating the painful memories of parents who had deceased
children.This could help the parents to adapt to their children’s illness.
However, it is important to assess parental preferences before such
intervention to account for individual differences among parents.
Therefore, a clear discussion with parents who have a second child with
the same illness, in order to understand their preferences regarding the
medical environment and the medical teams they would like to treat
their second child could significantly improve parental satisfaction with
hospitalization.

PPC5 Challenges in Paediatric Palliative Care

Assessing Attitudes of Irish Consultant Physicians in Palliative
Medicine towards Providing Palliative Care for Paediatric Patients
Hennelly C.1, Devins M.2, Dunne M.3, Twomey M.4, O’Reilly M.*
Palliative Medicine, Our Lady’s Hospice & Care Services, Dublin,
Ireland, 2Palliative Medicine, Our Lady’s Children’s Hospital, Crumlin.,
Dublin, Ireland, 3Radiation Oncology, St. Luke’s Radiation Oncology
Centre, Dublin, Ireland, #Palliative Medicine, St. Luke’s Radiation
Oncology Centre Rathgar, Dublin, Ireland

Background: The Report of the National Advisory Committee on
Palliative Care in Ireland recommends that palliative care (PC) for chil-
dren is best provided at home, except in extraordinary circumstances,
with the family closely supported by the General Practitioner and the
Public Health Nurse, and also a specialist PC team when required.

Aims and Objectives: To assess Consultant Physicians in Palliative
Medicine’s attitudes towards providing PC for children in the community.
Methods: Ethical approval was sought and granted for this cross-sec-
tional study. Our postal survey was based on a survey piloted and used
by a study group at the Department of Family and Community Medicine
at the University of Toronto. Descriptive statistical analyses were per-
formed using SPSS.

Findings and Results: 31 consultants of the 44 (70%) surveyed
responded. Consultants had been practicing PC for a median of 16
years (range: 6-31). Consultants provided PC for a median of 5 chil-
dren; an average of one child every 3 years (range: 1.2-14.5 years).
Although 57% of respondents perceived the amount of clinical training
they received in paediatric palliative care (PPC) to be insufficient based
on their current practice, and 29% had had no clinical training (patient
exposure) in PPC, 97%, would be willing to assess and manage a paedi-
atric patient without further training. The importance of access to spe-
cialist PPC advice was consistently reported in open ended questions.
There was a statistically significant association between respondents’
reported familiarity with medications to treat pain in dying children
and whether respondents had had any clinical training (patient expo-
sure) in PPC (p=.019).

Conclusion(s): There is evident willingness on behalf of consultants to
continue to support the provision of PPC services but concerns about
current levels of training and patient exposure need to be explored.

PPC5 Challenges in Paediatric Palliative Care

Inequalities in Children’s Place of Death: A Nationwide Registry
Study

Wolff S.L.%2, Christiansen C.F.2, Johnsen S.P3, Schroeder H.4, Darlington
A.-S.5, Jespersen B.A.%, Olsen M.6, Neergaard M.A.%

1Department of Oncology, Aarhus University Hospital, Aarhus,
Denmark, 2Department of Clinical Epidemiology, Aarhus University,
Aarhus, Denmark, 3Department of Clinical Epidemiology, Aalborg
University Hospital, Aalborg, Denmark, “Department of Pediatrics,
Aarhus University Hospital, Aarhus, Denmark, *University of South
Hampton, South Hampton, United Kingdom, ®Department of Pediatrics,
Rigshospitalet Copenhagen University Hospital, Kgbenhavn, Denmark

Background: Place of death is often used as an indicator of quality when
evaluating end-of-life care. However, place of death among children is
likely to vary according to etiology of the iliness along with demographic
and socio-economic characteristics of the child and family. Knowledge
on factors influencing where children die is very limited.

We aimed to determine predictors of home death among children.
Methods: We conducted a population-based cross-sectional registry
study including children age 1-18 years, who died from natural causes in
Denmark between 2006-2017, excluding infants (< 1 year). Frequencies
of home versus hospital death were explored in relation to the child’s
gender, age (< /=10 years) and diagnosis (cancer/non-cancer) as well as
household income.
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Results: The preliminary results show that the study population com-
prised 932 children. The frequency of home death was 16% and 67%
died at hospital throughout the study period (for 17% place of death was
not registered). There was no difference in place of death according to
the gender of the child (RR 1.0; 95% Cl 0.9-1.1) or age under 10 years (RR
1.1; 95% ClI 0.9-1.2), additional analysis using multiple age cut-offs and
test for trend did not alter this conclusion.

Cancer diagnoses accounted for 26% of deaths. Compared to non-can-
cer, having a cancer diagnosis was strongly related to home death (RR
1.8; 95% Cl 1.4-2.2). When comparing the highest and lowest quartiles
of household income, children from the more affluent families were
more likely to die at home, (RR 1.3; 95% Cl 1.1-1.5).

Conclusion: Neither gender nor age appeared to influence the likelihood
of home death among children above one year of age. We found dispari-
ties in children’s place of death, however, with children who died from
cancer and children from families with higher household income being
more likely to die at home. Future research should aim to determine the
mechanisms behind these inequalities.

PPC5 Challenges in Paediatric Palliative Care

Challenges of Decision-Making in Pediatric Palliative Care

Verhagen E.

University Medical Center Groningen, Pediatrics, Groningen,
Netherlands Presenting author email address: a.a.e.verhagen@umcg.nl

Parents and of children with advanced life-threatening conditions con-
front daunting medical decisions. One of the major decisions is whether
to initiate a limit to life-saving interventions for their child. The intention
of such decisions is to prevent suffering and to promote comfort, quality
of life, and dignity. This is in line with the presumption in pediatric bio-
ethics that decisions should be taken in the child’s best interest. Yet,
despite the importance and frequency of these decisions, it remains dif-
ficult for clinicians and parents to know how these decisions should be
made at the bedside.

The challenge of optimizing pediatric end-of-life decision-making in the
Netherlands has resulted in the publication of the first national evi-
dence-based guidelines for pediatric palliative care in 2013. This guide-
line has sparked the development of a series of palliative care initiatives.
Among them are the establishment of local palliative care teams in all
pediatric hospitals, building care networks for children with complex dis-
eases and the start of a national knowledge center for pediatric palliative
care connecting practice to knowledge development and implementa-
tion. Multidisciplinary experts and parents linked-up to form consulta-
tion spots for other parents and professionals facing decision-making
dilemmas. We also developed a functional individualized advanced care
plan to promote timely decision-making and high-quality palliative care
in daily practice.

In our experience, these initiatives have made complex decision-making
in pediatric palliative care somewhat easier because knowledge, experi-
ence and functional tools are now better (and digitally) available for all
stakeholders.

Eduard (A.A.E.) Verhagen, MD, JD, PhD

Professor of Pediatrics, Head of Department

University Medical Center Groningen

Beatrix Children’s Hospital

P.0. Box 30.001

9700 RB Groningen, The Netherlands

telephone: +31 503612470

PPC5 Challenges in Paediatric Palliative Care

Accompanying the Child at the End of Life

Papadatou D.

National and Kapodistrian Univesrity of Athens, Nursing, Athens,
Greece Presenting author email address: dpap@nurs.uoa.gr

Our role as companions of children whose life come to an end, is quite
similar to the role of midwives. Midwives accompany a woman through
labor, and help the newborn to ‘pave’ its way into life. We create condi-
tions for the child to ‘pave’ a dignified way out of life, and support par-
ents and siblings to ‘carve’ a pathway from a life with to a life without the
child. The goal of this presentation is threefold: (a) to describe some of
the challenges that children and adolescents experience when death is
ambiguous, and when death is impending; (b) to explore how children
and adolescents communicate their awareness, concerns, and needs at
the end of life, and how professionals may facilitate enriching encoun-
ters; (c) to discuss the prerequisites for providing a “safe haven” and a
“secure base” that enable patients and families to attribute meaning to
their experiences and to a life worth living. Such a life may be filled with
ordinary activities and ordinary relationships which are experienced as
extra-ordinary and lived with an acute vitality and a renewed sense of
existence into this world. Finally, personal reflections will be shared
about our professional capacity to remain ‘vulnerable enough’ in our
encounters with dying children and their families.

Joint symposium of the EAPC and ESMO
“Integration of Oncology and Palliative Care”

MEO09 The Rapidly Moving Field of Cancer Inmunotherapy
- Indications, Response Prediction and Management of Side
Effects

No abstracts available

EE1 Global Developments in Integration of Oncology and

Palliative Care

WHO's Global Policies and Partnerships to Bridge the Gaps in Access
to Palliative Care

Ullrich A.

Charité Universitatsmedizin Berlin, Gynaecology, Conches, Switzerland
Presenting author email address: ullricha@outlook.com

According to WHO, each year, an estimated 40 million people need
palliative care (PC) including most of the annual 9.4 million people
who die from cancer. However, only about 14% of people who need
PC currently receive it. Reason for these gaps are overly restrictive
regulations for morphine and lack of training and awareness of PC
among health professionals. The global need for palliative care will
continue to grow as a result of the rising burden of noncommunicable
diseases and ageing populations. Access to adequate PC services will
much depend on national health policies and systems which include
PC, increasing capacity and skills among health professionals and pop-
ulation access to opioid pain relief in accordance with international
conventions on access to essential medicines. However, there is
potential for a game change. In 2014, the first ever global resolution
on PC (WHA 67.19) called upon WHO and Member States to improve
access to palliative care as a core component of health systems.
WHO'’s work to strengthen PC is focused on: integrating palliative care
into all relevant global disease control and health system plans, devel-
oping guidelines on integrated palliative care across disease groups,
supporting Member States in improving access to palliative care medi-
cines through improved national regulations and delivery systems,
promoting increased access to palliative care for children, monitoring
global PC access and evaluating progress made in palliative care pro-
grammes, encouraging adequate resource allocation for national PC
programmes especially in resource-limited countries and building evi-
dence of models of PC that are effective in low- and middle-income
settings. Professional organisations such as ESMO and EAPC together
with other international PC organisations have a crucial role in catalys-
ing changes through advocacy and capacity building among health
care providers for cancer management.
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EE1 Global Developments in Integration of Oncology and

Palliative Care

Global Reach of ESMO Designated Centres of Integrated

Oncology and Palliative Cancer Care Gudrun Kreye, Nicola

Latino, Stein Kaasa

Kreye G.%, Latino N.2, Kaasa S.3

1UK Krems, Krems, Austria, 2European Society for Medical Oncology
Head Office, Lugano, Switzerland, 3Oslo University Hospital and
Institute of Clinical Medicine, Department of Oncology, Oslo, Norway

Introduction: The European Society for Medical Oncology (ESMO) has
developed multiple programmes to promote palliative integration in
oncology. One of these programmes was established in 2003 by ESMO to
accredit centres who provide a good level of integration of Palliative
Care in oncology structures.

By undergoing a rigorous anonymous review process by members of the
ESMO Designated Centres Working Group, centres can apply to receive
the ‘ESMO Designated Centres of Integrated Oncology and Palliative
Care (ESMO-DCs)’status. ESMO-DCs are considered as centres that
deliver highly integrated care through different care models. To achieve
recognition as ESMO-DC-centre, 13 criteria have to be fulfilled and a
structured description of the centre has to be provided.

Results: To date, there are 213. ESMO-DCs all over the world. Most cen-
tres are located in Europe 158 followed by 38 centres in the Middle East
and Asia, 4 in Australia, 13 in South and Northern America including
Canada.

Conclusion: Early integration of palliative care in oncology is a hot topic
in current research projects. A research collaboration of ESMO-DCs all
over the world may be able to develop new networks and insights in
ongoing developments not only nationwide, but also in global aspects.
Collaboration between ESMO-DCs, coordinated by the ESMO-Designated
Centre Working Group could help to support interesting research pro-
jects in the future.

EE1 Global Developments in Integration of Oncology and

Palliative Care

The New WHO Guideline for the Management of Cancer Pain in
Adults and Adolescents and Findings of the WHO Country Capacity
Survey

Bruera E.

MD Anderson Cancer Center, Palliative Care, Rehabilitation &
Integrative Medicine, Houston, TX, United States

The first WHO Cancer Pain Guideline was produced in 1986 and it was
one of the most successful documents published by the WHO. This initial
guideline included the concept of the analgesic ladder used for educa-
tion on the use of non-opioid, weak opioid, and strong opioid analgesics
for increasing severities of pain. The second edition was published in
1996 and it included a guide to opioid availability. In 1998 the WHO pub-
lished a guideline on cancer pain relief and palliative care in children.
Unfortunately, as of 2006 approximately 5.5 billion people (83% of the
world’s population) lived in countries with low or non-existing access to
adequate pain management. While significant progress has occurred in
the assessment and management of pain in many countries, the major-
ity of cancer patients will die without having ever received a single dose
of an opioid analgesic.

On the other hand, in the last 15 years in developed countries there has
been a growing concern about the effects of larger availability of opioids in
the community as a source of nonmedical opioid use, opioid use disorders,
and opioid related mortality. Within this context it became appropriate to
update the WHO guidelines for the pharmacological and radiotherapeutic
management of cancer pain in adults and adolescents.

The current guidelines published in 2018 have followed updated meth-
odology recommendations and they provide a useful update on the cur-
rent role of pain evaluation and management.

This presentation will discuss the main changes in the new guidelines
and also the palliative care related findings in the 2017 WHO global sur-
vey on capacity for non communicable diseases.

There will be some recommendations for implementation of these rec-
ommendations in different countries.

EE2 Integration of Oncology and Palliative Care

Introduction to the Lancet Oncology Commission Paper - How to
Organize and Integrate Palliative Care

Kaasa S., Loge J.H., Lundeby T.

Oslo University Hospital, Department of Oncology, Oslo, Norway

There is a high level of evidence showing that integration of oncology
and palliative care will improve several patient outcomes: survival,
symptom control, overall quality of life and patient satisfaction.

Full integration will rely on specific knowledge and skills of the two
modes of care: the tumor directed approach and the host directed
approach, the latter may also be called patient centered care or pallia-
tive care.

Systematic assessment and use of patient reported outcomes and active
patient involvement in the decisions of cancer care is central. The
absence of international agreements on the content and standards of
the organization, education and research on palliative care in oncology
are major barriers for a successful integration.

Use of standardized care pathways and multidisciplinary teams are pro-
posed as methods to achieve full integration between oncology and pal-
liative care.

EE2 Integration of Oncology and Palliative Care

The Need for Training and Education

Sjggren P.

Cpenhagen University, Section of Palliative Medicine, Cpoenhagen,
Denmark Presenting author email address: per.sjoegren@regionh.dk

Education in palliative care has been identified as a key factor for the
promotion of integration of oncology and palliative care. Medical
education from undergraduate to postgraduate levels is the primary
focus of this talk, with the awareness that palliative care shall be
delivered by multidisciplinary staff. At present, the need for basic and
specialist competence in palliative care is unmet at all levels of health
care, which calls for massive increased educational efforts. The skills
and the capacity of tertiary palliative care specialists located in com-
prehensive cancer centers are essential to support primary and sec-
ondary providers of palliative care. These demands expand the
responsibilities of tertiary palliative care specialists beyond the can-
cer center setting through education and mentorship programs aim-
ing to upskill primary and secondary health-care providers. Education
in palliative medicine is recommended by several societies to be
included in undergraduate and postgraduate curricula, updated by
continuing education, lectures, courses, and conferences. No overall
data on the amount and content of palliative care teaching in post-
graduate oncological accreditation programs exist as well as different
recommendations exist for oncology teaching in postgraduate pallia-
tive care specialization programs. In addition, clinical rotation of
trainees and fellows can be implemented to promote integration.
Rotations may nurture mutual common understanding, strengthen
partnerships, develop new clinical pathways and enhance research
collaboration. The certification in palliative medicine falls into three
categories, depending on the postgraduate educational system of the
different countries: specialty, subspecialty, and general competence
in the field. Palliative medicine is increasingly achieving specialty or
subspecialty status in many countries world-wide. The integration of
palliative care and oncology might be highly dependent on the level
of accreditation.
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EE2 Integration of Oncology and Palliative Care

Barriers of “Integration of Palliative Care into Oncology”: Are We
Talking About Patients’ Needs or Conflicting Concepts?

Gaertner J.

Palliative Care Center Hildegard, Basel, Switzerland Presenting author
email address: jan.gaertner@pzhi.ch

The ASCO guideline for “the integration of Palliative Care (PC) into oncol-
ogy” recommends that patients “should be referred to interdisciplinary
PC teams (...)”(1). This exemplifies one obstacle towards the improve-
ment of PC in oncology. PC is often used synonymously with specialist PC
(SPC), though it has always been a basic part of oncology (i.e. initiating
end-of-life discussions). Therefore, the term “integration” may increase
misperceptions, because we are not talking about different concepts.
Yet, it is about effective interaction of general- and SPC. In addition to
such terminological obstacles further barriers for the improved provision
of PC been identified.

Training: Cancer specialists should receive PC expertise and -attitude in
the course of their training, but PC specialists must also hold sufficient
knowledge of cancer care.

Attitude: PC specialist must acknowledge oncologists’ dedication to
serve their patients as universally as possible. They should foster the
pre-existing trustful patient-oncologist relationship and avoid therapeu-
tic chaos. Oncologists must not reduce the role of SPC as mere end-of-
life care and recognize the value of concurrent SPC. Thus, cooperations
require trust, clearly defined assignments and close communication.
Models of care: These must be tailored individually according to the
context of each programme, the available resources and the needs of
specific patient groups.

Evidence base: Meta-analyses have identified challenges in the interpre-
tation of trial findings (2). This is necessary to avoid “black and white”
interpretations and recommendations.

1. Ferrel Betal JCO 2017
2.  GeartnerJ et al BMJ 2017

EE2 Integration of Oncology and Palliative Care

The Effect of Early and Systematic Integration of Palliative Care in
Oncology on Quality of Life and Health Care Use at the End-of-Life: A
Randomized Controlled Trial

Vanbutsele G.22, Van Belle S.3, Surmont V.4, De Laat M.>, Colman R.6,
Eecloo K.22, Naert E.3, De Man M.”, Geboes K.”, Deliens L.%2, Pardon K.1
1End-of-Life Care Research Group, Ghent University & Vrije Universiteit
Brussel (VUB), Ghent, Belgium, 2Department of Public Health and
Primary Care, Ghent University, Ghent, Belgium, 3Department of
Medical Oncology, Ghent University Hospital, Ghent, Belgium,
“Department of Respiratory Medicine/Thoracic Oncology, Ghent
University Hospital, Ghent, Belgium, >Palliative Care Team, Ghent
University Hospital, Ghent, Belgium, ®Biostatistics Unit, Department
of Public Health and Primary Care, Ghent University, Ghent, Belgium,
’Department of Gastroenterology, Division of Digestive Oncology,
Ghent University Hospital, Ghent, Belgium

Purpose: Many studies have examined the effect of early palliative care
on quality of life (QOL) soon after diagnosis. This study evaluated if early
integrated palliative care (PC) in oncology resulted in higher QOL near
the end-of-life of advanced cancer patients.

