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Foreword

Dear Congress participant,
Welcome to the EAPC World Congress in Prague!

This Congress has all the ingredients that are needed to deliver high quality palliative care wherever you are in
the world. Whether this is your first Congress or if you are a regular attendee, | am sure there will be much in the
programme to whet your appetite. The beautiful old city of Prague is situated almost in the centre of Europe,
where flavours from east and west mingle with those of the north and south.

If 1 can draw on a cooking analogy, it seems that to produce the best quality meal; it is essential to combine fresh,
carefully selected ingredients, mixed with skill and knowledge, presented impeccably in a timely and well paced
way, and tempered with love and passion. Moreover, the very best meals are individualised to the palate,
preferences and appetite of the person. Likewise, in palliative care situations, the very best care is provided through
a combination of knowledge, skills and careful adjustment to the individual needs of patients and their families,
with sensitivity to timing (what is regarded as delicious for breakfast might not be so appetising for dinner). Sharing
the production of food and eating together is one of the features that make hospices and specialist palliative care
units so different from conventional clinical environments like hospitals. | have a memory of visiting hospices in
many countries, where the smell of fresh baking permeates the atmosphere, evoking the essence of homeliness.

Family members and other visitors often appreciate opportunities to drink and eat with patients — a normal social
ritual - that advanced disease can disrupt or destroy. It can provide opportunities to collectively mark symbolic
occasions — birthdays, anniversaries and religious events. For example, a birthday cake may enable family members
to gather at the bedside of the patient, including the dying person in the celebration - giving them both literally
and metaphorically ‘a taste for life! It is also one of the ‘simple things'that family members remark upon as special
about palliative care units and hospices compared to busy hospital wards. Palliative care is also building research
and clinical expertise in dealing with the distress caused by reduced appetite, anorexia and cachexia which may be
features of the final phase of life. In some parts of Africa, palliative care services provide access to essential food for
patients and families who would otherwise go hungry.

Sharing food is a profoundly social and cultural experience. Food is culturally imbued with meaning; it is an easy
way to learn more about the backgrounds and values of your fellow participants and of the Czech Republic. | hope
you will celebrate the opening of the Congress on Thursday 30th May by participating in the Get Together where
you can meet with old and new friends.

At the Congress, we will be launching the Prague Charter which calls for the acknowledgement of palliative care as
a human right. This builds upon previous EAPC initiatives such as Budapest Commitments and the Lisbon
Challenge. We welcome you to join with us in an international united effort to improve access to high quality
palliative care.

Professor Sheila Payne
President of the European Association for Palliative Care
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Foreword

Dear Congress participant,

We are looking forward to meeting you in Prague, for the 13th World Congress of the European Association for
Palliative Care. The congress theme is “Palliative Care - the right way forward’, and the topic of access to palliative
care as a human right will be visible throughout the scientific program as a major thematic thread.

The congress theme refers to the Prague Charter “Palliative Care: a human right" (http://www.avaaz.org/
en/petition/The_Prague_Charter_Relieving_suffering), which has been launched by the European Association for
Palliative Care (EAPC), International Association for Palliative Care (IAHPC), Worldwide Palliative Care Alliance
(WPCA) and Human Rights Watch (HRW). These organizations are working together to advocate access to palliative
care as a human right. The Prague Charter will be promoted throughout the congress program. The full text of the
Prague Charter can be found on the EAPC Prague Charter website (http://www.eapcnet.eu/Themes/Policy/
PragueCharter.aspx).

The Prague Charter urges governments to relieve suffering and ensure the human right of access to adequate
palliative care. Please support and sign the Prague Charter, while you are visiting the congress. So far, the petition
has been signed by more than 3000 persons, and we hope that this number can be increased considerably during
the congress!

The congress programme will discuss the gaps where this human right is not yet available, but also will discuss
different models and ways that are available in order to make palliative care available and accessible for everybody
who needs it. This discussion touches ethical, legal, economical, medical, and social challenges which all need to be
addressed. Plenary lectures will represent the user perspective, teamwork, culturally and economically appropriate
palliative care and the full range of palliative care throughout the disease trajectory from early integration of
palliative care to symptom control in the final phase of life, and from pediatric palliative care to palliative care in
patients with dementia.