Method: Patients with advanced cancer and a life-expectancy of one
year were randomly assigned to either early and systematic integration
of PC into oncological care (intervention) or standard oncological care
alone (control). In a secondary analysis, QOL was assessed with the
EORTC QLQ C30 global health status/ QOL scale and McGill Quality of Life
(MQOL) Single Item Scale and Summary Scale at six, three and one
month prior to death. Use of health care resources was collected from
chart review in patients’ electronic medical file of participants who died.

Results: Of the 186 randomized patients, 147 had died by November
2017. Patients in the intervention group scored significantly higher on
global health status/quality of life in the EORTC QLQ C30 at six months
(difference: 5.9 [0.06; 11.1], p=0.03), three (difference: 6.8 [1.0; 12.6],
p=0.02) and one month (difference: 7.6 [0.7; 14.5], p=0.03) prior to the
patient’s death compared to the control group. Similar results were
found for the Single Item Scale and Summary Score of the MQOL. We did
not observe differences in use of health care resources between groups.
Discussion: Early integrated palliative care does not only benefit QOL of
cancer patients soon after diagnosis, but benefits are sustained until the
last month of life. Future research should examine which components of
early palliative care lead to patient benefits.

FC16 Palliative Care for People with Cancer

Efficacy and Safety of Parental Nutrition on Quality of Life Deteriora-
tion-free Survival among Palliative Cancer Patients: A Prospective
Multicenter Randomized Control Trial (ALIM-K)

Cornet C.1, Anota A.23, Bouleuc C.4 Grodard G.1, Mathieu-Nicot F.2,
Cretin E.%, Pazart L.%, Aubry R.%%, AlimK study Group

IClinical Investigation Center, Inserm CIC1431, University Hospital

of Besangon, Besancon, France, 2Methodology and Quality of Life in
Oncology Unit (INSERM UMR 1098), University Hospital of Besangon,
Besancon, France, 3French National Platform Quality of Life and Cancer,
Besancon, France, *Department of Supportive Care, Institut Curie,
Paris 05, France, °Department of Palliative Care, University Hospital of
Besancon, Besancon, France

Background: Malnutrition is a common complication in patients at the
palliative stage of cancer. Although parenteral nutrition is associated
with discomfort and adverse effects, it may improve health-related qual-
ity of life (HRQoL). However, there is lack of high-level evidence to evalu-
ate the efficacy and safety of parenteral nutrition among palliative
cancer patients.

Aims: To evaluate the impact of parenteral nutrition on HRQoL deterio-
ration-free survival (DFS).

Methods: Randomized controlled trial following Zelen’s single-consent
design in 13 French cancer centers. Malnourished cancer patients at the
palliative stage with functional digestive tract were randomly assigned
(1:1) to receive parenteral nutrition (PN) or oral feeding (OF). HRQoL
deterioration-free survival was defined as primary end point. HRQoL was
measured with the QLQ-C15-Pal questionnaire targeting global health,
physical functioning and fatigue. DFS was defined as a definitive deterio-
ration =10 points compared to baseline or death with 1.66 % level of
significance. Secondary end points were overall survival (OS), adverse
effects and nutritional parameters.

Results: Between June 2012 and March 2017, 111 patients were
included in analysis (PN Arm n= 48 /OF arm n= 63). 98% were metastatic
with estimated life expectancy less than one year. There was a trend
favoring HRQoL DFS in the oral feeding group with a median of 2 months
for OF arm vs. 1 month for PN arm (HR=1.31(0.88-1.94) for global health,
1.58 (1.06-2.35) for physical functioning, 1.19 (0.80-1.77) for fatigue). In
as treated analyses, adverse effects are numerous in PN arm vs OF arm
(p-value= 0,0122).

Conclusion / Discussion: Parenteral nutrition did not improve health-
related quality of life deterioration-free survival among palliative cancer
patients. Our findings do not support the use of parenteral nutrition for
these patients.

This project has been funding by the French National Cancer Institute
(INCa) through PHRC 2011.

FC16 Palliative Care for People with Cancer

Where Do Oncological Patients Die?

Gomez Bravo R.1, Sdnchez Gonzdlez J.C.2, Nufiez Garcia B.1, Morito
Aguilar A.M., Ruano Ravifia A.2, Tojar Grisolia T3, Provencio Pulla M.
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IMedical Oncology, Hospital Puerta de Hierro, Majadahonda, Spain,
2preventive Medicine and Public Health, Universidad De Santiago de
Compostela, Santiago de Compostela, Spain, 3Palliative Care, Hospital
Puerta de Hierro, Majadahonda, Spain

Cancer is one of the main causes of death and morbidity. Apart from giv-
ing active treatments, it is also very important an appropriate manage-
ment of symptoms at the end of life and caring how and where patients
die. Being able to determinate the place of death is considered as a qual-
ity of life (Qol) criteria, both for patients and caregivers. Some studies
have shown that patients usually prefer dying at home, instead of at hos-
pital, which often includes a more aggressive processing.

We conducted a retrospective observational study selecting all patients
with a first consultation in our hospital during 2014 and 2015, which died
before December 31st, 2017. We describe where patients died: acute hos-
pital, hospice or home. We aim to assess if there is any association between
the place of death and some variables such as time from last chemotherapy
(CT) to death or assessment by palliative care unit (PCU): hospital palliative
care unit (HPCU), hospice care home unit (HCHU) or none.

We have analysed information about 662 patients. Patients who were
not assessed by PCU, 19.5% died at home and 80.5% at an acute hospital
and those assessed by HCHU, 41% at home 30% at an acute hospital and
29% at a hospice. From those with a follow-up by a PCU less than 30 days
before dying, 19% died at home, 45% at an acute hospital and 36% at a
hospice; and those with more than 30 days follow-up, 36%, 27% and
37% respectively. Patients which received last CT in the last month of
life, 13% died at home, 76% at an acute hospital and 11% at a hospice;
by contrast, among those who didn’t received CT in the last 6 month of
life, 33%, 36% and 30% respectively.

Where patients die depends on several factors. In our study, an early
assessment by PCU and HCHU, increases the number of patients who die
at home. Supporting PCU could improve QoL at the end of life and a
reduction in hospital costs.

FC16 Palliative Care for People with Cancer

Effects of Corticosteroids on Quality of Life in Cancer Patients with
Advanced Disease and Short Life Expectancy

Paulsen @.22, Klepstad P3, Kaasa S.%, Aass N.#

1Palliative Care Unit, Telemark Hospital Trust, Skien, Norway,
2European Palliative Care Research Centre (PRC), Norwegian University
of Science and Technology (NTNU), Trondheim, Norway, 3Department
of Circulation and Medical Imaging, Norwegian University of Science
and Technology (NTNU), Trondheim, Norway, *European Palliative
Care Research Centre (PRC), Department of Oncology, Oslo University
Hospital, Oslo, Norway

Background: Corticosteroids (CS) are frequently utilized for symptom
control in cancer patients. Side effects from CS’s remains a concern,
including cognitive impairment and upper gastrointestinal discomfort.
Aims: The aim of this study was to examine quality of life (QoL), cognitive
function (CF) and gastrointestinal (Gl) symptoms in data from a randomized
placebo-controlled trial (RCT) assessing the analgesic properties of CS.
Methods: The primary RCT compared the analgesic effects of methyl-
prednisolone 16 mg twice daily or placebo for seven days in advanced
cancer patients. Inclusion criteria were >18 years, taking opioids for
cancer pain, and pain = 4 (numerical rating scale 0-10). QoL was
reported as change from baseline and assessed using the European
Organisation for Research and Treatment of Cancer Quality of Life
Questionnaire-C30 (EORTC QLQ-C30) (0-100). Assessments also included
the Mini Mental Status Examination (MMSE) (0-30) for CF, and items 1-5
of the Gastrointestinal Symptom Rating Scale (GSRS) (0-30) for upper Gl
symptoms.

Results: 49 patients were included in the RCT with a mean Karnofsky
Performance score of 67. The EORTC QLQ-C30 symptom items appetite*®
and fatigue* improved significantly by 25.5 (p=0.003) and 20.0 (p=0.003)

at evaluation Day 7 in the CS group compared to the placebo group,
respectively. Pain improved by 14.7 (p=0.05). The EORTC QLQ-C30 func-
tion items global health was improved by 18.7 (p=0.01), and role func-
tion by 17.4 (p=0.03). There was no difference in CF as measured by
MMSE. Gl symptoms (GSRS) were improved by 2.35 (SD 3.7, p=0.03) in
the CS group compared to placebo.

Conclusion: CS administration for seven days improved global health
and role function in addition to appetite and fatigue in cancer patients
with metastatic disease. Upper gastrointestinal symptoms, originally
included to assess side effects, were significantly improved by CS. CS did
not alter cognitive function as measured by MMSE.

*Previously reported

FC16 Palliative Care for People with Cancer

Assessment of Symptom Burden and Palliative Care Needs of Cancer
Patients at Diagnosis of Incurability and during the Course of Cancer
Treatment - Final Results of a Prospective Longitudinal Multicenter
Cohort Study of the Arbeitsgemeinschaft Palliativmedizin (APM)
Vogt J.1, Beyer F.1, Sistermanns J.2, Kuon J.3, Kahl C.%, Alt-Epping B.>,
Stevens S.6, Ahlborn M.”, Dieterich M.8, Heider A.%, Tienken M., Loquai
C.10, Stahlhut K.11, Ruellan A.12, Kubin T.13, Dietz A.4, Oechsle K.%,
Mehnert-Theuerkauf A.16, van Oorschot B.7, Thomas M.3, Ortmann
0.8 Engel C.*%, Lordick F.%, on behalf of the Arbeitsgemeinschaft
Paliativmedizin (APM) of the German Cancer Society (DKG)
1Universitares Krebszentrum Leipzig, Universitatsklinikum Leipzig,
Leipzig, Germany, Klinik fur Strahlentherapie, Kliniken Maria

Hilf, Ménchengladbach, Germany, 3Abteilung Onkologie und

Innere Medizin, Thoraxklinik Heidelberg, Lungenkrebszentrum am
Nationalen Centrum fir Tumorerkrankungen, Heidelberg, Germany,
4Klinik fur Hdmatologie, Onkologie und Palliativmedizin, Klinikum
Magdeburg, Magdeburg, Germany, *Klinik fiir Palliativmedizin,
Universitatsmedizin Gottingen, Gottingen, Germany, éKlinik fir
Internistische Onkologie/Hamatologie, Kliniken Essen Mitte, Essen,
Germany, “Klinik fir Hdmatologie und Onkologie, Stadtisches Klinikum
Braunschweig, Braunschweig, Germany, 8Universitédts-Frauenklinik
und Poliklinik, Klinikum Stidstadt Rostock, Rostock, Germany, °Klinik
fir Hdmatologie/Onkologie/Palliativmedizin/Schmerztherapie,
Klinikum Leverkusen, Leverkusen, Germany, 1°Hautkrebszentrum
Rhein-Main, Universitatsmedizin Mainz, Mainz, Germany, 1Praxis

fur Hdmatologie/Onkologie/Palliativmedizin, Immanuel Klinik und
Poliklinik Ridersdorf, Ridersdorf, Germany, 2Tumorzentrum,
Stadtisches Klinikum Karlsruhe, Karlsruhe, Germany, 3Abteilung

fir Hdmatologie/Onkologie/ Palliativmedizin, Klinikum Traunstein,
Traunstein, Germany, “Klinik und Poloklinik fur Hals-, Nasen-,
Ohrenheilkunde, Universitatsmedizin Leipzig, Leipzig, Germany, Klinik
und Poliklinik fiir Onkologie und Hamatologie, Universitatsklinikum
Hamburg-Eppendorf, Hamburg, Germany, '®Abteilung fiir Medizinische
Psychologie und Medizinische Soziologie, Universitatsmedizin

Leipzig, Leipzig, Germany, YKlinik und Poliklinik fiir Strahlentherapie,
Comprehensive Cancer Centre Main-Franken, Wiirzburg, Germany,
18Klinik fir Frauenheilkunde und Geburtshilfe, Lehrstuhl der Universitat
Regensburg, Caritas-Krankenhaus St. Josef, Regensburg, Germany,
BInstitut fir Medizinische Informatik, Statistik und Epidemiologie,
Universitat Leipzig, Leipzig, Germany

Background: Symptom burden and care needs of patients (pts) at the
time of diagnosis of incurable cancer and in the disease trajectory are
poorly studied. However, this information is required for optimizing the
integration of palliative care early in the course of incurable cancer
treatment.

Aims: The study aimed to assess symptom burden and palliative care
needs of patients at the time of diagnosis of incurable cancer and during
12 months follow-up.

Methods: A prospective non-interventional longitudinal multicenter
study was performed in 20 German centers, assessing pts with newly
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diagnosed incurable cancer. Pts received validated questionnaires
(FACT-G, SEIQoL-Q, PHQ-4, modified SCNS-SF 34, Distress Thermometer
[DT]) at the time of diagnosis (T0), and after three (T1), six (T2) and
twelve months (T3). Pts’ medical information was provided by their
treating physicians.

Results: Within two years (Oct 2014 to Oct 2016), 502 pts participated in
the study (281 male, 219 female, 2 unknown; mean age 64.2 years;
median ECOG PS 1 (T0)). Underlying diagnoses are: lung (219 pts), gas-
trointestinal (156 pts), head and neck (55 pts), gynecological cancer (57
pts) and malignant melanoma (15 pts). Pts reported significant distress
(DT scale =5): 67.1% (T0), 51.7% (T1), 47.9% (T2) and 48.7% (T3). Pts
described a broad spectrum of physical symptoms and care needs with
strong variations in intensity both between and also within the different
tumor entities. Most common symptoms reported over the course of
disease were asthenia, pain, weight loss, side effects and nausea. Most
described care needs fall within the domains physical functioning and
psychological support.

Conclusions: A broad spectrum of symptoms and care needs were iden-
tified at diagnosis and over the trajectory of incurable cancer disease.
This emphasizes the importance of an early individualized support by
multidisciplinary palliative and supportive care services to provide an
adequate treatment for these patients.

FC16 Palliative Care for People with Cancer

Emotion and Symptom-focused Engagement (EASE): A Randomized
Phase Il Trial of an Integrated Psychological and Palliative Care
Intervention for Patients with Acute Leukemia

Rodin G.%23, Malfitano C.%, Rydall A.X, Schimmer A.%°, Marmar C.6, Mah
K.1, Lo C.%27, Nissim R.%2, Zimmermann C.128

1Princess Margaret Cancer Centre, University Health Network,
Supportive Care, Toronto, ON, Canada, 2University of Toronto,
Department of Psychiatry, Toronto, ON, Canada, 3University of
Toronto, Global Institute of Psychosocial, Palliative and End-of-Life
Care (GIPPEC), Toronto, ON, Canada, “Princess Margaret Cancer Centre,
University Health Network, Department of Medical Oncology and
Hematology, Toronto, ON, Canada, *University of Toronto, Department
of Medical Biophysics, Toronto, ON, Canada, ®New York University
Langone Medical Center, Department of Psychiatry, New York,

NY, United States, “University of Geuelph-Humber, Department of
Psychology, Toronto, ON, Canada, 8University of Toronto, Department
of Medicine, Toronto, ON, Canada

Background: Patients with acute leukemia (AL) commonly experience
significant traumatic stress symptoms as well as severe pain and other
symptoms from the illness and its treatment. However, they typically do
not receive psychotherapeutic or early palliative care support to address
these issues. We designed a novel integrated psychosocial and early pal-
liative care intervention called Emotion And Symptom-focused
Engagement (EASE) for this clinical group. EASE includes:

i) 8-12 psychotherapeutic sessions over 8 weeks (EASE-psy); and
i)  weekly screening of physical symptoms with triggered referral
to palliative care (EASE-phys).

Aims: To test the feasibility and preliminary efficacy of EASE over usual
care (UC) in a phase Il randomized controlled trial (RCT) in patients newly
diagnosed with AL.

Methods: Patients were recruited within 1 month of hospital admission
and randomized to EASE+UC or UC alone. We assessed traumatic stress
symptoms, physical symptom burden, and quality of life at baseline, 4, 8,
and 12 weeks. Between-group differences were evaluated using multi-
level modeling.

Results: Forty-two patients were randomized to EASE (n=22) or UC
(n=20), with 76% retention at 12 weeks. Predefined feasibility outcomes

were met: 86% of EASE participants completed =50% of EASE-psy ses-
sions (goal =64%); 100% received Edmonton Symptom Assessment
System (ESAS, modified for AL) screenings, 64% of whom completed
=50% of planned screenings (goal =50%); and 100% who scored =4/10
on any physical ESAS-AL item had =1 meeting with the EASE-phys team
(goal 100%). EASE patients showed significant improvement compared
to UC patients in traumatic stress symptoms at 4 and 12 weeks and in
pain intensity and interference at 12 weeks (p’s<< .05).

Conclusions: EASE is feasible in patients newly diagnosed with AL and
shows promising efficacy. These results warrant a larger RCT to provide
rigorous evidence for its effectiveness with AL patients

FC16 Palliative Care for People with Cancer

Quality of Life, Symptom Burden and Needs of Newly Diagnosed
Incurable Advanced Cancer Outpatients of Comprehensive Cancer
Centers (EVI Project) - Baseline Data from a Prospective, Multicenter,
Mixed-methods, Sequential Control Group Study

Siemens W.%, Schoensteiner S.2, Schaekel U.3, Bardenheuer H.J.%,
Eschbach C.5, Viehrig M.6, Becker G.%, Gaertner J.”

IClinic for Palliative Care, Medical Center, University of Freiburg,
Faculty of Medicine, University of Freiburg, Freiburg, Germany,
2Department of Internal Medicine Ill, University Hospital Ulm, Ulm,
Germany, 3Department of Internal Medicine V, University Clinic
Heidelberg, Heidelberg, Germany, *Center of Pain Therapy and
Palliative Care Medicine, Department of Anesthesiology, University
Hospital Heidelberg, Heidelberg, Germany, Department of Thoracic
Oncology, Member of the German Center for Lung Research (DZL),
University Hospital Heidelberg and Translational Lung Research
Center Heidelberg (TLRC-H), Heidelberg, Germany, ®Department of
Radiooncology, Palliative Care Unit, University Hospital of Tlibingen,
Tuebingen, Germany, ’Center for Palliative Care Hildegard, Basel,
Switzerland

Background: Early palliative care (EPC) in oncology is increasingly recognized
but information from large cohort studies about the PC needs are lacking.
Aims: To describe quality of life (QoL), symptoms and needs of outpa-
tients in German comprehensive cancer centers.

Methods: This cross-sectional analysis of baseline data is part of a pro-
spective, multicenter study (DRKS00006162, primary aim: feasibility).
We included adult outpatients with incurable advanced cancer diag-
nosed within the last eight weeks. Patients” QoL, symptoms and needs
were assessed with the Palliative Outcome Scale (POS, 0-40; 40=maxi-
mal burden), Hospital Anxiety and Depression Scale (HADS, 0-20;
>10=moderate or severe) and European Organization for Research and
Treatment of Cancer QoL Questionnaire-C30 (0-100; QoL and function:
O=maximal burden; symptoms: 100=maximal burden).

Quantitative data analysis was performed using R.

Results: Data from 481 patients (mean age: 62.4, female: 50.9%) were
analyzed. Descriptive statistics showed that patients’ overall burden was
low to moderate.

Yet, a closer look revealed that 41 (8.5%) patients were in the upper half
of the POS Score (>20) and the QoL of 89 patients (18.5%) was in the
lower quarter (< 26) of the scale. Anxiety was moderate or severe in 85
(17.7%) and depression in 98 (20.4%) patients. Role functioning was in
the lower quarter (< 26) of the scale in 180 (37.4%) patients. A number
of patients were in the upper quarter (>75) of the symptom scales:
fatigue (n=162, 33.7%), pain (n=88, 18.3%) and insomnia (n=101, 21.0%).
Physical symptoms were the most relevant problem reported in the POS
free text item (n=93, 26.8%).

Conclusion: A relevant number of patients had a low Qol, considerable
symptom burden and an impaired role functioning. This data highlights
the necessity of EPC and indicates that PC needs may be addressed by
different professions and as general or specialist PC.

Funding: Robert Bosch Stiftung: 11.5.1364.0055.0.
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EE3 Podium Discussion. How Does Integration of Oncology and
Palliative Care Change in the Light of a New Era in Oncology? A
Multiprofessional Challenge

No abstracts available

Digital Legacy Conference

SPS6 Digital Legacy conference

Do We Prepare Patients for their Digital Legacy? A Survey of Palliative
Care Professionals

Coop H., Marlow C. West Midlands Collaborative Actioning Research in
End of life and Supportive Care (WM CARES)

The Royal Wolverhampton NHS Trust, Wolverhampton, United Kingdom

Background: Social media is becoming a more prominent part of our
everyday lives. As a consequence we will be leaving a digital legacy after
death. Digital legacy is the digital information that is available about
someone following their death, which may include website or blog list-
ings, social media profiles, photos, videos and gaming profiles. Many will
find it a comfort that their legacy remains on social media but there can
also be negative consequences in relation to death, dying and bereave-
ment. This survey was carried out to establish whether we prepare
patients for their digital legacy within the West Midlands.

Methods: An online survey was sent to 11 hospices within the West
Midlands, UK, over a 6 week period in 2017. The survey was circulated by
the hospices to the doctors, nurses and social workers.

Results: 210 responses were collected (35% response rate). 96% had
never discussed digital legacy with patients. Reasons for not having
such discussions largely related to it not being considered, lack of
knowledge about digital legacy or it not being felt to be appropriate or
important.

Discussion: This survey of health and social care professionals shows that
we do not discuss digital legacy with patients. There is a potential unmet
need that we are not addressing for patients. There is an education need
across the region to raise awareness and confidence of digital legacy.

SPS6 Digital Legacy conference

Usque Twitterati ad Mortem

Minton 0., Norris J.2, Taubert M.3

1Brighton and Sussex University hospitals, Brighton, United Kingdom,
2Dead Social, London, United Kingdom, 3Velindre NHS trust, Cardiff,
United Kingdom

Aim: We wanted to share our experience to encourage more sharing of
data, opinions and joining a growing palliative MDT community online.
Methods: One of us (MT) has had global recognition for his letter to
David Bowie while others have had blogs in the BMJ supportive care
(OM). All of us use twitter and its interactive nature to promote a spirit
of unity and encouragement for end of life care more broadly. Given
twitter is a public forum this is not without some controversy but the
opportunity to discuss funding/ advance care planning / organ donation
and research updates, blogs.

Results: We all feel a regular and interactive presence online help our
professional lives - many opportunities have arisen from this - radio &
TV work aside - we have all been able to attend meetings where the
prior introduction has been made virtually. There is of course no abso-
lute scientific way of measuring “impact” but this is not that different
from a research paper but we do all the dopaminergic likes and retweets
to keep us motivated. We want to encourage others to be part of our
gang and to dilute the in-jokes and UK centric perspective although we
do have a southern hemisphere contingent the time difference does
limit us.

Conclusion: If one person has made a will or had a serious illness conver-
sation as a result of our presence then this has made everything

worthwhile. The untold actions can’t be counted but as public health
England like to believe - nudging goes a long way and with over 10,000
followers between us there will be impressions being made and while
we know it is all a dark art we do hope that some of those have led to
someone instigating a more concrete plan.

SPS6 Digital Legacy conference

Digital Legacy and Future Care Planning - Stories from a Cancer
Hospital

Taubert M.%2

1Cardiff University School of Medicine, Cardiff, United Kingdom, 2Digital
Legacy Association/ My Wishes, London, United Kingdom

The use of internet enabled devices by patients at the hospital;/hospice
bedside appears to be increasing. Digital connections are everywhere,
and can bring new opportunities when we are seriously ill. But what
makes a good digital death? And how can digital media bring meaning
during serious life-limiting illness?

In this talk, Dr Mark Taubert will outline his personal and professional
experience with patients, carers, researchers and fellow healthcare
professionals working in palliative care, and how since 2013 he has
tried to make good use of new media. The taboo around death and
dying is seemingly starting to crumble on Youtube, Instagram,
Facebook and Twitter with many more opportunities for us in pallia-
tive care to influence debate. How celebrities die, for instance, is
increasingly commented on, but Mark will also tell stories from the
wards and clinics, where people have asked him questions about
what they should do with digital content when faced with the end of
their lives.

Mark is a palliative care doctor at Velindre NHS Trust cancer hospital in
Cardiff (UK) and a senior lecturer at Cardiff University. He is national stra-
tegic lead for advance and future care planning in Wales and holds roles
with the Bevan Commission, Byw Nawr and the End of Life Care board in
Wales. Mark is a regular speaker and editor in areas relating to palliative
care, digital media, resuscitation and end of life care. He also contributed
to a BBC Radio 4 programme in the UK called “My Digital Legacy” in 2017
with the presenter Joan Bakewell.

Mark will illustrate a story of a patient he worked with who created digi-
tal legacy content in the form of videos and messages, to be viewed at
significant future dates in his family’s life. The journey to achieve this
was in many ways harder than achieving good symptom control and took
a significant emotional toll, but was what the patient truly wanted. The
story was reported on by BBC World in 2019, as part of a report about
digital legacy.

SPS6 Digital Legacy conference

Kids These Days: Caring for Parents Who Are Patients in the Internet
Age.

Strand J.

Mayo Clinic, Rochester, MN, United States

Discussion of the complexities in caring for parents who are patients in
the age of online patient support platforms, virtual grief support
groups and Dr. Google. This session will engage participants in a case-
based discussion of working with this patient population surrounding
topics such as

e  Finding information about death and dying online.
e Terminalillness support online
e Grieving online

Additional attention will be given to strategies for engaging interdiscipli-
nary resources in attending to these needs.



EAPC Abstracts

85

SPS6 Digital Legacy conference

Digital Legacy, Digital Assets and Advance Care Planning

Norris J.

Digital Legacy Association, Leighton Buzzard, United Kingdom
Presenting author email address: james@digitallegacyassociation.org

This abstract focuses on how the role of the healthcare and social care
professional is changing following recent changes in attitudes and
behaviours around end of life planning, death and the internet.

It will examine how professionals are embracing recent technological
and communicative developments to better support patients with their
digital assets and their digital legacy. It will question how technology is
changing the ways in which the general public plan for death and how
this relates to both advance care planning and documenting other
important areas within a Last Will & Testament. Case studies will lead to
a critical analysis around the impact of grieving online and the influence
and importance of digital dead.

Digital assets and digital legacy resources currently being used by clinicians
and the general public will be reviewed and discussed. Online planning
tools that assist patients and the general public to plan for their digital
death, and tools that enable the deceased to interact with their loved ones
‘into perpetuity’, will evoke ethical, moral and sociological questions.

The session will conclude with the question; “should conversations around
someone’s digital wishes form part of a holistic approach to advance care
planning or should this area be addressed somewhere else?”

Poster Exhibition
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Abstract number: P01-001
Abstract type: Poster

The Labour and Birth of a Perinatal Palliative Care Framework
Bengree L.%?, Cochran C.?

1Child Health, Southampton Children’s Hospital, Southampton, United
Kingdom, 2Naomi House Children’s Hospice, Winchester, United
Kingdom, 3Paediatric Cardiology, University Hospital Southampton,
Southampton, United Kingdom

Background: Around 5% of pregnancies are complicated by congenital
structural abnormalities, 15% of which are life-limiting or potentially

life-limiting. Over recent years it has become apparent that there is a
need for clearer palliative care pathways for this group of infants that
can begin prior to delivery.

Method: To establish seamless links between the multidisciplinary
teams within the tertiary centre and the district general hospitals (DGH)
through the design of the Perinatal Palliative Care (PPC) framework. This
supports facilitation of PPC and delivery closer to home, provision of
specialist input, advice and training to support teams within the region.
Results: With the implementation of the pathway, six families have been
supported with PPC in January to July 2018 (Table 1.0); this is a vast
increase on previous referral rates. Within the six cases the PPC focus
was the physiological symptom management of the infant, the psycho-
logical, spiritual, social and emotional support of the family both antena-
tally and postnatally. Bereavement and hospice support has been
instrumental in the facilitation and delivery of PPC.

Conclusion: The delivery of PPC framework has highlighted the bene-
fits of a more formal pathway to ensure that PPC is delivered effec-
tively and is used within PPC cases, where appropriate. The purpose of
the PPC framework is to enable clinicians to deliver consistent, high
quality care for families electing to continue pregnancy with a fetus
with a life-limiting condition, the development of advance care plans
and to help ensure uniform standards of care regardless of where the
baby is cared for.

Table 1.0 PPC outcomes.

Case Diagnosis Outcome
B1 Congenital Heart Died 7 days following
Disease delivery in DGH
B2 Trisomy 18 Died 1hr following delivery
in tertiary centre
B3 Renal dysplasia, Died 4hrs following

oligohydramnios &
pulmonary hypoplasia

delivery in DGH

B4 Congenital Heart Died 2hrs following deliver
Disease in tertiary centre
B5 Congenital Heart Remains alive 21 days later
Disease at DGH, discharged home
planned.
B6 Trisomy 18 Awaiting delivery

Abstract number: P01-002
Abstract type: Poster

A New Last Aid Course for Kids from 8-14 Years - A Pilot-test

Bollig G.2%3, Mainzer K., Fiedler H.5, Pothmann R.%, Barra F.¢

Palliative Care Team, Medical Department, South Jutland Hospital,
Sgnderborg, Denmark, 2Palliative Care Research Group, University of
Southern Denmark / Institute of Regional Health Research, Sgnderborg,
Denmark, 3Last Aid International, Schleswig, Germany, *Pediatric
Palliative Care Team (Kinder-PACCT), Hamburg, Germany, *Pediatric
Palliative Care Team, (Kinder Palliativteam), Frankfurt, Germany,
6Childrens Hospice Sternenbriicke, Hamburg, Germany

Background/aims: Last aid courses for adults have been introduced to
educate the public about Palliative care and to enhance the public dis-
cussion about death and dying (1,2). The aim of the present study was to
investigate the feasibility and acceptance of a similar approach adapted
to the needs of children.

Methods: Based on the Last Aid course for adults (1,2) a multi-profes-
sional working-group adapted the curriculum for children between 8
and 14 years. The first pilot-course was evaluated by oral feedback of the
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children after the course and a questionnaire filled out by the partici-
pants some weeks after taking part in the Last Aid course.
Results: 10 children between 9 and 14 years participated in the Last Aid
course that was held within 3 hours on one afternoon. 9 out of 10 par-
ticipants had experience with the death of family members. All children
stated that they would recommend the course to other children and that
also adults should participate in Last Aid courses. The children appreci-
ated the course and most felt somehow more prepared for a potential
death in their social network.

Conclusions: The results of the pilot-test are very encouraging. More

Last Aid courses for children will be taught within the next year. A scien-

tific evaluation with a mixed-methods approach will be part of the

pilot-testing-phase.

Literature:

1. Bollig G, Kuklau N. Der Letzte Hilfe Kurs - ein Angebot zur
Verbesserung der allgemeinen ambulanten Palliativversorgung
durch Information und Befdhigung von Biirgerinnen und Biirgern. Z
Palliativmed 2015; 16:210-216.

2. Bollig G, Heller A. The last aid course - a simple and effective concept to
teach the public about palliative care and to enhance the public discus-
sion about death and dying. Austin Palliat Care 1(2): id1010 (2016)

3. www.lastaid.info

Abstract number: P01-004
Abstract type: Poster

Looking Back to Move Forward: Cannabis Use in Children with
Life-threatening Conditions

Vadeboncoeur C.%%3, Doherty M.%23, Attala M.*

IMedicine, UOttawa, Ottawa, Canada, 2Pediatrics, CHEO, Ottawa,
Canada, 3Pediatric Palliative Care, Roger Neilson House, Ottawa,
Canada

Background: Used for centuries to treat insomnia, nausea, vomiting,
loss of appetite, epilepsy, pain and depression, benefits of cannabis
extracts are being studied in children. A systematic review of 11 studies
suggest benefit for treatment-refractory epilepsy. Synthetic cannabi-
noids are effective antiemetics in children undergoing chemotherapy.
Studies in chronic neuropathic pain have shown minimal analgesic
effect. One study of children with life-limiting conditions with spasticity
shows promise.

Aims: Describe the use of medical cannabis in children with life-threat-
ening or life-limiting conditions including benefits and adverse effects.
Methods: Review records of children followed by the palliative care
team and receiving medically prescribed cannabis products between Jan
2010-June 2018. Children using non-prescribed cannabis before or dur-
ing the study period were excluded. Effects were recorded using patient,
parent and physician comments.

Results: Cannabis was prescribed in 11 children (6 female) aged 3.2 to 18.9
years (mean 9.9) between 2014 and 2018. As an antiepileptic in 8 children,
62.5% experienced a 75% reduction in seizure frequency. In some cases
this effect faded after 4-6 months. Insomnia and sedation were reported
in 1 child each. Treatment of nausea and vomiting was successful in 1
child. Two children had positive results stimulating appetite and helping
treat their weight loss. One of these reported mild insomnia. In treating
pain, one child with neuropathic leg pain and another with abdominal
pain reported effectiveness with no adverse effects.

Discussion: Medical cannabis led to reduction (transiently) in seizure fre-
quency in children using cannabis for anti-epileptic effects. It had a posi-
tive effect on nausea/vomiting, pain and appetite in this small cohort of
children. Reported adverse effects included insomnia and sedation. In
future we will prospectively enrol children to determine clinical and
adverse effects in real time.

Abstract number: P01-005
Abstract type: Poster

Shaping the Future for Paediatric Palliative Care Patients with
Multidrug Resistant Bacteria: A New Inpatient Approach

Schmidt P., Hartenstein-Pinter A., Hasan C., Wager J., Zernikow B.
Paediatric Palliative Care Centre and German Paediatric Pain Centre,
Children’s and Adolescents’ Hospital Datteln, Department of Children’s
Pain Therapy and Paediatric Palliative Care, Witten/Herdecke
University, Faculty of Health, School of Medicine, Datteln, Germany

Background: Multidrug resistant (MDR) bacteria are an important
healthcare issue throughout Europe. Because children and adolescents
with life-limiting conditions (LLC) are particularly vulnerable to MDR bac-
teria and nosocomial infections (NI), much effort must be undertaken to
avoid new colonisations in these patients. An important concurrent aim
in the treatment of children with LLC is to maximize quality-of-life by
enabling social participation. In children with both MDR bacteria and
LLC, these two treatment goals are important considerations in the
ongoing challenge to prevent NIs without minimizing social participa-
tion. A new inpatient hygiene concept for pediatric palliative care (PPC)
patients with MDR bacteria, called PALLINI, has been developed. PALLINI
follows risk-adapted hygienic guidelines and at the same time enables
the patients to participate in the daily routine of the unit.

Aim: The current study aims to evaluate the safety and acceptability of
PALLINI.

Method: Over a period of two years (02/2018 - 01/2020), a surveillance
will be conducted to detect NiIs due to MDR bacteria. All patients on the
PPC unit will be screened for MDR bacteria at admission and discharge.
To investigate the acceptability semi-structured interviews with families
and staff members will be conducted.

Expected results: Results of the first 12 months of data collection will be
presented. We expect that the rate of NIs due to MDR bacteria will be
close to zero and that PALLINI is accepted by families and staff members
as a safe and patient-friendly hygiene concept for patients who are colo-
nised with MDR bacteria.

Conclusion: Outcome of this study will be a safe hygiene concept with
regard to the prevention of NIs and at the same time a patient-friendly
approach that allows social participation. It will be transferable to other
settings, e.g. hospice, respite care or nursing homes.