The congress theme “Palliative Care - the right way forward” also mirrors the direction palliative care is heading to:
forward! Against the background of this forward movement topics such as new developments in symptom control
and service provision will be covered.

We are happy to see this forward movement also in the growth of the palliative care community which is mirrored
by the increasing number of congress participants and the quality of the submitted abstracts. As always the
scientific content of the EAPC congress will be co-designed by the participants themselves, and we are very much
looking forward to your input and the oral communication sessions and poster exhibition which will be building on
these abstracts.

Over the last years the EAPC congress became a popular and renowned forum for palliative care professionals from
all around the world. The internationality as well as the multi-professionalism of this forum calls for a scientific
program which is as versatile as the audience it is designed for. We are happy and honoured to take up the task to
create this program representing the many-sidedness of palliative care and we hope to meet the various interests
of you - the congress participants.

We are looking forward to seeing you in Prague!

Lukas Radbruch Ladislav Kabelka
Chair of the Scientific Committee Chair of the Organizing Committee

13th World Congress of the European Association for Palliative Care, Prague, Czech Republic, 30 May — 2 June 2013
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Plenary sessions

PL1.1

Twenty-five years revisited: have we been
faithful to our values and principles?

Schaerer R.
Joseph Fourier, Medecine, La Tronche, France

Comparing the current development of palliative care
(PC) in Europe with our original values and principles, as
inherited from C. Saunders and others, one can say that
we — as the PC movement — have been widely faithful to
our commitments and our dreams and, most likely,
beyond. Total pain of terminally ill patients has been, and
remains being, taken into account in its four dimensions
by interdisciplinary teams. PC structures have
dramatically increased and diversified in response to
patient and family needs. Clinical research is a major
branch of PC commitment. Education has been admitted
as an academic discipline and evaluated, both at
graduate and post-graduate levels. Three more
unexpected developments are noteworthy: 1) the wide

adoption by European states of national PC policies; 2)
the acknowledgement of PC as a medical specialty; 3) the
extension of the field of PC to non-terminal patients,
particularly to geriatric patients, and to conditions other
than cancer. Among the questions that could be raised,
three will be discussed: 1) Does the advent of PCas a
specialty detract in some way the diffusion of PCas a
common behaviour in every clinical practice? 2) Will the
development of national PC policies and official PC
organisations lead to a kind of neglect of dying people
and of questions about death and dying in society? 3) Are
we faithful to our humane condition when we admit, as a
historical and social reality, that euthanasia is now an
unavoidable fact that will exist beside PC? m
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Plenary sessions

PL1.2

Delirium at the end of life:
developing the evidence base?

Agar M.R.?3

'Flinders University, Adelaide, Discipline of Palliative and Supportive Services, Sydney, Australia
2HammondCare, Braeside Hospital, Palliative Care Service, Sydney, Australia
3University of New South Wales, South West Sydney Clinical Schools, Sydney, Australia

Background: Delirium in palliative care is prevalent and
distressing. Understanding clinical decisions in palliative
populations and delirium is crucial. The role of the
anticholinergic system is considered important in the
pathophysiology of delirium but has not been explored
in the palliative population. Therapies need to be subject
to robust trials to ensure net clinical benefit.

Methods: The talk will outline four studies and a
clinical trial with results to date. The first two studies
explored specialist and nurses’ views on delirium
management. Anticholinergic medication use as death
approaches and the association with symptoms, quality
of life, function and health service use was explored.

In the third, serum anticholinergic activity and its
association with delirium in advanced cancer was
explored. A clinical trial of risperidone, haloperidol

and placebo in delirium in palliative care illustrates
robust designs to determine net clinical benefit of
therapies for delirium.

13th World Congress of the European Association for Palliative Care, Prague, Czech Republic, 30 May — 2 June 2013
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Results: Significant variability in delirium care exists.
Anticholinergic medication is associated with reduced
function, dry mouth and difficulty concentrating, but not
health service utilisation or survival. Delirium occurrence
was not associated with anticholinergic medication or
serum anticholinergic activity. Comorbid illness severity,
benzodiazepine dose and the presence of cerebral
metastases on admission predict delirium.

Implications: Some of the variability seen in clinical
practice relates to an evidence practice gap with
implications for translation of the delirium evidence base
into practice; equally, there are some aspects of delirium
care unique to the palliative population. Anticholinergic
prescribing in palliative care has a potential impact on
function, symptoms and quiality of life, but not, however,
on delirium occurrence. Well-designed and feasible
randomised controlled trials can be conducted to
evaluate delirium therapies, and this can also be achieved
in the palliative population m
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Plenary sessions

PL 2.1

Human rights and palliative care: the
perspective of a public health physician

Martin-Moreno J.M.

Universidad de Valencia, Dep. Medicina Preventiva y Salud Publica

& Hospital Clinico Universitario, Valencia, Spain
Contact address: jose.maria.martin@uv.es

The notion of human rights implies that everyone
deserves a basic set of universal and inalienable freedoms
and entitlements to protect their dignity. European
societies have long understood access to healthcare
among these. Indeed, medicine and public health
embody the best of humanity: intelligence, cooperation,
solidarity and kindness. Doctors and healthcare
professionals are with us in the most vulnerable
moments of our lives — in birth and in sickness — and they
also usher us to death. This transition is, perhaps, one of
the greatest potential threats of all to human dignity.
Terminal illness, if unattended, strips individuals of basic
comfort, autonomy and personal freedom. Palliative care
restores these dignities, offering pain relief, spiritual
comfort and grief support. If healthcare is part of the
foundation of human rights protection, then palliative
care is a cornerstone, incarnating the principles that

underpin the concept of human rights. It enshrines the
objectives that modern medicine strives to achieve in all
fields: (i) patient-centred care rather than disease-centred
cure; (i) holistic attention to both physical and
psychosocial aspects; (iii) interaction with the social and
human environment; (iv) coordinated teamwork; (v)
objectives based on the patients’best interests; (vi)
humanisation of the relationship between patient and
doctor; (vii) comprehensive bioethical perspective; (viii)
dialogue-based practice; and ix) an intense vocational,
philosophical and empathetic nature. With all of this in
mind, and from a public health perspective, health
systems are compelled to include palliative care services
in their portfolio of basic health services. Death comes to
us all, and all wish to meet it with dignity and peace.
Universal, inalienable, egalitarian ... we all deserve the
protection that this human right offers to our passing m
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Plenary sessions

PL 2.2

EAPC News: the EAPC Atlas
(new edition of the EAPC Atlas

of Palliative Care in Europe)

Centeno C.

University of Navarra, Institute for Culture and Society.

ATLANTES Research Program, Pamplona, Spain
Contact address: ccenteno@unav.es

The second edition of the EAPC Atlas of Palliative Care in
Europe is the result of three years of work of the EAPC
Task Force on the Development of Palliative Care in
Europe working in partnership with the ATLANTES
Research Programme of the Institute for Culture and
Society (ICS) of the University of Navarra.

Our surveys have collected data on the national
development of palliative care (PC) in 53 European
countries from a variety of sources: leaders of PC in each
country, experts in national development of the
discipline, bibliography and other sources. A peer review
process has been implemented in order to improve the
quality of the information provided. With a rate of answer
of around 85% in the surveys, the Atlas will provide
country reports, thematic maps, and more graphic
information on a country-by-country basis. The diffusion
of data related to the development of PC at a national
level is the engine of that very development because it:
a) allows society to estimate whether a country’s citizens

13th World Congress of the European Association for Palliative Care, Prague, Czech Republic, 30 May — 2 June 2013
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receive adequate care when suffering from advanced and
terminal ilinesses and b) provides a comparison with
other countries in that region, so that healthcare
professionals, institutions and politicians can plan and
make strategic decisions in terms of the nation’s health.