The study is funded by the German Federal Ministry of Education and
Research (01GY1713)

Abstract number: P01-006
Abstract type: Poster

Hide and Seek: Discovering what’s Helpful for the Evidence Base
in Irish Children’s Palliative Care

Quinn C., Devins M., Twomey M., Mc Carthy S., Ling J., O’Reilly M.
NUI Galway, School of Nursing and Midwifery, Galway, Ireland
Presenting author email address: claire.quinn@nuigalway.ie

Research aims: Irish children’s palliative care (CPC) is an evolving special-
ity. There is a need to develop an evidence-based approach and in order
to do this in a systematic way, identification of the research priorities in
CPC in Ireland is required. Although Delphi studies have been under-
taken in several countries, findings are not transferable between coun-
tries due to a variety of factors including: different healthcare delivery
systems, varying policy initiatives, differences in geography and variation
in access to services.

Study design: The Delphi method is a consensus building approach to data
collection. Experts in CPC were identified by a steering committee and
were invited to participate to ascertain their opinion on the research pri-
orities nationally. This iterative process of data collection utilised ‘rounds’
to achieve consensus. Classic Delphi studies use four rounds, although
three is often viewed as sufficient to achieve consensus and avoid partici-
pant fatigue. The first ‘round’ aims to establish a list of topics or questions
which are then put forward in subsequent rounds through the use of ques-
tionnaires to seek group consensus relating to the relative importance of


www.lastaid.info
mailto:claire.quinn@nuigalway.ie

EAPC Abstracts

87

each topic. In general, surveys are used during the first round to establish
the key areas to be put forward for review in later rounds.

Results: Following a robust 4 round Delphi study, consensus was reached
between a group of key health care professionals and stakeholders in
CPC in Ireland (n =54 ) on the future research priorities. Findings from
this Delphi fit broadly into five themes: Needs Assessment (including a
database of children with life-limiting conditions, accurate prevalence);
Service Development; Policy; Education/ Training and Care Supports.
Conclusion: The wide range of topics emerging from the Delphi process
reflects the current lack of documented findings to support service
development and confirms the need for greater evidence within this
emerging specialty.

Abstract number: P01-007
Abstract type: Poster

Prospective Survey of Wellbeing and Quality of Life in Parents

and Siblings of Children and Adolescents with Life-limiting

Conditions in Palliative Home Care

Kuhlen M.%2, Dinkelbach L.%, Danneberg M., Gagnon G.%, Trocan L.%,
Dechert 0.1, Hoell J.13, Janf3en G.1

1Heinrich Heine University Duesseldorf, Dep Ped Oncology, Hematology
and Clin. Immunology, Dusseldorf, Germany, 2Klinikum Augsburg,
Children’s Hospital Augsburg, Swabian Childrens’ Cancer Center,
Augsburg, Germany, 3Martin Luther University Halle-Wittenberg,
Department of Pediatric Hematology and Oncology, Halle, Germany

Background: Pediatric palliative care aims to achieve best possible qual-
ity of life (QoL) for children and adolescents (CAs) with life-limiting con-
ditions (LLCs) and their entire family. However, data on the needs of
parents and siblings in the course of palliative care in the home setting
(SPPHC) are still lacking. Indeed, from a Public Health perspective, it is
important to realize needs, excessive stress and non-existing coping
resources of affected families to prevent secondary diseases.

Aim: To survey the needs, psychosocial burden and health-related QoL
in parents and siblings of CAs with LLC

Design and methods: Development and validation of surveys for parents
and siblings (for the latter based on existing instruments (KINDL-R,
LARES, SDQ-Deu; separated by age groups 8-11, 12-13 and 14-18 years);
assessment at three time points during SPPHC.

Here, we present preliminary findings of this ongoing, prospective longi-
tudinal survey.

Results: To date, 17 families participated in the parents’ survey at the
first two time points, of these 15 were mothers (88%). Median age was
40+8.8 years. The need for psychosocial support was highest at referral
(Wilcoxon’s Z=-2.2, p=.028), while the QoL increased and nursing bur-
den descriptively decreased over time.

In the siblings’ survey, 30 CAs participated (20 females). Median age was
13.3+4.7 years. Disease knowledge correlated significantly with psycho-
social wellbeing (p=.038); 27.6% of the siblings felt uninformed and
wanted to learn more about the LLC of the affected child. In comparison
to normative cohorts, siblings showed specific impairments in health-
related QoL but increased prosocial behavior (each p<< .05).
Conclusion: As part of SPPHC, knowledge about the needs of the entire
family of CAs with LLCs is inevitable. First findings of a prospective survey
point to an impairment of the psychosocial wellbeing and health-related
QoL of affected parents and siblings, which needs to be confirmed in
larger samples.

Abstract number: P01-008
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An Assessment of the Learning Needs in Paediatric Palliative

Care

Whitla L.%, Devins M.?, Molloy E.%3, Twomey M.?, O’Reilly M.?, Balfe J.2*
1Tallaght University Hospital, Dublin, Ireland, 20Our Lady’s Children’s

Hospital, Crumlin, Dublin, Ireland, 3Trinity College Dublin, Dublin,
Ireland, *LauraLynn- Ireland’s Children’s Hospice, Dublin, Ireland

Aim: To determine baseline learning needs of Paediatricians in Ireland
when caring for children with palliative care needs.

Methods: A survey of Paediatricians working in Ireland was conducted.
The Quality of Care Collaborative for Australia in Paediatric Palliative
Care Project Research Study Group Learning Needs Assessment tem-
plate was used with kind permission. Ethical approval was granted.
Results: One hundred and eleven people responded to the survey,
69.4% female. The majority were specialist registrars but almost half
were consultant paediatricians (45.3%). Almost all worked in a tertiary
(56.8%) or regional hospitals (36%). The median number of children
cared for with a life limiting condition per year was 10 (mean 19, range
0-200), and with palliative care needs was 5 (mean 7, range 0-50). The
median number requiring end of life care per year was 2 (mean 3, range
0-50), the estimated number of children who died was also 2(mean 3,
range 0-50), and those receiving specialist palliative care team input was
2 (mean 4, range 0-20).

Most had never had formal education in the paediatric palliative care
(56.8%), with some having completed a short course (8.4%). Areas of
future training that were ranked as highly important (percentage of
respondents) included: Preparing families for the death of their child
63.8%, Management of the dying child 63.8%, Pain management 57%,
Advanced care planning 55%, Other symptom management 47.5%,
Communication skills 47.5%, and Practical support 39.2%. Those sur-
veyed were also asked to comment on the challenges of their most recent
clinical interactions with children requiring palliative care support, a num-
ber of common themes emerged including communication, symptom
management and difficulty in coordinating community support.
Conclusions: This survey highlights the learning needs of paediatricians
and will inform the development of meaningful education sessions for
doctors who are caring for children with palliative care needs.
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Enhancing Perinatal Palliative Care at the Ottawa Hospital

in Collaboration with the CHEO Palliative Care Team, Roger
Neilson House Hospice, and the Community

Ashton G.2, Ferretti E.Z23, Reuvers E., Benoit C.% Van Zanten S.234,
Vadeboncoeur C.23*

10bstetrics and Newborn Care, The Ottawa Hospital - General Site,
Ottawa, Canada, 2Pediatrics, CHEO, Ottawa, Canada, 3Pediatrics,
uOttawa, Ottawa, Canada, “Pediatric Palliative Care, Roger Neilson
House, Ottawa, Canada

Background: Detection of life-limiting conditions (LLC) early in preg-
nancy provides parents months to anticipate death or an infant born
with severe challenges. Unanticipated problems after birth can lead to
immediate or early death. Intensive care does not always prolong life.
Palliative care provides holistic, family centered care, honoring the
needs of the infant and family. Women and families desire active involve-
ment in end-of-life discussions and care planning.

Many health care professionals (HCP) are uncomfortable with aspects of
palliative care including their knowledge base, counseling skills, and
facilitating decision-making. The care of severely ill infants can be chal-
lenging for both HCPs and parents. The decision-making process can be
overwhelming for families.

Aims: To enhance the quality of perinatal palliative care provided to
families experiencing a pregnancy with LLC.

1.  Consistent end-of-life care for infants with LLC and support to
women and families

2. Comprehensive communication of choices to parents

3.  Update educational resources
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Method: Plan-Do-Study-Act model.

Plan: Gather information from women and families experiencing the
diagnosis of LLC during pregnancy and from HCPs who care for them.
Feedback will be reviewed by two project members.

Do: Develop and implement strategies based on themes identified such
as system issues, patient care, and HCP competencies, including staff
education, review of patient information, revision of policy, and clarifica-
tion of liaison relationships

Study:

Outcome Measures:

e Increased patient satisfaction with services offered

e Obstetric team member statements of competency and system
improvement.

e  Palliative Care statements of system improvement.

Process Measures:

e  Palliative care offered to 90% or more of women who meet
inclusion criteria.
e Increased number of consultations to Palliative Care

ACT: Cycle will be repeated based on evaluation outcomes
Results of this ongoing process will be presented at the conference

Abstract number: P01-010
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Assessing Outcomes of Pediatric Palliative Care That Are Pivotal

to Patients and their Families

Ribbers S., Wager J., Zernikow B., Reuther M.

Department of Children’s Pain Therapy and Paediatric Palliative Care,
Witten/Herdecke University, Faculty of Health, School of Medicine,
Paediatric Palliative Care Centre and German Paediatric Pain Centre,
Children’s and Adolescents’ Hospital Datteln, Datteln, Germany

Background: The utilization of patient-centered outcomes is essential in
providing high quality healthcare. In pediatric palliative care (PPC), the
patients are not the sole focus of attention. Their families are always
included within the care setting. Together, the patients and their families
constitute the unit of care. To date, no validated multidimensional PPC
outcome tool focusing on the entire unit of care exists.

Aim: We aim to develop and validate such a multidimensional, patient-
and family-focused outcome tool for the use in PPC.

Method: Guided interviews with patients’ families and professional
carers were conducted to identify potentially relevant outcomes of
PPC. The interview transcripts were analyzed using qualitative con-
tent analysis. Next, the actual relevance of the identified outcomes
was quantitatively rated by patients’ families and professional carers
(on a scale of 0-10). Based on the outcomes rated as being relevant,
the first version of the new outcome tool was drafted. This new
measure is now being validated in a large sample of PPC patients
(parent and staff ratings) by means of face validity, usability and fac-
tor structure.

Results: The seven identified relevant outcome dimensions, namely
symptom control, quality of care, empowerment, relief, coping, nor-
malcy and security will be presented. They each consist of 2-15 constitu-
ent aspects and are thought to collectively influence the Quality of Life
of the unit of care. Each aspect obtained a mean relevance between 5.3
and 9.9 and was thus considered relevant. Preliminary data of the valida-
tion process will be presented.

Conclusion: The current data reflect the complexity of PPC. The chal-
lenge during the currently ongoing validation process of the assessment
tool is to capture this complexity while simultaneously realizing a rela-
tively short and easy to administer assessment tool.

The study is funded by the German Federal Ministry of Education and
Research
(funding code: 01 GY1717).
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Cancer-Bereaved Siblings’ Advice to Peers - A Nationwide
Follow-up Survey

Eilegdard Wallin A.%, Udo C.*2, Kreicbergs U.23, Lévgren M.%3

1School of Education, Health and Society, Dalarna University College,
Falun, Sweden, 2The Department of Health Care Sciences, Palliative
Research Center, Ersta Skéndal Bracke University College, Stockholm,
Sweden, 3Karolinska Institutet, The Dept of Children and Women’s
Health, The Childhood Cancer Research Unit, Stockholm, Sweden

Background and aim: Evidence favors sibling support as a standard of
care in pediatric oncology. The aim of this study was to explore cancer-
bereaved siblings’ advice to others with a brother/sister with cancer.
Knowledge about this can guide health care professionals (HCPs), fami-
lies, and others in providing sibling support.

Methods: This study derives from a nationwide survey in Sweden among
cancer-bereaved siblings. One hundred and twenty-five of the 174 par-
ticipating siblings responded to the open-ended question (response-
rate: 73%): “What advice would you give to others with a brother/sister
with cancer”,. The responses were analysed with content analysis.
Results: The siblings gave 257 pieces of advice which were sorted into
four categories. Be together encompassed around half of the advice and
related to being with the ill brother/sister, cherishing the time together,
supporting him/her, and saying important things before death, e.g., say-
ing goodbye or letting the brother/sister know that he/she will be
missed. Communicate openly related to the importance of talking to oth-
ers in the same situation and to seek professional support if needed.
Advice in Let go of guilt encouraged peers to make themselves heard
and show feelings even though they might feel guilt when doing so. The
category Live life as usual involved advice about the importance of living
as normal a life as possible, going to school, participating in leisure activ-
ities/hobbies, etc., as a way of taking care of oneself.

Conclusion: The key results in this study and a significant part of all the
advice given related to the relational aspect between the ill child and the
sibling during the period of iliness. They highlighted the importance of
HCPs, family, and others facilitating for siblings to spend time together
and communicate openly.

Funding: The Swedish Cancer Society, Galé Foundation, and the Swedish
Childhood Foundation.
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Use of Medical Cannabis in Paediatric Palliative Care

Reschke F.%, Schallner J.2, Nolte-Buchholtz S.*

1Briickenprojekt - Centre of Paediatric Palliative Care, Technical
University Carl Gustav Carus, Dresden, Germany, 2Department of
Neuropaediatrics, Technical University Carl Gustav Carus, Dresden,
Germany

Background: Medical Cannabis (MC) has become increasingly legal at
the state level in many countries and accessible even to children with
serious illness. This led to a high social acceptance and a huge interest in
its medical use in paediatric palliative care (PPC) patients. Despite this,
there is only little evidence about its use and benefits particularly for
children.

Aim: To evaluate the current use and potential benefits and risks of MC
use in PPC

Methods: An uncontrolled, monocentric, retrospective observational
study was conducted, including paediatric patients suffering from
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life-threatening conditions and receiving MC in between January 1st,
2013 and September 30st, 2018. The study population (N=48) received
specialized paediatric palliative care and cannabinoids for any reason.
The study focused particularly upon the active ingredients, indications,
duration, dosages, benefits and adverse effects.

Results: The patients’ diagnoses included complex neurological (32/48),
oncological (13/48) and other (3/48) diseases. Spasticity (40/48), emesis
(26/48) and agitation (25/48) were evaluated as the main indications for
the use of MC, which was given orally to all patients either isolated as
dronabinol (DRB) or cannabidiol or combined. DRB was given most fre-
quently (46/48) in a median dosage of 0.40 mg/kg/d (0.2 - 0.7 mg/kg/d).
Though in 7 cases no effect was seen, in total a promising therapeutic
effect was noticed (41/48). Drowsiness (20/48), nausea (17/48) and diz-
ziness (9/48) were the most frequent observed adverse effects. The
median duration of treatment was 246 days (5-1728 days). MC was
reduced or discharged only in three patients.

Discussion / Conclusion: In this study a benefit for the use of MC was
revealed for the bigger part of the patients. The main indication for MC
is spasticity due to neurological and oncological diseases. Controlled
prospective studies must be conducted to confirm these findings.

Abstract number: P01-013
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Vaccine Preventable Diseases (VPD) in Children’s Palliative Care

- First Report of the German PalliVac Study Group

Hauch H.%., Kimmig A.%, Kaestner J.3, Rohde M.%, Brunder P, Tretiakowa
1.1, Lieber K.>, Bockenkamp B.6, Hagenguth A.7, Scheer M., Berthold D.?
1Palliative Care Team for Children, University Children’s Hospital
Giessen, Giessen, Germany, 2Palliative Care Program, University
Children’s Hospital Tubingen, Tubingen, Germany, 3Palliative Care
Program, University Children’s Hospital Jena, Jena, Germany, “Palliative
Care, Kinder-Hospiz Dienst Saar, Merchweiler, Germany, *Palliative
Care, Bjorn Schulz Stiftung, Berlin, Germany, °Pediatrics, University
Hospital Charite, Berlin, Germany, SAPPV Briickenteam, DRK Heinrich-
Schwesternschaft e.V., Kiel, Germany, Kinder- und Jugendhospiz
Loewenherz, Betreuungsnetz fir schwerkranke Kinder, Syke, Germany,
°Medical Department V, University Hospital Giessen, Giessen, Germany

Background: In Germany, 33 pediatric specialised home palliative care
teams (SHPC) provide comprehensive support for children and adoles-
cents with life-limiting diseases. In 2017, a 12 year old non vaccinated boy
with severe delay of neurological development and progressive respira-
tory deficiency suffered from a varicella infection. He suffered from pneu-
monia and dyspnea. This was the first reported patient with a vaccine
preventable disease (VPD) in SHPC according to our knowledge so far.
Aims: Description of other cases of VPD to generate the base for the
prospective study. These data could allow appropiate counseling related
to vaccinations in pediatric palliative care.

Methods: Retrospective analysis of other VPD cases in Germany.
Results: 34 physicians (32 SHPC and 2 hospices of 12/16 German states)
answered. Overall 17 patients with a diagnosed VPD (group 1) were
reported. Most frequent VPD was influenza (64%), varicella (24%) and oth-
ers (14% e.g. diphtheria, pertussis, measles, pneumococcus and meningo-
coccus infection). Suspicion of VPD (group 2) was reported in another 17
cases (influenza 71%, pertussis 18%, rotavirus 18%). Average age of both
groups was 8,8 years (+-5,7). Distribution of IMPaCCT groups (1-4) was 5%
(1), 0% (2), 55% (3), 40% (4). Diagnosis was made clinically in 64%, sero-
logic testing in 29% and PCR in 59%. Severe symptoms (min. 1 to max. 5
points) were dyspnea (3,4 +- 1,5) and deterioration (3,8 +- 1,1). Main
complications for both groups were admission to intensive care unit (ICU)
in 29%, ventilation 20%, death in 6% and infection of a health care profes-
sional in 20%. Physicians agreed it could be helpful to prevent VPD (5=
strong to 1 = no agreement) with a mean score of 4,4 +-1,1.

Discussion: VPD could cause distressful symptoms up to ICU treatment
and death. VPD seems to play a certain role in palliative care in Germany.

Further investigation appears to be reasonable. Prospective phase of
PalliVac (DRKS: 00015045) will begin in 2019.
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Understanding the Education and Support Needs of those

Providing Children’s Palliative Care in Scotland

Malcolm C.2, McGirr D.%, Grant J.2

1School of Health and Social Care, Edinburgh Napier University,
Edinburgh, United Kingdom, 2Children’s Hospices Across Scotland
(CHAS), Edinburgh, United Kingdom

Aim: To identify the current and future education, learning and continu-
ing professional development requirements of staff and volunteers
working in children’s palliative care.