The full second edition of the EAPC Atlas of PC in Europe
will be available in PDF format due to its excessive size
(approximately 500 pages in length). Consequently, we
offer this time a smaller edition (EAPC Atlas of Europe
Cartographic Version) in order to present the most
important information in thematic maps and one-page
graphic country reports. This information will be
accessible in multiple formats; for example, via the
internet and also in printed format to provide both
visibility and credibility. The free availability of maps

in diverse formats will enhance the use of the Atlas

in professional public presentations and will also

be effective in dissemination among politicians

and plannersm
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Plenary sessions

PL2.3

Dementia and palliative care

Volicer L.

University of South Florida, School of Aging Studies, Land O’Lakes, FL, United States

Contact address: Ivolicer@usf.edu

Palliative care for persons with a diagnosis (PWDs) and
their families should start at the time of the initial
diagnosis, but that does not exclude continuing efforts
for aggressive treatment of coexisting or intercurrent
medical conditions. Both PWDs and their caregivers need
support by explaining the diagnoses and their
consequences, and for future planning. Strategies for
decreasing the risk of dementia development should be
explained, and both PWDs and the caregivers should be
referred to support groups and activity programmes if
these are available. If pharmacological management is
indicated, it should be started as soon as possible. When
the dementia progresses to moderate stage, the
emphasis should be on management of behavioural
symptoms of dementia, which may decrease significantly
the quality of life of both PWDs and their caregivers.
Environmental and physical causes should be excluded
(especially the presence of pain), and a distinction
between agitation and rejection of care made. Since both

of these syndromes are aggravated by depression, PWDs
should be evaluated for the presence of depression and
effectively treated. Agitation may be managed by
appropriate levels of meaningful activities that are
provided as a continuous activity programme. In the
severe and terminal stages, the emphasis shifts to
medical issues, although behavioural symptoms may
continue. Medical interventions should correspond to the
goals of care, and both the benefits and burdens of these
interventions should be taken into account. Decisions
have to be made about cardiopulmonary resuscitation,
transfer to an acute care setting, use of antibiotics for
treatment of generalised infections, and tube feeding.
PWDs should be cared for in a comfortable environment,
in the presence of others, and using loving touch for
activities of daily living until death (for example, Namaste
Care). There is a need for continuous support of
professional caregivers and for bereavement support of
families after PWDs' death m
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Plenary sessions

PL 3.1

Team Work and Palliative Care

Speck P.W.

Kings College London, Cicely Saunders Institute, Palliative Care,
Policy and Rehabilitation, London, United Kingdom

Contact address: peter.1.speck@kcl.ac.uk

Aim: To explore the relevance of team work in palliative
care and any evidence of effectiveness.

Background: For many years, it has been recognised that
the changing needs of patients can best be met by a team
approach, in which a variety of health professionals with
different skill can collaborate to meet the range of needs
presented by people being treated in the community or
hospital. This is especially true within palliative care and is
reflected in many of the guidance and strategic
documents issued by governments, professional/
international bodies, and charitable agencies. A review of
the literature, however, indicates that the form and
success of that collaboration between professions and
disciplines varies and is reflected in the adjectives used to
describe the team: multi-, inter-, trans- and so on. Team
effectiveness is influenced by the relationships that exist,
leadership style, trust and respect between members, and
resources; a challenge reflected in the EAPC Mission
Statement of the need to ‘promote palliative care in
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Europe through ... multi-professional collaboration: A
team is essentially a group of people brought together for
a specific task and who work together interdependently,
taking ownership for the outcome. Leadership and
clarification of a task are key and will affect the skills mix of
the team, and how well they work together and achieve
satisfactory outcomes for any interventions made by the
team. While the study of teamwork has developed in
recent years, little has been done to examine the factors
contributing to effectiveness.’

Conclusion: | wish to examine the key components of
teamwork in palliative care — factors, which contribute to
mentally healthy teams or to dysfunctional teams. | also
wish to review some of the studies that seek to examine
team effectiveness and offer suggestions for maintaining
healthy teamwork within palliative care.?

References

1. Higginson 1J, Evans CJ. What is the evidence that palliative care teams improve

outcomes for cancer patients and their families? Cancer J 2010; 16: 423-435.
2. Speck P (ed). Teamwork in Palliative Care. Oxford: Oxford University Press, 2006.
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PL 3.2

EAPC News: the Prague Charter

Schmidlin E.R.

- Plateform Santé Haut-Léman, Equipe Mobile de Soins Palliatifs, Blonay, Switzerland

% Contact address: esther@makeithappen.bz

=

g

= The European Association for Palliative Care (EAPC), the healthcare and social policies that will ensure the relief of
International Association for Hospice and Palliative Care suffering through adequate access to patient-centred
(IAHPC), the Worldwide Palliative Care Alliance (WPCA), palliative care, wherever it is needed — whether in
and Human Rights Watch (HRW) have joined togetherto  hospital, a hospice, home or any other place of care.
formulate the Prague Charter to recognise access to This short presentation will examine the activities
palliative care as a human right. The Prague Charter that have led to the creation and launching of the
urges federal governments of all developing and Prague Charter, and will highlight options for future
developed countries around the world to implement advocacy work m
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Integrating palliative and oncology
care in advanced lung cancer

Jackson V.!, Temel J.2

"Harvard Medical School and Massachusetts General Hospital, USA,
Department of Medicine, Division of Palliative Care, Boston, MA, United States
2Harvard Medical School, Massachusetts General Hospital, Department

Aim: To improve care for patients with metastatic non-
small cell lung cancer through the introduction of
ambulatory palliative care at the time of diagnosis.

Methods: Patients were randomly assigned to receive
either early palliative care integrated with standard
oncological care or standard oncological care alone.
Quality of life and mood were assessed with the use of
the Functional Assessment of Cancer Therapy Lung
(FACT-L) scale and the Hospital Anxiety and Depression
Scale, respectively. The primary outcome was the change
in the quality of life at 12 weeks. Data on end-of-life care
and components of palliative care visits were collected
from electronic medical records. Quantitative and
qualitative methods were used to analyse the data.

Results: Patients assigned to early palliative care had
improved quality of life compared with those patients
assigned to standard oncological care alone (mean score
on the FACT-L scale). In addition, fewer patients in the
palliative care group than in the standard care group had

13th World Congress of the European Association for Palliative Care, Prague, Czech Republic, 30 May — 2 June 2013

depressive symptoms. Despite the fact that fewer
patients in the early palliative care group than in the
standard care group received aggressive end-of-life care,
median survival was longer among patients receiving
early palliative care.

Initial palliative care visits focused primarily on symptom
management and building rapport. Few patients
discussed advance directives at the first palliative care
visit.

In addition to symptom management, palliative care
visits focused on cultivation of prognostic awareness and
promotion of positive coping strategies.

Conclusions: Patients with metastatic non-small cell lung
cancer who received early palliative care had significant
improvements in both quality of life and mood. As
compared with patients receiving standard oncological
care, patients receiving early palliative care experienced
less aggressive care at the end of life and longer survival m
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Plenary sessions

PL 4.1

What happens to the ‘inbetweeners’ -
transition from children’s to adult
palliative care services

Marston J.M.

International Children’s Palliative Care Network, Management, Bloemfontein, South Africa

Contact address: joan.marston@icpcn.co.za

With advances in medical sciences and practice, children
with long-term, chronic conditions are often living past
the legal limit of childhood, even into their 30s. The
differences in service provision by children’s and adult
services are highlighted at this time, with many young
persons uncomfortable in adult services that are
predominantly geared towards older people with a
limited life expectancy. Added to this, often difficult
decisions regarding care, taken by parents and carers
during childhood, legally become the responsibility of
the young adult. Dreams of this age group, for loving
relationships, studies and work may be unrealistic for
many young people facing the challenges of increasing
disability and dependence.
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Some children’s hospice services have dealt with this by
extending their programmes to meet the needs of
young adults, with programmes, facilities and resources
geared towards improving their quality of life in a way
that will be acceptable to them. Some innovative
programmes have been developed by transition task
forces or teams set up in the UK. Where resources are
limited, care is community-based and one programme
cares for every age group, the different psychosocial
needs of the young adult may not even be considered.
This presentation will discuss present trends, existing
challenges, innovations in palliative care for young
people and proposals for the future m
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PL 4.2

EAPC News: EAPC and social media

Jackson A.P.