Design: Employing a qualitative exploratory design, data was collected
through focus groups to gain a better understanding of the following:

1)  education, learning and development opportunities currently
available;

2)  learning and development requirements including any unmet
needs;

3)  preferred learning methods and approaches; and

4) the wider role of children’s hospices in palliative care
education.

Results: A total of 79 participants took part in the project - 61 via
focus groups and 18 via an online survey - representing a wide range
of services and care providers including the NHS (acute and commu-
nity), children’s hospices, the voluntary sector, social care and educa-
tion. The findings were extensive identifying a number of learning
needs with particular importance being placed on communication
skills, end of life and bereavement care, managing complex ethical
dilemmas, and the emotional impact of working within children’s pal-
liative care. Participants proposed a variety of recommendations to
inform and influence the delivery of children’s palliative care
education.

Conclusion: There is a strong appetite for educational development in
children’s palliative care. This project contributes to the existing evi-
dence base surrounding the requirement for further development of
educational initiatives to enhance capacity and capability of the work-
force. Moreover, it advocates a national, standardised and accessible
approach to ensure children’s palliative care education is embedded
across all settings.

Abstract number: P01-015
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Challenges in Receiving Research Ethics Committee Approval

for Studies Involving Children and Young People with Life-

limiting Conditions and Life-threatening llinesses: An Analysis of
Research Ethics Committee Minutes and Correspondence with
Principle Investigators

Butler A.E., Vincent K., Bluebond-Langner M.

Louis Dundas Centre for Children’s Palliative Care, UCL Great Ormond
Street Institute of Child Health, London, United Kingdom

Background: Researchers working with children and young people with
life-limiting conditions and life-threatening illnesses (CYP with LLC/LTIs)
frequently identify research ethics committees (RECs) as a barrier to
their research. However, little is known about what concerns RECs in
research with CYP with LLC/LTls.

Aim: To explore the concerns expressed by RECs when reviewing stud-
ies involving CYP with LLC/LTIs, and how researchers address these
concerns.
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Methods: Data included REC-research team correspondence, specifi-
cally: REC decision letters, meeting minutes and researcher response let-
ters. Analysis was conducted using content analysis.

Results: REC decision letters and meeting minutes were available for 77
studies. For 27 studies, response letters from researchers were available.
Within the REC decision letters, 298 concerns were raised, 162 of which
were agreed to by chief investigators. In addition to general REC con-
cerns relating to research methodology, information sheets, and format-
ting errors, there were concerns specifically relating to CYP with LLC/
LTls, such as the need for clinical team involvement in recruitment and
appropriate ages for consent/assent.

Conclusions: Commonly, studies involving CYP with LLC/LTIs require
changes before they are approved by RECs. Many of these changes,
including formatting issues can be resolved easily with careful review
from the research team and peers before submission. More detailed
consideration is needed for the other concerns, such as consent pro-
cedures and recruitment strategies, to ensure the needs of CYP with
LLC/LTIs are adequately considered and to ensure that these concerns
do not present a barrier to getting research with this population
underway.

Funding:The authors disclosed receipt of financial support from The
National Institute for Health Research (NIHR) Collaboration for
Leadership in Applied Health Research & Care,Great Ormond Street
(GOS) Children’s Charity, NIHR-GOSH BRC &The True Colors Trust.
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Gastrointestinal Bleeding - What to Expect in Home-based
Palliative Care of Children

Gagnon G., Trocan L., Dechert O., Danneberg M., Hillebrecht M.,
Heythausen A., Janssen G.

Paediatric Oncology, Haematology and Clinical Immunology, Medical
Faculty, University of Duesseldorf, Duesseldorf, Germany

Home based palliative care of children has the goal of managing various
symptoms like pain or vomiting in the home setting. Many studies have
assessed different treatment options. Little is known about the symptom
of gastrointestinal bleeding in this group of patients. We aim to describe
the risk and outcome of gastrointestinal bleeding in pediatric patients
with a life threatening condition.

We conducted a retrospective, observational, monocentric study about
children currently being cared for by our palliative care team in a home-
based setting. The frequency of gastrointestinal bleeding, risk factors as
well as treatment with proton pump inhibitors and the outcome of these
patients were assessed.

Among the 64 patients currently under care there were 6 patients
with cancer, 58 children were diagnosed with a neurological disease
or disease with neurological manifestation. Patients age ranged
from 12 month to 22 years. None of the patients with cancer suf-
fered from gastrointestinal bleeding, while 23/58 children with neu-
rological disease (40%) were affected. 21 Patients had upper
gastrointestinal bleeding. Other symptoms present were seizures
(20/23) and pain (22/23). 19/23 patients received a proton pump
inhibitor, 18/23 were taken lbuprofen in case of pain or fever. 22
children had gastrostomy tubes. Bleedings could be stopped by
starting or increasing the doses of a proton pump inhibitor. No child
was referred to the hospital.

Children with a life threatening disease with neurological manifestation
have a high risk of upper gastrointestinal bleeding. Treatment with pro-
ton pump inhibitor might avoid a clinically significant bleeding with the
need of further intervention. Ibuprofen as a pain medication should be
avoided in this group of patients.
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Parental Dealing with DIPG in Children

Radlanski K., Hartwig M., Kordes U.

Pediatric Hematology and Oncology, Universitatsklinikum Hamburg-
Eppendorf, Hamburg, Germany

Background: Diffuse intrinsic pontine glioma (DIPG) in children is a dis-
mal disease with median overall survival (OS) of nine months, even with
primary treatment. Usually palliative care is involved. Open communica-
tion about death eases dying for children and surviving for parents.
Aims: This study establishes case reports based on parental confronta-
tion with DIPG. During the course of DIPG designated key points exist.
We determine specific needs of parents and children as well as typical
problems in interaction between families and care givers. The results
lead to recommendations and improvements for existing treatment
concepts.

Method: We conducted a problem-oriented guided interview followed
by a qualitative content analysis according to Mayring.

Results: 13 parents of 7 children (aged 5-16 years) were interviewed.
The children’s median OS was 8 months and 4 days. Palliative home care
was involved in 5 families.

Palliative care generally met the needs of the examined families. Parents
stated overall satisfaction and comfort regarding to most subjects (man-
agement of physical symptoms and support, provision of information,
family support, patient psychological care).

Communication about death is a relevant inductive category. Out of 7
children it was assumingly spoken openly to only one child. Two families
remained in mutual pretense. Two children were actively prevented by
their parents to have open communication. In two other cases the con-
cept remains unclear. All parents regret that they have not talked to their
children about death.

Conclusion: Parents are less burdened when palliative care is involved in
the treatment of their children’s DIPG. The overall load of statements
about not talking with children about their death meets the relevance of
this topic in literature. Concepts need to be established on how to rise
attention to the chances that open communication about death offers
for both children with life-limiting diseases and their families.
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What Challenges Exist for Paediatricians When Advance Care
Planning and How Might they Be Overcome?

Nohavicka L.%, Harrrop E.?

1Cardiff University School of Medicine, Cardiff, United Kingdom, 2Helen
and Douglas House, Oxford, United Kingdom Presenting author email
address: laurakemp1304@gmail.com

Background: To provide the best care for patients with life limiting dis-
eases, clinicians must feel competent to complete paediatric advance care
plans (pACPs). In order to be competent, doctors and other members of
the multidisciplinary team must be aware of the challenges that exist for
them personally and professionally when advance care planning.

Aims: To identify the challenges that exist for paediatricians of all train-
ing grades who are not intensivists or level 4 trained palliative specialists
when creating pACPs.

Methods: A mix methods study conducted within the Oxford Deanery.
Paediatric trainees and consultants who met the inclusion criteria within
the Deanery were emailed a questionnaire to complete about their
experiences with pACPs. Those who completed the questionnaire were
offered the opportunity to participate in semi-structured interviews for
more in-depth qualitative analysis.

Results: 45 people responded to the questionnaire (response rate
17.8%). 25 of those agreed to be interviewed (55.6%). 11 semi-struc-
tured interviews were held. The most frequent challenges highlighted in
the questionnaire stage was time, both finding the right time for the
conversation (14.2%) and having enough time to conduct the
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conversation (8.3%), followed by prognostic uncertainty (12.8%). The
interviews highlighted key themes of the challenges experienced: what,
who; when and how. The most prominent challenges were concerns
about the timing of pACP conversations, and how to conduct them.
Conclusion: pACPS remain an emotive topic for paediatricians. Non-
palliative care paediatricians/non-intensivists have limited exposure to
pACPs, both within training and at consultant level. Most prominent
amongst the challenges identified were timing of the conversations and
uncertainty around the prognosis.

Education and training are potential ways to reduce the impact of these
challenges.
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Pediatric Palliative Care and Allogeneic Hematopoietic Stem Cell
Transplantation: The Experience of a Peaceful Coexistence

de Castro A.C.P., Kioroglo P, Delponte V.1, Rocha V.2, Gomes A.A.2,
Mafra A.B.B.2, Achette D., Borges A.P.d.S.%, de Carvalho L.F.G.L.%, Novis
Y.A.2, Forte D.N.1
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Medula Ossea, Sdo Paulo, Brazil Presenting author email address:
acpcastro@me.com

Background: Hematopoietic Stem Cell Transplantation (HSTC) offers a
chance to cure hematological neoplasms, but involves a high risk of com-
plications. Patients experience physical suffering, drawn-out hospitaliza-
tion and high levels of anxiety and depression, with a decline in quality
of life (QOL).

Aims: present the experience of the Palliative Care Team’s (PCT) integra-
tion to a HSTC unit at a tertiary hospital, following patients, family and
the healthcare (HC) team.

Methods: All allogeneic HSCT pediatric patients (from 0 to 17 y-0) were
followed from Feb. 2016 to Sept. 2018. PCT applied multidimensional
evaluation on every patient. The patients were followed by interdiscipli-
nary rounds, fitting the therapeutic care to their needs. When requested,
Psychiatry, Chaplaincy and others were active in the process. The HC
team was also supported by the PCT through everyday presence at the
facilities, individual attendances and didactic meetings.

Results: 29 patients - ranging from 3 m-o. to 17 y-o. (median 8) were
monitored. 21 had Leukemia (72,4%). Due to bad outcomes or disruptive
behavior from parents, in 11 cases the focus laid on handling conflicts,
through periodic meetings with the family.

Outcome: 11 deaths (38%), 3 before HSTC; 4 did not transplant; and 14
survivors. When death occurred, interventions to support goals of care
decisions, end-of-life care and grief-support were put in place.
Conclusion: Due to a large body of evidence, ASCO recommends the inte-
gration of palliative care (PC) to oncologic treatment in patients with
advanced cancer. In Onco-hematology, the integration is still incipient. This
project shows the scope of action and potential contribution that PC can
bring to HSCT, highlighting the role in supporting patients, family and HC
team, and conflict mediation. The integration of PC to pediatric HSCT pro-
vided focus on QOL improvement for patient, family and HC team, com-
bining interventions with sophisticated multidisciplinary coordination.
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Timing Is Everything- Initiating Advanced Care Planning
Discussions in Children with Severe Neurological Impairment
Lagan N.%2, Kelly S.%2, Mic Donald D.%2, Balfe J.12

1Department of Developmental Paediatrics and Neurodisability,
Tallaght University Hospital, Dublin, Ireland, 2Paediatric and Child
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Background: Children with Severe Neurological Impairment (SNI) have a
limited-life expectancy as a consequence of their medical complexity and
physical disability, secondary to their underlying aetiology. Initiating advance
care planning (ACP) discussions early with families supports the develop-
ment of trusting relationships, and an ethos of shared decision making in
addressing realistic treatment goals with an emphasis on quality of life.
Aim: To review the timing of ACP discussions with families of children
with SNI with a view to service improvement.

Methods: Retrospective chart review children with SNI attending a neu-
rodisability service

a.  who have died in the last ten years
b.  who are alive but have ACP discussions documented

Results: Nine children with SNI attending the neurodisability service
have died in the last 10 years. Full data was available on 8/9 children.
44% (4/9) had a diagnosis of Cerebral Palsy, 2 had cerebral malforma-
tions, 1 child had Batten’s disease, 1 a genetic abnormality, 1 early onset
epileptic encephalopathy. All children had epilepsy.

The age of death ranged from lyears 5month to 15 years 8 month. The
number of hospital admissions in year prior to death ranged from 2-6.
One child had a previous ICU admission. Timing of APC discussion varied
from few days to 10months before death. 50% were held in the month
before death. 71.4% (5/7) children died at home. Support from palliative
care was provided to all.

Current practice shows improvement, 16% (8/50) children attending the
neurodisability team with SNI have ACP plans in place. All discussions
have occurred in an outpatient setting, not at a time of acute deteriora-
tion. ACP hard copy is readily available in the hospital notes and shared
with relevant teams.

Conclusion: ACP discussions should be considered for all children with
SNI. This retrospective review has prompted service evaluation and fur-
ther quality improvement in this regard is planned.

Abstract number: P01-021
Abstract type: Poster

DNR in a Pediatric Patient: When to Bring it up?

Gabrani A.L, Obaid M.2, Hodock K.2, Boman J.2, D’Mello S.?

1Pediatrics, Rutgers New Jersey Medical School, Newark, United States,
2Joseph M. Sanzari Children’s Hospital, Hackensack, United States

Aim: Pediatricians often find it difficult to discuss end-of-life (EOL) and
comfort care with the families of patients suffering from terminal dis-
ease, delaying the transition to comfort care. We report a patient who
was placed on comfort case late in her disease.

Case report: An 8 year old girl, born prematurely at 25 weeks, with
global developmental delay, short gut syndrome, intractable seizures,
G-tube and tracheostomy dependence and hyperbilirubinemia (possible
1gG4 Cholangitis), presented with fever, tachycardia and increased tra-
cheostomy secretions for 5 days. She had multiple admissions for infec-
tions, jaundice, and decreased feeding tolerance in the past months
leading up to this admission. On presentation, her vital signs were: Pulse
147 bpm, Temp 102.6F, BP 100/64 mmHg, respiratory rate 35/minute,
oxygen saturation 96% on room air. Physical exam revealed icteric, non-
verbal patient with bilateral upper and lower limb contractures, unilat-
eral micropthalmia, tracheostomy with white secretions, clear lungs,
normal S1S2, firm hepatomegaly, hyper-reflexia, and grade 2 sacral
ulcers. She was admitted for severe hypernatremic dehydration, Serratia
urinary tract infection and end stage hepatic failure. On Hospital day
(HD) 10, discussion about EOL and comfort care was initiated with the
family due to worsening liver failure and seizures. The family required
multiple discussions regarding plans of care and comfort care. On HD 30,
medical team and family came to a consensus to provide comfort care-
,to alleviate discomfort from pain, agitation (with narcotic infusion) and
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air hunger. On HD 50, patient was pronounced dead; cause of death was
hepatic failure of unknown etiology.

Conclusion: This patient was an appropriate candidate for palliative care
early in disease course, but a late EOL discussion delayed comfort care.
This highlights the importance of early initiation such discussion by clini-
cians, for the best interest of the patient and for familial comfort.

Abstract number: P01-022
Abstract type: Poster

Making the Unvisible More Visible? A Retrospective Study

Identifying Children and Adolescents with Complex Chronic
Conditions Hospitalized in Brussels from 2010 to 2014 and their
Access to Specialized Palliative Care Teams

Friedel M.%2, Gilson A.3, Bouckenaere D.% Brichard B.3%, Fonteyne C.57,
Wojcik T4, Mahboub A.%, Lahaye M.33, Aujoulat 1.1

lInstitut de Recherche Santé et Société (IRSS), Université catholique
de Louvain (UCL), Bruxelles, Belgium, 2Institut Parnasse-ISEl, Haute
Ecole Vinci, Bruxelles, Belgium, 3Université catholique de Louvain
(UCL), Bruxelles, Belgium, *Fédération bruxelloise Pluraliste de

Soins Palliatifs et Continus asbl, Bruxelles, Belgium, >Département
d’Oncologie et d’"Hématologie Pédiatrique, Cliniques Universitaire
Saint-Luc, Bruxelles, Belgium, ®Hopital Universitaire des Enfants Reine
Fabiola, Bruxelles, Belgium, “Université libre de Bruxelles, Bruxelles,
Belgium, 8Pédiatrie, Cliniques Universitaire Saint-Luc, Bruxelles,
Belgium, °Faculté de Santé Publique, Université catholique de Louvain
(UCL), Bruxelles, Belgium

Background: Complex chronic conditions (CCC) are considered life-limit-
ing conditions requiring palliative care, which is provided in Belgium
through paediatric liaison teams (PLTs). Two such teams are operating in
the Brussels Region, where 8 hospitals have a paediatric department
that admit CA with CCC. The number and characteristics of CA facing
such conditions in Brussels are not known.

Aims: To compare over a 5-year period (2010-2014) the number and char-
acteristics of CA with CCC who were admitted in one of the 8 hospitals in
Brussels with those who benefitted from paediatric liaison care (PLC).
Methods: All International Classification of Disease-codes correspond-
ing to the list of CCC defined by Feudtner et al. (2001) were extracted
from the databases of the 8 hospitals with a paediatric department
and the 2 PLTs located in Brussels. Descriptive statistics were used to
calculate age and diagnosis categories, frequencies and lengths of
hospitalization.

Results: A total of 22,533 CA were identified through hospital databases
(group 1), 572 through the databases of the PLTs (group 2) and 384 CA
were identified both in the hospital and the PLT databases (group 3).
There was no significant difference regarding the distribution of age cat-
egories between group 1 and group 2. Regarding the type of diagnosis,
cardiologic conditions were most represented in group 1 and neurologic
conditions most found in group 2. Frequencies and lengths of hospital
stays were superior for CA who benefitted from liaison care than for
those who did not, especially for CA affected by cancer, suggesting that
CA who are also cared for by the PLTs are those with more severe
conditions.

Discussion / Conclusion: Only a small proportion (1,7%, 384/22,533) of
all CA with CCC that were admitted to a hospital benefitted from PLTs in
2010-2014. Our results call for a greater awareness and a more system-
atic provision of palliative care for children and adolescents with CCC.

Abstract number: P01-023
Abstract type: Poster

Allowing Hospital Death to Be a Choice, Not a Necessity
Barbour L.
University of the West of England, Bristol, United Kingdom

Aims: | aimed to explore the various reasons that families might choose
the inpatient setting as the place for end-of-life care.

Methods: A paper search was carried out using the EMBASE database,
identifying all papers that contained the key words (end-of-life, child,
hospital) and derivations of these. The abstracts of papers that sounded
relevant were reviewed, and a total of 31 papers were identified for full
review. The NICE guidelines for end-of-life care in children were also
reviewed.

Results: The review of the papers revealed a number of areas that need
to be considered when discussing end-of-life care with parents. Place of
death and place of end-of-life care are two important areas to parents,
although their importance has perhaps been overemphasised in the
past, as most retrospective studies report that parents felt it was the
care received rather than the place itself that was most important.
When making decisions, parents’ decisions about place of death may be
influenced by a number of factors, including cultural and societal expec-
tations, previous experience, support networks. Highlighted as key fac-
tors to making the experience of death in hospital a better one are the
importance of multi-disciplinary team care, having a good symptom care
plan and a good relationship with staff.

Conclusion: Whilst traditionally we have considered that home is the
preferred place of death, this is not always the case. For some families,
the preferred place may been in hospital, and there are a wide range of
factors that contribute to this. Collaborating with families to achieve
what is best for them is a key component of palliative care, and allowing
hospital death to be a choice rather than a necessity, or to be avoided,
should be part of this.

Abstract number: P01-024
Abstract type: Poster

‘Cold Bedrooms, Cooling Blankets, and Cuddle Cots’ Provided by
Children’s Hospices: Mapping Practice and Exploring Bereaved
Parents’ Experiences

Hackett J.., Fraser L.2, Beresford B.1

1Social Policy Research Unit, University of York, York, United Kingdom,
2|nstitute of Health Sciences, University of York, York, United Kingdom

Background: The ways parents are supported at the end of their child’s
life and after death can profoundly affect the grieving process. Within
children’s hospices cold bedrooms, cooling blankets and cuddle cots are
provided to enable families to be close and have unrestricted access to
their child after death. Such facilities are thought to support parents in
the initial stages of grief. However there is wide variation in practice and
almost no evidence to inform parents’ decision-making during advance
care planning.

Aim: We aim to map practice and explore parents’ experiences of using
these facilities - in the hospice or at home - and the perceived impact of
this on immediate and long-term bereavement.

Methods: This study comprises two stages. First a cross-sectional survey
of all UK children’s hospices to gather data on previous and current prac-
tice, followed by structured telephone interviews with heads of care to
identify reasons for inclusion of these facilities within the portfolio of
care and support (n=55). Second qualitative interviews with parents
(n=30) exploring stories of the early days of bereavement and the per-
ceived role of these facilities on immediate and long-term bereavement.
Survey data will be analysed using descriptive statistics, interviews using
narrative and thematic approaches.

Results: Here we report preliminary survey results. Current practice
regarding both the provision and usage of these cooling facilities is
highly variable across children’s hospices. For many these facilities were
not available for usage in the home. Hospices varied in the number of
days which families can use these facilities, ranging from 2 days to
entirely flexible, responding to family’s wishes. A number of factors
affected whether families used these facilities, including ethnicity and
religious beliefs.



EAPC Abstracts

93

Conclusion: Findings have implications for practice within children’s hos-
pices and also for statutory services who are beginning to offer this
provision.

Abstract number: P01-025
Abstract type: Poster

How and when to Introduce Specialized Palliative Care for

Children and Youths with Life-limiting Diseases - Development

of Screening Tools for Pediatricians and Palliative Care Teams

van Buiren M.%, Deckers M.., Felten P2, Hahn L.3, Kimmig A.4, Meyburg
J.5, Steinbach D.6, Barth M.”

1Department of Pediatric Hematology and Oncology, Center for
Pediatrics, University of Freiburg, Freiburg, Germany, 2Center

for Pediatrics, University of Mannheim, Mannheim, Germany,
3Department of Palliative Care, Medical Center University of Freiburg,
Freiburg, Germany, *Center for Pediatrics, University of Tuebingen,
Tuebingen, Germany, >Center for Pediatrics, University of Heidelberg,
Heidelberg, Germany, °Center for Pediatrics, University of Ulm, Ulm,
Germany, “Center for Pediatrics, University of Freiburg, Freiburg,
Germany

Background: Identification of children/families profiting from the intro-
duction of specialized palliative care (SPPC) is challenging for primary
care doctors as well as pediatric specialists. So far no screening-tool to
facilitate this decision has been established.

Aim: Within a multi-center study we aimed to develop a) a screening
tool for pediatricians to decide whether to contact a palliative care team
(PCT) in a given case and b) a semi-structured interview for PCTs to facili-
tate shared decision making with patients/families.

Methods:

SIPP - Screening for Indication of specialized Pediatric Palliative care:
Experts for pediatric palliative care and different pediatric subspecialties
developed the SIPP. To test performance 50 case-vignettes (real cases, dif-
ferent pediatric subspecialties) were designed. These were rated with the
SIPP through a) their authors, b) experts of pediatric palliative care not
familiar with the case and c) experts of the corresponding subspecialty.
SIAPP - Semi-structured Interview for Allocation of specialized Pediatric
Palliative Care:

Experts of pediatric palliative care developed a 20-30 min. semi-struc-
tured interview. For more than 80 referred patients in five centers, the
SIAPP was used for the first contact between PCT and patient/family. To
test inter-rater reliability two SIAP-based interviews were recorded,
transcribed, altered as to distinct items and rated by different palliative
care experts.

Results: As to the SIPP three items were identified with satisfactory per-
formance criteria: life-expectancy < 12 months, markedly increased
need of support and preference as to intensity of treatment. It proved to
be easily used and accepted within the daily routine.

SIAPP provided helpful guidance through the shared decision making
process.

Conclusion: SIPP and SIAPP are efficient and transparent tools facilitat-
ing the introduction of SPPC.

Abstract number: P01-026
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The “Children’s Life Walk” - An Extraordinary Campaign to
Capture Attention for CPC

Kraft S., Bieber A., Werner P,

Bundesverband Kinderhospiz, Lenzkirch, Germany

In summer 2018, the “Bundesverband Kinderhospiz”, Germany’s
national organization for Children’s Palliative Care, made their ambitious
visions come true: they set off for the “Children’s Life Walk”, a pilgrim’s

journey of more than 7000 kilometers, all around Germany, in 132 days.
With the objective to raise awareness for children with life limiting ill-
nesses and their families we travelled from one child hospice to the next
one.

Far more than 40.000 families in Germany will know the unbearable pain
of losing a child - worldwide there are even more than 21 million. Sabine
Kraft, Chair of ICPCN and CEO of the Bundesverband Kinderhospiz, is
spreading the idea of Children’s Life Walks all over the world. Visiting the
Congress of ICPCN in Durban in May 2018, she presented our “angel-
torches”, symbol of the Children’s Life Walk, as a gift for every member.
While the Bundesverband Kinderhospiz is proud to be planning the sec-
ond Children’s Life Walk for Germany, numerous countries are imple-
menting the idea themselves.

The impact of the very first Children’s Life Walk was incredible. It suc-
ceeded in gaining hundreds of supporters and volunteers for CPC all over
our country who joined us on foot, by bike, ship, plane, carriage, in
wheelchairs or even in a hospital bed. Above all, the campaign created
an outstanding wave of solidarity with affected families and provided an
enormous amount of public attention for CPC. Newspapers, radio sta-
tions, internet platforms and social media channels accompanied our
campaign over months and helped to make people perceive the situa-
tion of affected families and the urgent need for a reliable and highly
qualified network of help which was made visible by the Children’s Life
Walk. Furthermore, the campaign opened up sustainable possibilities of
raising funds for CPC - for the Bundesverband Kinderhospiz as well as for
our member children hospices, who reported back remarkable benefits
by joining the campaign.

Abstract number: P01-027
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Communication in Paediatric Palliative Oncology
Momber S., Phillips M.
Perth Children’s Hospital, Perth, Australia

Background and aims: International and national recommendations
identify best care of paediatric oncology patients to require exemplary
communication within and across the medical and psychosocial multi-
disciplinary teams (MDTs). Identification and continued review of patient
and family goals of care (GoPC) ensures family centred care. To achieve
ongoing family focussed best care, changes, aligned with reviews of the
child’s illness status, must be appropriately communicated to all involved
in their care.

Methods: To identify and improve documentation and communication
for patients with malignant disease at our institution, audit of all
deceased paediatric and adolescent oncology patients for 5 years from
January 2012 was performed. Audit identified documentation of medi-
cal decision-making including time; persons and place, for the cohort
including use of the national Death Review Form.

Results: 96 deceased patient notes were reviewed. Clear documentation
of medical decision-making following discussions with parents/carers
was found for 75 patients (78%). However, documentation content was
variable; difficult to retrieve from multiple volume notes and filed incon-
sistently. Gaps in departmental documentation mirrored those across
the institution and confirmed the need for a GoPC document to better
ensure appropriate communication of complex decision-making for all
patients. Development of an acceptable document, and policy, for hospi-
tal-wide use proved challenging with wider implementation delayed due
to various obstacles despite extensive education. After release of the
GoPC form, ongoing audit within the oncology department identifies
almost 100% uptake. Continued education and surveys confirm accept-
ability aligned with significant improvement in documentation and 100%
retrievability.

Conclusions: A GoPC form ensures best patient care with use encour-
aged to prompt and document appropriate medical decision-making
discussions for paediatric and adolescent patients.
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Good Sleep, Bad Sleep: Increasing the Clinical Applicability of a
Sleep Questionnaire for Pediatric Palliative Care - Final results
Dreier L.A., Zernikow B., Wager J.

Department of Children’s Pain Therapy and Paediatric Palliative Care,
Faculty of Health, School of Medicine, Witten/Herdecke University,
Witten, Germany

Background: The “Sleep questionnaire for children with severe psycho-
motor impairment” (SNAKE) identifies sleep problems in children with
life-limiting conditions by utilizing parents’ rating. It is based on the five
scales “disturbances going to sleep”

(1) “disturbances remaining asleep”

(2) “arousal and breathing disorders”

(3) “daytime sleepiness”

(4) and “daytime behavior disorders”

(5) Despite good reliability and validity, the clinical applicability of
the SNAKE is limited.

Aims: The aim of the current study is to define cut-off values for the five
SNAKE scales, thereby enabling identification of clinically relevant sleep
problems. In addition, the change sensitivity will be examined. Lastly, it
will be evaluated what constitutes a clinically relevant change defined
from the parents’ point of view.

Methods: Parents complete the SNAKE at the time of admission to the
pediatric palliative care unit. Additionally, a team of experts also assesses
the presence of a sleep disorder (gold standard) based on patient obser-
vations. Three weeks after discharge, a follow-up survey with the SNAKE
and another questionnaire is carried out.

Results: In initial analyses with n=61 children, preliminary cut-off values
could be defined for the scales “disturbances remaining asleep” and “day-
time sleepiness”. When the final data (N=100) are available at the end of
December 2018, it is expected that final cut-off values for all scales can be
determined through ROC analyses. Furthermore, statements can be
made as to whether the SNAKE can detect changes over time and which
changes in the sleep behaviour of a child are significant for parents.
Conclusions: It is expected that the final study results will help to opti-
mize the assessment of clinically relevant sleep problems in paediatric
palliative care. Results and methodological challenges in the implemen-
tation and evaluation of this project will be discussed.

The project is funded through Witten/Herdecke University.
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Polypharmacy in Children and Young People with Life-limiting
Conditions: A National Observational Cohort Study in England
Taylor J.%, Jarvis S.., Gibson-Smith D.%, Doran T.2, Hewitt C.2, Hills M.3,
Fraser L.1, Martin House Research Centre

IDepartment of Health Sciences, University of York, York, United
Kingdom, 2York Trials Unit, University of York, York, United Kingdom,
3Martin House Hospice, Wetherby, United Kingdom

Background: Children and young people (CYP) with life-limiting condi-
tions (LLCs) are likely to require multiple different medications during
the trajectory of their illness. Polypharmacy, which refers to taking sev-
eral medications concurrently, is sometimes appropriate but may also
occur when several clinicians are involved in a child’s care and when
medications continue when they are no longer beneficial. Polypharmacy
also increases the risk of adverse drug-drug and drug-disease interac-
tions, medication errors and non-adherence, and causes unnecessary
burden for families as they manage complex medication schedules.

Addressing what we call problematic polypharmacy is therefore a prior-
ity; however, we first need to determine the prevalence and patterns of
polypharmacy in this population.

Aims: To describe prevalence and patterns of polypharmacy in CYP with
LLCs in England.

Methods: A national observational cohort study in England including all
CYP (age 0-25 years) with a diagnosed LLC who are registered with a
general practice of up-to-standard data quality contributing data to the
Clinical Practice Research Datalink (CPRD) from 01/01/2000 to
31/12/2015. Polypharmacy, which for this study will refer to patients
who receive four or more different repeat prescriptions, was ascertained
using the prescription data in the CPRD per individual per year.

Results: Over the study period the percentage of CYP with LLCs who
received polypharmacy ranged from 21-29%. There was little difference
by age group with between 22-26% in each age category having polyp-
harmacy. There was marked difference by diagnostic subgroup with 57%
of those with an underlying respiratory diagnosis experiencing polyphar-
macy but only 33% of those with a neurological diagnosis.

Conclusion: This ongoing study shows that polypharmacy is prevalent in
CYP with LLCs. Further work to distinguish between problematic and
appropriate polypharmacy and how best to manage polypharmacy in
this population is required.
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Nationwide Structure for Integrated Children’s Palliative Care
Schuiling-Otten M., Huizinga C.%, Vallianatos S.%, Verhagen E.?
1Centre of Expertise Children’s Palliative Care, Utrecht, Netherlands,
2Dutch Association for Pediatrics, Utrecht, Netherlands

Aims: To create a nationwide structure for integrated children’s palliative
care (CPC) with substantive quality, coordination, and continuity.
Approach taken:

e 2012-2019: academic children’s hospitals develop CPC teams
which focus on organising integrated care from hospital to
home.

e 2013: Guideline ‘Palliative care for children’.

e 2014-2018: Development of 7 regional networks integrated CPC
with professionals in 15t/2"d/3rd-line care. Focus on coordination
and continuity of care close to home and increasing expertise.

e 2017: Individualised children’s palliative care plan. This plan, in
which advanced care planning is central, is used nationally.

e  2018: A national centre of expertise that provides a basis to pre-
serve the CPC-structure with expertise, information, training
and development is realised.

e 2018: Central point to support physicians in medical-ethical and
legal dilemmas surrounding the end of life of children.

Results: A nationwide structure for integrated CPC, CPC-teams and -net-
works coordinate the care in close collaboration with parents and CPC is
recognized as a specialized field of care by the government.

Established values since this structure:

1.  Acomprehensive and timely approach of the palliative process
from hospital to home with a focus not only on the medical
aspects but also psycho-social, pedagogical, spiritual aspects.

2. Not merely focusing on the ill child, but also on parents and
siblings.

3. Focus on health instead of illness, awareness that a child can
still be a child.

Conclusions: A model of integrated care, organised closed to home in
collaboration with families is implemented nationwide. Both CPC-teams



EAPC Abstracts

95

as regional networks seem to have an important added value for chil-
dren, their families and professionals. Furthermore, a process is acti-
vated that CPCis so much more than terminal care. The difficult dialogue
about ethical dilemmas is still challenging, but open. Five years ago, this
was inconceivable.

Abstract number: P01-031
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Sustainable Innovations in Children’s Palliative Care, Based on

the Real Patient Story!

Huizinga C.%, Gosliga F.2, den Outer B.3, Schuiling-Otten M.

1Centre of Expertise Children’s Palliative Care, Utrecht, Netherlands,
2Efexis, Amsterdam, Netherlands, 3jb Lorenz, Rotterdam, Netherlands

Aims: In order to improve Children’s Palliative Care (CPC), we must
understand the needs and wishes of families better. Therefore aims are
to gain insight in best practices and bottlenecks in CPC from the perspec-
tive of parents, and to evaluate developments from their point of view.
Moreover, we aim to translate their perspectives into new initiatives,
and gain awareness amongst policymakers on the needs of families
regarding CPC. Furthermore, by sharing stories from parents to parents,
a form of peer support is created.

Methods: A pilot study among 20 parents was conducted to test the
tool’s validity. We used the online, narrative collection tool SenseMaker®,
in which experiences of parents caring for a child in need of CPC were
captured. Respondents were asked what is significant about their story;
by interpreting his or her narrative, the parent acts as expert. The output
was qualitative information, indexed by the sources so that quantitative
data emerged without any external interpretation.

Results: During a pilot phase of two months, 17 narratives were col-
lected. The stories contained valuable information about both best prac-
tices and bottlenecks. Three main topics emerged: organisation of care,
communication and emotional impact. These topics and the feedback
from parents were incorporated in a final version. At the time of submis-
sion, the final tool is open for use. Parents can share their story online at
any time they wish. We expect to report results at this congress.
Conclusion: Based on the pilot results, we were able to design the final
version of the tool. In order to be able to translate families’ perspectives
into policy and to involve them in evaluating current developments, nar-
ratives are collected on a continuous basis. To create peer support, an
online platform on which the narratives are shared is being developed.

Abstract number: P01-032
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The Spiritual Dimension in Pediatric Palliative Care: How to
Approach it

Gavazzoni G.

Hospital Universitario de Gran Canaria, Palliative Medicine, Las Palmas
de Gran Canaria, Spain Presenting author email address:
giulia.gavazzoni@gmail.com

Background: Approaching spirituality in children with life/threatening
conditions considerably influences symptoms control and the way in
which the child and his family face the disease.

The task of facing spirituality in children is more complicated than in
adults because it is rather difficult for children to express their deepest
feelings, and rarely a teenager will invite us to talk about such personal
emotions.

Aims: To define a common guideline that instructs the multidisciplinary
team how to approach this deep dimension by using a tool or a framework
of action to guide and support our children to explore their spirituality.

Methods: Systematic qualitative review. Research strategy: Pubmed,
Ovid as electronic databases and analysis of grey literature.

Results: The study of different sources by different combinations of key
words revealed 28 articles responding to our inclusion criteria.

As we exposed in SECPAL International Congress 2018 (June 18, Vitoria,
Spain) any specific and validated tool was found for the assessment of spir-
ituality in children included in PC programs, but the analysis of these results
allow us to draw some general outlines to face this complicated sphere.
Discussion: We highlight 6 items to consider when preparing to explore
the spirituality of children:

- recognize and analyze the maturational level of the child in order
to choose the most appropriate communicative channel.