European Association for Palliative Care Onlus, Head Office, Milan, Italy

Contact address: avriljacksoneapc@gmail.com

Aims: Social media help the EAPC's aim to develop and
promote palliative care in Europe through information,
education and research. Our blog
(www.eapcnet.wordpress.com) aims to connect people
interested or involved in hospice and palliative care with
short, timely bursts of information from practitioners,
researchers and academics working in the field.

The blog drives traffic to the EAPC website by
highlighting news of task forces, publications,
recommendations, and so on. It strengthens
communication with our membership; promotes
research and other projects published in the EAPC’s
official journals; fosters debate, and highlights the global
need for palliative care.

Method: In February 2012, we set up a social media team
with representation from the Universities of Bonn and
Lancaster, and the EAPC board, membership and head
office. The blog is merged with the Central and Eastern
Europe and Former Soviet Union newsletter, and we
strive to achieve a balance of Eastern and Central
European content. One person manages the blog,
commissioning and editing articles, with the whole team
advising, commenting and approving content before
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publication. The blog is published on a WordPress site
linked to the EAPC website, Facebook and Twitter.

Results: So far, 127 posts have been published from 30
countries, with 30,474 views: Europe 73%, Americas 14%,
Asia 6%, Oceania 3%, Greater Middle East 2%, Africa 2%.
The five most popular posts are:

« What do hospices do or not do?

» On opioids and wisdom

« Use of opioid analgesics in treatment of cancer pain
 Deathbed tweets

« Big Five revisited.

Snappy titles, good images and opioids seem to
engage readers.

Conclusion: Excellent teamwork and the collaboration
of our membership and others help us to reach a
worldwide audience. There is substantial participation
and goodwill from contributors, and an increasing
number of unsolicited posts. Spontaneous debate is
growing - a recent post elicited 31 comments from five
continents. To encourage more contributions from
Eastern and Central Europe we now have limited funds
for translation m
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Plenary sessions

PL4.3

Spiritual care in palliative care: a
comparative analysis in Europe

Leget C.

University of Humanistic Studies, Utrecht, Netherlands

Contact address: c.leget@uvh.nl

Although palliative care is supposed to address the
physical, psychosocial and spiritual dimension of the
human person, many of those involved struggle with the
last of these four. The spiritual dimension is hard to grasp
due to a number of historical and cultural reasons. At the
same time, however, we see an increasing interest in this
‘fourth dimension’ of palliative care. Both scientifically
and culturally the number of studies and initiatives
related to spiritual care are growing rapidly.

In this lecture we will give an overview of the current
state of affairs of spiritual care in palliative care in Europe
by making three comparisons. These comparisons will
help to understand both the problems and possibilities of
developing spiritual care in Europe.

1) The first comparison is between times in history.
Europe is a multi-cultural phenomenon in transition
from modern to late- or postmodern culture. Many of
the particularities of this transition directly affect the
position of spiritual care in our days. Among these are
the decline of traditional belief systems and (religious)
communities, an increase in influences from other
cultural traditions, the growing impact of the economy
and the market on all sectors of society (including care
and science) and paradoxes like a call for robust
scientific research underpinning policy on the one
hand, and deep respect for individual spiritual
convictions on the other. In this new situation palliative
care has a special privileged position for the
development and study of spiritual care, being an
interdisciplinary enterprise concerning existential
issues in which different types of knowledge meet and
often clash.

2) The second comparison is between these types of
knowledge. One of the key elements of why spiritual
care is so hard to develop in a scientific way is because
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itis based on types of knowledge that differ radically
from scientific knowledge. Historically the study of
spirituality was part of theology, using the same
methodology as the humanities. Working within one
particular tradition it reflected on the lived experience
of people belonging to the same belief system. With
the development of social sciences in the second half
of the 19th century, and the rise of comparative
anthropological and religious studies the study of
spirituality started to include qualitative research
methods. In the context of healthcare, however, the
study of spirituality had to adapt to the dominant
medical ideal of knowledge which has a preference for
quantitative methods. As a result of this there is a great
disparity between the ones who are trained specialists
in spiritual care but have no empirical research
education on the one hand, and the ones who have a
research education but are not trained specialists in
spiritual care on the other. This results in many
problems in terms of understanding each other.