- all members of the multidisciplinary team can and should partici-
pate in the spiritual care of the child

- recognize the spiritual needs of the child

- use a validated tool to guide the interview

- consider behavior patterns as a form of communication of the child

- respect and facilitate the expression of religious beliefs.

Conclusion: This review highlights the necessity to continue training and
to rise awareness in order to help patients coping with the disease with
active acceptance, taking into consideration that it’s not so important
what tool we use, bout how we use it.
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Bereaved Parents’ Use of Fundraising and Media Coverage to
Influence the Provision of ‘Cuddle Cots’ in Paediatric Palliative

Care in the UK

Kerr-Elliott T.1, Oulton K.2, Gibson F.2

1Louis Dundas Palliative Care Team / Centre for Outcomes and
Experience Research in Children’s Health, lliness and Disability, Great
Ormond Street Hospital, London, United Kingdom, 20rchid, Great
Ormond Street Hospital NHS Foundation Trust, London, United
Kingdom

In the United Kingdom, there are considerable variations in post-death
practices regarding where a deceased child is cared for between the
time of death and funeral. Despite evidence demonstrating the impor-
tance of continuing to “be with” or “care for” their child after death, the
opportunities for families to do so are often limited. Portable “cuddle
cots”, which allow families to spend time with their deceased child at
home, or in hospitals or children’s hospices are available in some areas
but not in all.

This study investigates how media coverage has represented family’s
stories and subsequently is influencing practice.

Method: Collaboration with an online monitoring company enabled
quantative and qualitative analysis of data from online search results
using a variety of search terms. This was corroborated with live moni-
toring using the search term (cuddle cot/s”). Qualitative content anal-
ysis was conducted on articles and retrieved from mainstream and
social media referring to parents and the care of their deceased child.
Results: Trends emerging from the analysis show a dearth of evidence
regarding the use of “cuddle cots” at a service planning or policy level,
yet many examples of bereaved parents describe their use in positive
terms. Thematic analysis of the content of media stories identified a
variety of themes including: having time, parents identified the impor-
tance of having time to say goodbye; what helped, seeing the physical
deterioration of their child’s body was described in helpful terms; deci-
sion making, about their child’s post-death care; choice, wanting to fun-
draise for more “cuddle cots” for other families.

Conclusions: There is evidence that some bereaved parents are sharing
their experiences of post-death care via the media, subsequently
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targeting their fundraising efforts towards the provision of more “cuddle
cots”. This is already influencing service provision in some areas which
has implications for resources and the nursing workforce.

Abstract number: P01-034
Abstract type: Poster

Midazolam Use in the Last Two Weeks of Life in a Paediatric
Population

Anderson A.-K.%2, Caroline Menzes Research Team

1Royal Marsden Hosptial, Sutton, United Kingdom, 2Shooting Star
Chase Children’s Hospice, Guildford, United Kingdom

Midazolam is a widely used in paediatric palliative care, often as first line
for the management of seizures and agitation; at different doses. In the
2017 Association of Paediatric Palliative Medicine (APPM) formulary,
Midazolam dosing schedule changed due to concerns that the historical
dosing schedule was extrapolated from PICU settings- not from any new
published evidence. There was much debate regarding the dose changes
with small retrospective case series showing more than 50% of fitting
children at end of life needed a higher midazolam infusion range than the
new formulary dosing schedule. It could be argued at a second anticon-
vulsant may have provided benefit. Midazolam is one of the mainstays of
symptom management at end of life and the controversy around dosing
does not support and guide prescribers adequately in both prescribing
safely and ensuring adequate clinical benefit to children in their dying
phase. We therefore undertook a retrospective case review of all children
with cancer, under 18years of age at the time of their death, who died
under the care of a specialist paediatric palliative care team between the
period 1%t January 2012 and 31t December 2017. The aims of the study
were to determine the start doses and range, indications, clinical
response, adverse events (including time to death after administration)
and side effects of Midazolam (all routes) administered in the last two
weeks of life. 177 patient records were identified; 15 case notes were
excluded (4 to adult and 11 died out of area). 122/162 (75.3%) received
midazolam at some point in the last 14 days of their life. Of the 40 chil-
dren who did not receive midazolam in the last two weeks, 4 received
another benzodiazepine. The remaining data has been collected and is
due to be analysed. It is anticipated that this review provides some
insights in the interim but furthermore guides the development of a pro-
spective study on the use of midazolam in the children at end of life.

Abstract number: P01-035
Abstract type: Poster

Networking for Children’s Palliative Care: Shaping the Past and

the Future for Global Palliative Care

Downing J.%2, Murphy M.3, Nkosi B.1, Boucher S.%, Sithole L.%, Steel B.%,
Daniels A.2

lInternational Children’s Palliative Care Network (ICPCN), Durban,
South Africa, ZMakerere University, Kampala, Uganda, 3University of
Bristol, Bristol, United Kingdom

Background: Collaboration & networking are key to the implementation
of the WHA Resolution on palliative care. A global network was set up in
2005 to raise awareness of children’s palliative care (CPC), lobbying for
global CPC development, & sharing expertise, skills & knowledge.

Aims: To review the impact of the network prior to the development of
a new strategy for shaping global CPC.

Methods: Mixed methods review:

1)  of the 2015-2018 strategic plan;

2)  of activities:

3)  consultation - 37 stakeholder & 102 member surveys, & 11
interviews.

Results: The network has: >2,000 individual members & >350 organi-
sations; developed a strong global reputation; a unique role, with a high
level of expertise; committed staff; a clear vision; & made significant
progress towards its previous strategy, representing the voice of chil-
dren & their families. Achievements include: Communication:e.g.:
monthly newsletter, >11,000 Facebook followers, 2,475 Twitter & 265
Instagram; the International Children’s edition of ehospice has >700
users monthly, #hatson4cpc events in >25 countries, reaching >1.4
million Twitter impressions. Advocacy:representing the global voice of
CPC including global influencing with the WHO & Multilateral Agencies.
Research:developing, implementing & supporting global CPC research,
with >250 conference presentations & 65 papers published.
Education:7 elearning courses in 11 languages with 3,200 individuals
accessing from 124 countries; Face-to-face training to >1,000 partici-
pants from 22 countries. Strategic development:The network has con-
tributed to the development of CPC globally, although measuring its
impact is challenging.

Conclusion: The review demonstrated the impact of the network with
networking being pivotal to the ongoing development of CPC. The net-
work is the only global organisation working towards the global provi-
sion of CPC & is in a great position to drive ongoing changes and shaping
the future of global CPC.

Abstract number: P01-036
Abstract type: Poster

Palliative Sedation in a Regional Paeditric Unit: Frequency of
Practice and Characteristics of Patients and Sedation

de Noriega Echevarria I., Rigal Andrés M., Navarro Mingorance A,
Puertas Martin V., Pérez Martin M.A., Martin Jiménez L.,
Martino Alba R.

Paediatric Palliative Care Unit, Hospital Infantil Universitario Nifio
Jesus, Madrid, Spain

Background: Palliative sedation (PS) is used to avoid suffering due to
refractory symptoms. However, data regarding it’s rate of application,
characteristics and influencing factors in the paediatric population is still
scarce.

Aim: To describe the practice of PS in a Regional Paediatric Palliative
Care Unit (PPCU).

Methods: Descriptive retrospective study of the deceased patients
attended by a PPCU between Jan 2013-Dec 2017. Epidemiological vari-
ables included gender, age at death, type of disease, follow-up time and
place of death. In the patients receiving PS specific characteristics were
collected including: symptom prompting PS, drugs used, level of seda-
tion, type (continuous vs intermittent) or monitoring (symptomatic vs
sedation).

Results: 202 patients were included; 39 were excluded for missing
data. Amongst the rest, 20 received PS, 17 performed by the PPCU. 10
patients had oncological diseases and 7 neurological conditions. In 8
patients PS was applied at home and in 9 at the hospital. In 16 patients
it was applied in end of life situation (sedation in agony); in 15 it was
continuous and in 2 intermittent. The commonest symptoms for the
indication of PS were pain (11/17) and dyspnoea (10/17). Midazolam
was the commonest drug, used alone (10/14) or in combination
(4/14). Symptomatic monitoring was performed in all patients with
sedation monitoring performed in 4. No differences were found
between the patients that received PS and the ones that did not
regarding gender, age, follow-up time or being affected by cancer
against other diseases (p>0,05).

Conclusions: PS was practised in 12,3% of the patients. Pain and dysp-
noea were the commonest symptoms prompting it’s indication.
Midazolam was the drug used in the majority of cases, alone or in com-
bination. In this study, there were no differentiating factors between
patients that received PS and patients that did not.
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Abstract number: P01-037
Abstract type: Poster

The Impact of Psycho Social Support to Vulnerable Children

and Adolescents Living with Cancer in Increasing Access to
Treatment. (New Hope Children’s Hostel, a Kawempe Home

Care Experience - Uganda)

Gerever N.22, Guma S.34

1Program Manager, Kawempe Home Care, Kampala, Uganda, 2Board
Member, Palliative Care Association of Uganda, Kampala, Uganda,
3Executive Director, Kawempe Home Care, Kampala, Uganda, *Vice
President, Uganda Cancer Society, Kampala, Uganda

Background: Kawempe Home Care (KHC) is a not for profit organization
providing holistic care to persons living with HIV/AIDS, TB and Cancer in
Kawempe division Kampala City. According to the Uganda Cancer
Institute 7,000 children are estimated to develop cancer annually.
However Children face many psycho social problems as they seek treat-
ment from the only cancer treatment centre; Limited bed capacity, Lack
of food, transport, treatments fees and accommodation make carers
lose hope, go back home and stop treatment of their children.

Goal: Increase access to specialized cancer treatment and care for 300
vulnerable children & adolescents through provision of hostel services in
3 years.

Design and methodology: KHC established a referral & linkage system
with Uganda Cancer institute targeting children below 18 years from less
able families. Provided free accommodation, nursing care, Patient
Navigator, Psychotherapy, Play therapy, legal aid support, meals, trans-
port and social workers closely attended to children with special needs.
Results: Children’s Quality of life improved due to availability of quick
holistic palliative care services.

Free transport increased service demand and timely treatment access
for 302 patients in two years.

Carers being sure that they had where to sleep, sure of at least 3 meals
increased assurance to have more several treatment days for their chil-
dren and possible cure.

Lessons learned. Children with cancer have unique psycho social and
emotional needs that need special attention.

Children on chemotherapy tend to eat specific types of food than those
who are not on medication.

Majority of Children felt safe and comfortable at the hostel rather than
at home during the course of treatment.

Conclusion: Strong Psycho social support system using children’s hostel
model is a catalyst in increasing access to Care and improves survival
rates for children & adolescents living with cancers in limited resource
settings.

Abstract number: P01-038
Abstract type: Poster

Reaching out to the Disadvantaged: Shaping the Future of

Palliative Care in Lesotho and Mozambique

Nkosi B.1, Boucher S.2, Daniels A.3, Steel B.#

1ICPCN, Advocacy, Johannesburg, South Africa, 2ICPCN,
Communications, Durban, South Africa, 3ICPCN, Education, Durban,
South Africa, ICPCN, Administration, Chapter Court, Amery Hill, Alton,
Hampshire GUJF, United Kingdom Presenting author email address:
busi.nkosi@icpcn.org

Background: Lesotho & Mozambique are developing countries with high
incidents of HIV, Lesotho having the second highest prevalence in the
world. In 2017 Lesotho had 16 000 children living with HIV whilst
Mozambique had 13 000 in 2016. Though the actual number of children
with other serious illnesses is not known, hospitals see a significant
number of these children. For example Maputo Central Hospital in
Mozambique registers 9 to 10 children with cancer every month. Most

children with serious illnesses die prematurely as they present with
advanced disease or cannot afford the cost of treatment.

Aim: To integrate children’s palliative care (CPC) into the health care set-
ting to make it universally accessible thus relieving children’s suffering in
these countries.

Design: Programmes were designed to train health care workers in CPC
and integrate training into the government setting.

Results: In Lesotho, 27 health workers were trained in CPC in 2017, fol-
lowed by training of 10 trainers to cascade training throughout the coun-
try. To support integration of CPC, National Guidelines & a training
curriculum were developed along with registers to capture data for
M&E. In March 2018, 19 doctors & nurses from across the country, were
trained in CPC, developing implementation plans supported by technical
assistance & mentoring from trainers.

Lessons learned: Education on CPC is a core component of the WHA
resolution on PC & must include ongoing mentorship & supervision. The
philosophy of CPC can be applied in different settings & the same broad
approaches to CPC can be utilised resulting in holistic care of the child &
family. However, these programmes need to be culturally sensitive to be
accepted by the communities they intend to serve. Similar programmes
have been developed for other countries within sub-Saharan Africa thus
shaping the future of CPC within the region.

Funding: This programme was funded by the Open Society Institute of
Southern Africa (OSISA)

Abstract number: P01-039
Abstract type: Poster

Adapting the Dignity Therapy Schedule of Questions for

Adolescents, Ages 10 to 18 Years Old

Julio M.2, Antunes B.%234, Santos A.°, Faria de Sousa P, Sobral M.A.%,
Runa D.1, Chaves P.1, Gongalves C.%, Fareleira F.2, Silva Soares D.¢,
Chochinov H.”

1Equipa Comunitaria de Suporte em Cuidados Paliativos de Sintra,
Lisboa, Portugal, 2Centro de Investigagdo em Tecnologias e Servigos

de Saude (CINTESIS), Faculty of Medicine, University of Porto, Porto,
Portugal, 3Centro de Estudos e Investigagdo em Saude da Universidade
de Coimbra, Coimbra, Portugal, “Department of Midwifery and
Palliative Care, Florence Nightingale School of Nursing, King’s College
London, London, United Kingdom, 5PIN - Progresso Infantil (Centro

de Desenvolvimento), Porto, Portugal, ®Departamento de Cuidados,
Paliativos da Unidade Local de Saude do Nordeste, Braganga, Portugal,
’Department of Psychiatry, Manitoba Palliative Care Research,
Winnipeg, Canada

Background: Dignity Therapy (DT) is a brief, individualized intervention,
providing terminally ill adults an opportunity to conveying life’s memo-
ries and prepare their legacy, supporting sense of meaning and purpose.
Efficacy on adults’ quality of life, wellbeing and psychological suffering
has been well documented. It is likely that DT could benefit younger peo-
ple. Protocol adaptation is warranted.

Aim: To adapt the adult Portuguese DT schedule of questions for adoles-
cents (ages 10-18).

Methods: Four stages were followed (June-October 2018) in the first
phase:

1) initial adaptation of adult DT schedule of questions for
adolescents;

2)  expert committee panel analysis on adapted version;

3)  DT’s original author consult for accuracy;

4)  new expert committee consult for final consensus.

The panel was comprised of 20 members (some with common expertise
areas), previously introduced to the fundamental aspects of DT and
question protocol: 2 pediatricians, 6 adult or pediatric palliative care
physicians, 7 family physicians, 6 adult and children psychologists, 3


mailto:busi.nkosi@icpcn.org

98

Palliative Medicine 00(0)

pediatric palliative care nurses, 1 child psychiatrist. Comments were
sought on clarity, comprehensibility and ambiguity of each item; possi-
ble inclusion of other relevant questions or supporting ideas; building on
the DT session to improve legacy construction.

Results: DT’s original author endorsed the final consensus DT schedule
of questions, reinforcing that it captures the fundamental dimensions of
DT. There was 100% agreement on the final consensus version and
defined age group. To strengthen the process, a linguistic expert was
consulted and no changes were needed.

Conclusion / Discussion. We developed a DT schedule of 9 questions for
Portuguese adolescents. It appears to be clear and well-aligned with fun-
damentals of DT and could add additional value to pediatric palliative
care for adolescents, their families and friends. Next, we will test this
version with Portuguese adolescents using a qualitative approach.

Abstract number: P01-040
Abstract type: Poster

Barriers and Challenges for the Provision of Pediatric Palliative

Care in Mexico

Ramos-Guerrero J.1, Griineberg E.2, Pastrana T.3

1Palliative Care Team, Instituto de Seguridad Social y Servicios Sociales
de los trabajadores del Estado, Zapopan, Mexico, 2Department for
Palliative Medicine, RWTH Aachen University, Aachen, Germany,
3Department for Palliative, Medicine RWTH Aachen University, Aachen,
Germany

Background: Eighty percent of Mexican children diagnosed with com-
plex chronic conditions, who died, would have benefited from pediatric
palliative care (PPC). The development of PPCs in Mexico has its own
particularities given the geographical, social, political and cultural char-
acteristics. Although, extraordinary advances have been made in the last
decades, PPC in Mexico continues to be a challenge.

Aim: This study aims to explore the barriers and challenges for the provi-
sion of PPC in Mexico from the professional perspective of PPC providers.
Methods: An on-line survey based on the theoretical frame of Grol and
Wensing (2014) was conducted. 22 Mexican physicians and 3 psycholo-
gists identified as PPC providers in the entire country were asked to
participate.

Results: 22 out of 25 responded (Response rate=88%, women=61,9%).
40.9% pediatricians with PC training, 45.4% physicians (no pediatrician
with PC training), and 13.6% psychologists. 23.8% of the participants
work in a PPC-team, while 42.9% work in PC-adult teams, which also
attend children. Six key areas were analyzed, presenting the following
results: 1) Innovation: with resistance to change, lack of awareness/
understanding about palliative care, commitment. 2) Individual profes-
sional: Lack of training and opportunities for training 3) Patient/family:
Communication, complexity of the situation, unrealistic expectations 4)
Teamwork: Interaction between teams and between levels of care, work
overload 5) Organizational context: weak domiciliary network, lack of
human resources, lack of medicaments and medical technologies, lack
of reimbursement for PPC provision; and 6) Economic and political con-
text: Geographic distribution, poverty, cultural barriers.

Conclusions: Several barriers for the provision of PPC in Mexico were
identified. Training in PPC was highlighted as fundamental issue for the
advance of PPC in Mexico.

Abstract number: P01-041
Abstract type: Poster

Supporting a Paediatric Ward to Achieve ‘A Good Death’: A Case
Study

Marshall S., Dickie C.2, Whelan N.2, Prentice W.2

1Palliative Care, King’s College Hospital NHS Foundation Trust, London,
United Kingdom, 2King’s College Hospital NHS Foundation Trust,
London, United Kingdom

Aim: The majority of planned paediatric hospital deaths occur in inten-
sive care (PICU). The aim of this abstract is to illustrate some of the
issues and challenges involved in achieving ‘a good death’ on a paediat-
ric ward. Paediatric palliative care is a medical speciality in its own right,
however the number of specialist trained teams remains small. This
abstract illustrates how skills from an adult palliative care team are able
to support staff working in paediatrics.

Methods: A case study is presented.

Results: A was a 7-month-old boy with mitochondrial (multisystem) dis-
ease referred to the hospital palliative care team. His condition has a
maximal prognosis of 4 years and primarily causes neurological and liver
symptoms. As a result, nursing staff were mainly concerned about
potentially fatal or post-mortem bleeding.

The referral was to support the paediatric team to:

e Support medical and nursing staff around managing the death
of a child.

e  Establish ceilings of treatment, including DNACPR and ensuring
that A was not taken to PICU.

e  Control symptoms.

e  Support the family and ensure that their spiritual and cultural
wishes around end-of-life care were met.

Conclusion: This case study can be used to inform the practice of pallia-
tive care professionals working with paediatric wards.
Key issues were:

e  Staff support around documentation of DNACPR and other limi-
tations of treatment documentation

Nursing staff anxiety around last offices and EOL care

Anxiety about the cultural needs of families

Anxiety talking to families about death and dying

The need for staff debriefs before and after the death
Consideration of the development of innovative models of care
between adult and paediatric palliative care services to facilitate
effective support for patients, families and staff.

A died peacefully on the ward 7 days after referral.

Abstract number: P01-042
Abstract type: Poster

A Program of Study to Increase Research Access and

Participation by Children and Young People with Life-limiting
Conditions and Life-threatening llinesses and their Families:
Barriers to Research Access: Voices, Experiences and Solutions.

The BRAVES Project

Butler A.E., Vincent K., Bluebond-Langner M.

Louis Dundas Centre for Children’s Palliative Care, UCL Great Ormond
Street Institute of Child Health, London, United Kingdom

Background: Previous studies have found clinician gatekeeping to be a major
barrier to research participation for children and young people with life-limit-
ing conditions and life-threatening ilinesses (CYP with LLC/LTI). Little is known
about other barriers to research with CYP with LLC/LTI and their impact.
Aims: BRAVES is a programme of research aiming

1)  to explore barriers to conducting research with CYP with LLC/LTI
2)  todevelop solutions for overcoming these barriers.

Methods: The programme includes five mixed methods work packages
(WP):

(1) A systematic review investigating recruitment of CYP with LLC/
LTI to research;
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(2) Asurvey exploring views of paediatric palliative care (PPC) clini-
cians on barriers to research with CYP;

(3) Anational survey exploring the difficulties and solutions proposed
by chief investigators’ conducting studies with CYP with LLC/LTI;

(4) An analysis of correspondence between researchers conduct-
ing studies with CYP with LLC/LTI and research ethics commit-
tees (RECs);

(5) Interviews with REC members to understand their experience
of reviewing research with this population.

Results: Findings from three WP completed to date indicate that:

(1) recruitment information is consistently underreported (WP1);

(2) PPC clinicians identify the REC review process; time and
resources as well as clinician gatekeeping as barriers to
research (WP 2) and chief investigators identify funding, access
to families, and ethical and regulatory approval as barriers to
research with CYP with LLC/LTI (WP 3).

Conclusion: Clinician gatekeeping is a barrier to research with CYP with
LLC/LTIs but other barriers include resources and the ethical/regulatory
approval process. Findings from BRAVES will contribute to the develop-
ment of guidance for overcoming such barriers.

Funding: This research is funded by NIHR CLAHRC,The Health Foundation,
GOSH Children’s Charity,NIHR-GOSH BRC &The True Colors Trust.

Abstract number: P01-043
Abstract type: Poster

Yin & Yang - The Ethos of Paediatric Palliative Oncology

Phillips M.

Perth Children’s Hospital, Paediatric & Adolescent Palliative Oncology,
Perth, Australia Presenting author email address: marianne.phillips@
health.wa.gov.au

The diagnosis of cancer in a child results in physical, psychological, social
and spiritual needs and symptoms regardless of overall prognosis.
International recommendations identify the early integration of pallia-
tive care into paediatric and adolescent oncology practise ensures the
best outcome for patients and their families.

Pediatric palliative oncology (PPO) is an emerging field, integrating the
principles of palliative care into the illness trajectory from the time of
diagnosis. High quality assessment, communication and management of
symptoms by medical and psychosocial multi-disciplinary teams (MDTs)
provide the optimal care to children with cancer.

Through an embedded paediatric palliative oncology expert (EPPOE)
model, our institution has provided a statewide oncology service for
over 40 years. A strong ethos of clinical trials is supported by an inte-
grated palliative oncology service provided from within the department
by specifically trained, qualified medical and nursing leadership to
ensure expert guidance and support for all patients and staff. Patients
benefit from equitable care through a case-management model pro-
vided by specific interdisciplinary team members. Development of
departmental assessment and communication tools, utilised in parallel
to national frameworks and guidelines, facilitate a continuum of care
from diagnosis throughout treatment to outcome for approximately 100
new diagnoses or relapsed cases each year with overall outcomes
benchmarked to international standards. Targeted departmental and
community-based support is provided, regardless of location, for an
average 25 patients annually who require palliative support during end
of life phases and evidence-based bereavement follow-up provided to
the families. Ongoing involvement in national and departmental
research projects with departmental communication and bereavement
audits result in an evidence-based encompassing service and holistic
care for all patients and their families.

Abstract number: P01-044
Abstract type: Poster

The Use of Simulation Based Education in Interprofessional
Paediatric Palliative Care Education in a Tertiary Children’s
Hospital

Kerr-Elliott T.%, Barker F.2, Bayliss J.%, Brierley J.3, Cooke R.%, Craig F.%,
Downie J.1, du Pré P3, Moore Brooks D.%, Rajapakse D.%, Sidgwick P.*,
Skellett S.3, Ward L.1, Akers E.>

Louis Dundas Palliative Care Team, Great Ormond Street Hospital,
London, United Kingdom, 2Neonatal Transport Service, Royal London
Hospital, London, United Kingdom, 3Paediatric Intensive Care, Great
Ormond Street Hospital, London, United Kingdom, Paediatric Intensive
Care Unit, Great Ormond Street Hospital, London, United Kingdom,
5Clinical Simulation Centre, Great Ormond Street Hospital, London,
United Kingdom

Aim: Three highly evaluated education programmes have been developed
to address unique and challenging aspects of Paediatric Palliative Care;
focusing on communicating with families, compassionate extubation and
when a child dies. Each utilises a blended approach based primarily on
simulation based education (SBE), led by a multi-professional expert
faculty.

Design: All have been developed utilising inter-professional education
tenets, with interagency faculty and candidates: crucially, this imparts a
richness of experience, reflecting the wider systems supporting this
care. A particular focus is on complex communication, managing con-
flict, advanced care planning, symptom management, bereavement,
spirituality, care after death, and organ donation.

Utilising the experiential nature of SBE, the programmes have been
developed utilising the following; Training Needs Analysis: professionals’
views of the care they deliver, relevant literature, expert perceptions of
care delivery and parental feedback. Each course addresses unique
aspects of this highly complex and emotive aspect of care delivery.
Specialist trained simulation actors perform in parent roles to enable
exploration of care and communication: direct quotes are used to
deepen the experience.

Learning objectives: Candidates must; demonstrate complex and
challenging communication, gain a greater understanding of the range
of teams and systems involved, gain practical skills relating to Palliative
and End of Life Care and consider elements of Human Factors- each
should gain an insight into their own strengths and anxieties around
this care.

Results: Evaluation reflects Kirkpatrick Level 2; each programme effec-
tively meets learners’ needs; candidates can identify key aspects of prac-
tice to adapt.

Conclusion: Simulation is novel in Palliative and End of Life Care educa-
tion; the programmes described are effective in developing specialist
skills and knowledge required to support families and children.

Abstract number: P01-045
Abstract type: Poster

Specialist Children’s Palliative Care Service in Ireland Audit on
Malignant versus Non-malignant and Location of Death

O’Donoghue E., Hurley I., Jennings V., NiLaoire A.

Palliative Care, Our Lady’s Children’s Hospital, Crumlin, Dublin, Ireland

Background: Children’s palliative care is an evolving speciality interna-
tionally. The first consultant paediatrician with a special interest in pae-
diatric palliative medicine was appointed to a national tertiary paediatric
centre in Ireland in May 2011 along with a team of 1.5 WTE Clinical
Nurse Specialists in Children’s Palliative Care. This study undertakes to
compare referral patterns from Children with a malignant condition ver-
sus a non-malignant condition and location of death.
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Aim: To identify patterns of location of death of Children referred to
SPCT and implications on diagnosis and location of death between chil-
dren with a malignant condition versus non- malignant condition.
Methods: The medical records of all children referred to the palliative
care service who died between 01/01/2017 to 31/12/2017 were
reviewed retrospectively. Data collected included the number of deaths,
location of death and diagnose, adhering Categories of life-limiting and
life-threatening conditions from Category 1 to 4 as identified by Together
for Short Lives

Results: The audit revealed 20 (34%) of the children’s death were identi-
fied as Category 1 diagnosis, malignancies, the remainder 38 (66%)
deaths comprised of Category 2,3,4 diagnosis, non-malignant. There was
significant discrepancy in the findings on location of death depending on
initial Category of iliness at diagnosis. Showing Children with Category 1
iliness at diagnosis were more likely to die at home (75%) rather than in
hospital (25%). The Children with Category 2,3,4 iliness at diagnosis data
shown as follows the number of Children dying at Home (28%), Hospital
(62%), Hospice (5%), Other (5%, out of the country).

Conclusions: The National Model of Care for Peadiatric Healthcare
Services (2015), acknowledges most families wish to care for their Child
at home. Supported by the Hospital SPCT and Community Adult SPCT,
following the Children and Family, providing the End of Life Care in their
location of choice.

Abstract number: P01-046
Abstract type: Poster

Family Life Changes after Diagnosis of Chronic Complex

Condition: A Report of a Paediatric Palliative Care Team

Cancelinha C.22, Freitas F.1, Seabra S.1, Pleno P.1, Campos F.X, Namora
P, Pedruco A.1

Pediatric Department, Coimbra Hospital and University Centre,
Coimbra, Portugal, 2Faculty of Medicine, University of Coimbra,
Coimbra, Portugal

Background: Families of children with chronic complex condition (CCC)
experience persistent stress, requiring a constant adaptation process.

Aims: We aimed to evaluate:

i) the number of significant relatives/others directly affected by
the disease;

i) changes in marital status, unemployment or changes to work
hours, home relocation and need for psychological support.

Methods: Retrospective and descriptive study using demographic and
clinical data of children and adolescents (0-17y) with CCC, referred to a
paediatric palliative care (PPC) team between January 2016 and October
2018.

Results: We included 42 patients (52% male) with median age 6,5 years
(3 months - 17 years); 40% classified into group 4 (Together for Short
Lives classification); 24% died during the follow-up. The number of rela-
tives directly affected varied between 1 and 7 (median 3); 21% of par-
ents divorced/separated after CCC diagnosis. Parents were at significantly
increased risk of loss of employment than peers nationally (27% vs 7%)
and additionally 11% decreased total number of work of hours. 26%
families relocated homes and 4 children (10%) needed institutionaliza-
tion (in 1 case together with mother). 58% parents needed psychological
support and 11% were referred for psychiatry service. In 5 families
(12%), siblings needed psychological support (mainly due to behavioral
changes and scholar difficulties) and in 9 (21%) other relatives were also
referred.

Conclusion: Families of children with CCC experience a high incidence of
major life changes. Our results reinforce the importance of multidiscipli-
nary PPCteams, including psychologists and social workers. Understanding

these burdens helps health care professionals to provide appropriate
anticipatory guidance and support, ultimately improving children/fami-
ly’s quality of life.

Abstract number: P01-047
Abstract type: Poster

The Experiences of Health Care Professionals Caring for Children
with a Rare, Life-threatening Neurodegenerative Disease:
Fortune, Hope, Admiration, Peace, Satisfaction and Closure. A
Qualitative Study

Olsman E.22, Peeters C.3, Tio N.%

IMedical Ethics & Health Law, Leiden University Medical Center,
Leiden, Netherlands, 2Spiritual Care, Hospice Bardo, Hoofddorp,
Netherlands, 3Child Neurology, Leiden University Medical Center,
Leiden, Netherlands

Background: A rare, life-threatening neurodegenerative disease (RLND)
in children not only affects these children and their family members but
also their health care professionals. However, the experiences of profes-
sional caregivers have not been explored.

Aim: The objective of this study was to explore the experiences of pro-
fessionals caring for children/adolescents with a RLND.

Design: Semi-structured interviews were conducted with fifteen profes-
sionals, which were thematically analysed. Saturation was reached when
around twelve participants had been included and member checking
with participants was done.

Participants: 15 professionals participated in the study (4 male, 11
female). Five physicians, four nurses and six other professionals were
included (mean age, 49; range, 34-66; SD, 9.9).

Results. Six themes were identified.

1)  Fortune: participants felt the bad luck of children with a RLND
and their parents, while they felt fortunate because of their
own (family) lives.

2)  Hope: participants wanted to give hope to parents because of
the tragedy of the disease.

3)  Admiration: they felt admiration for how children coped with
their deterioration.

4)  Peace: when the child suffered from epilepsy or psychosis, car-
egivers struggled to bring peace by providing spiritual and bio-
medical care.

5)  Satisfaction: several participants stated how the fine-tuning to
(the wishes of) dying patients and their families (had) satisfied
them.

6)  Closure: in many interviews, interviewees addressed the death
of a child and how they found closure, such as by going to the
funeral.

Conclusions: The findings show the effect of a RLND in children on their
professional caregivers. Several of these themes have been addressed in
existential philosophy and spiritual care, which deserves more attention
in future studies.
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Background: Previous studies have shown that early specialist palliative
care support is of benefit to cancer patients, but that there is resistance
amongst cancer specialists to refer to palliative care services before
curative treatment options have been exhausted. A recent initiative in
adult cancer services has attempted to improve this situation through
the implementation of a framework of enhanced supportive care (ESC).
The subject is a tertiary level children’s hospital with both cancer ser-
vices and a dedicated specialist palliative care service that agreed to trial
this initiative within a paediatric cohort.

Aims: To increase the rate of early referrals by cancer teams to a special-
ist palliative care service through the implementation of a new shared
vocabulary of ESC and “poor prognosis”. The services aimed to ensure
that patients identified as having a poor prognosis were offered an ESC
referral within one week of the new prognosis being communicated to
the patient and family.

Methods (design, data collection, analysis): The vocabulary of ESC was
integrated into the Principle Treatment Centre (PTC) and an agreed defi-
nition of “poor prognosis” was developed in discussions between pallia-
tive care and cancer specialists. A “poor prognosis” checkbox was added
to routine data collection at ward rounds, with a status recorded for
every patient discussed. Those with new poor prognoses were tracked
until an ESC referral was offered.

Results: Of the 36 patients identified as having a new poor prognosis
between October 2017 and March 2018, 27 (75%) were offered an ESC
referral within the target timeframe.

Conclusion / Discussion: The project demonstrated the feasibility of
attracting earlier referrals to a specialist palliative care service through a
change of vocabulary and reconfiguration of service. Future work is
underway to attract referrals for all cancer patients admitted to the hos-
pital with a high symptom burden, irrespective of prognosis.
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Background: Most child deaths occur within the neonatal period. Most
of these happen in a neonatal intensive care unit (NICU) and often
involve difficult ethical decision making that can cause stress and moral
conflict.

Aim: This study investigates the support neonatologists and neonatal
nurses experience in end-of-life decision (ELD) making at the NICU.
Methods: A mail survey was sent to all neonatologists and neonatal
nurses of all eight Flemish Neonatal Intensive Care Units in May 2017,
Belgium. Respondents were asked to indicate whether or not they
agreed with 7 statements regarding personally experienced support on a
5-point Likert scale. All answers were analysed anonymously. Descriptive
analyses were done. We present the combined percentages of point 4
and 5 on the scale.

Results: The response rate was 63% (52/83) for neonatologists and 46%
(250/527) for nurses. There were 80% of neonatologists, compared to

32% of the nurses, that reported they have the possibility to express
concerns with respect to specific ELDs. In case of disagreement with a
specific ELD, 53% of the neonatologists and 65% of the nurses stated
they could choose not to be involved anymore for this case. Half of
nurses (55%) stated that the physicians do not take their opinion into
account when ELDs are made. 70% of both neonatologists and nurses
experienced increased stress when confronted with an ELD. Both neona-
tologists and nurses (90%) felt supported by their colleagues. They both
experienced insufficient psychological support in their unit for the staff
(50%).

Conclusion: NICU staff experiences support from their colleagues but
express a need for more psychological support. Half of the nurses stated
that neonatologists do not take their opinions into account regarding
ELDs. However, nurses may have complementary knowledge that could
be helpful. Further insights on how the psychological support and sharing
of relevant opinions between disciplines can be improved at the NICUs.
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Background: Children are faced with many health conditions from the
growing process as well as increasing incidences of Non-communicable
diseases (NCDs) which require palliative care interventions. These condi-
tions are associated with distressing symptoms, which are associated
with suffering and negative effects on their lives and family wellbeing.
Aim of the work: To provide onsite capacity building for staffs aimed at
improving capacity of hospital staff to assess, document, monitor and
manage pain.

Methods: Over a period of 12 months (March 2017 to March 2018),
clinical hospital staff of Mbale Regional Referral Hospital, longitudinally
assessed and scored pain for in-patients on 6 wards. We also collected
demographic and clinical data. The children and their care takers were
also asked reasons for their visit to the hospital.

Results: Data collected from the children’s ward showed that out of the
532 admitted children,43% suffered from Non Communicable
Diseases(NCDs)including;diabetes-3%,Sicklecell-6%, cancers-6%, cardiac
conditions-5%, kidney condition- 4% and cerebral conditions-3%. HIV
with co infections was 4%, diarrhea 7%, Malaria 14% and TB /pneumonia
at 21%. The remaining had abdominal pain, Fevers, and anemia. For 55%
of the patients, the main reason for visiting the hospital was pain and
fever followed by difficulty in breathing (12%) and diarrhea 8%.

Other symptoms for visiting the hospital included; body weakness,
Cough and running nose.

Conclusion: Over 50% of children admitted to the hospital suffer from
NCDs and other conditions that would benefit from palliative care and
should be included in palliative care interventions. There is need for more
awareness on improving pain and symptom management for children.
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