3) The third comparison is between countries in Europe.

Spirituality is indissolubly connected with culture and
Europe houses many different cultures. As a
consequence, again there are great differences
between European countries. Although the Catholic
South faces different problems than the Protestant
North, and although the place of religion in the
Western part of Europe has developed differently from
in Mid and Eastern Europe, the entire continent shares
the same challenge: a reinvention of the way questions
of purpose and meaning in life can be integrated in
palliative care. Against the background of the work of
the EAPC Taskforce on Spiritual Care — which is building
a platform for research, education and implementation
- some inspiring examples from specific countries will
be given of how spiritual care can be developed further
in palliative care.
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PL 5.1

Pain and symptom control
in dying patients/final phase

Nauck F.

University Medicine Gottingen, Department of Palliative Medicine, Géttingen, Germany

Palliative care (PC) aims to improve quality of life by early
identification, impeccable assessment and treatment of
symptoms and other needs in patients with advanced
and progressive disease. The dying phase has often been
claimed to be ‘underdiagnosed’ As a consequence, team
conflicts, ‘futile treatment’and insufficient symptom
control were reported. Pain and symptom control in
dying patients, particularly in the final phase, have been
one of the main foci in PC over many years. Treatment
options and standards were established. PC has had,
over years, a focus on patients with far advanced cancer.
Then the focus changed, on one hand, to an early
integration of cancer and non-cancer patients. This
comprises a broader spectrum of disease-specific and
symptom-guided interventions, with emphasis on
preparing patients and their relatives for foreseeable,
distressing clinical problems. On the other hand, PC has
focused on ‘peaceful’ dying for all patients. But what

13th World Congress of the European Association for Palliative Care, Prague, Czech Republic, 30 May — 2 June 2013
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does this mean? Burdens and suffering of patients and
relatives should be minimised. This is what patients and
relatives expect from us. Physical, psychosocial and
spiritual symptoms should be treated. Up to today, the
three-step analgesic ladder is seen as a guide for
initiating analgesic drugs and dosages that correspond
to the patient’s reported level of pain. Various new
opioids and formulations of opioids, and a greater
variety of application modes have broadened the range
of options. After years of undertreated symptoms, there
is now a danger of unreflected application of high doses
of strong opioids without a medical indication or the
application of sedatives to cope with difficult symptoms
at the end of life. Therapeutic decisions must reflect
probably conflicting issues of medical indication, ethics
and law. This is of particular relevance when treatment
preferences of patients are not known or in contrast to
those of the carersm
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Plenary sessions

PL5.2

EAPC News: the EAPC Research Network

Kaasa S.12

"Faculty of Medicine, Norwegian University of Science and Technology (NTNU), European Palliative
Care Research Centre, Department of Cancer Research and Molecular Medicine, Trondheim, Norway
2St. Olavs Hospital, Trondheim University Hospital, Cancer Clinic, Trondheim, Norway

The EAPC Research Network invites all healthcare
professionals who see the potential in conducting
European multicentre research.

The network can offer:

 An established structure for collaborative research
« An infrastructure to take care of the planning and

24

organisation of large prospective studies, as well as
data handling and analysis

» A meeting point for discussion and exchange
of knowledge.

Highlights from ongoing research activities will
be presented m
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PL5.3

Culturally and economically
appropriate palliative care

Goh C.R.

National Cancer Centre Singapore, Palliative Medicine, Singapore, Singapore

We are all bound by our background, upbringing, family
traits, education, life experiences and the community we
live in. Even in a relatively homogeneous society, in terms
of ethnicity and religion, there are still social class norms
and generational differences.

Greater challenges are met when working across
different cultures, whether with ethnic minorities, orin a
multi-ethnic, multilingual, multireligious society. We have
to familiarise ourselves with different behavioural norms,
gender issues in role and caregiving, the meaning of food
in nurturing and as therapy, and different systems of
understanding health and disease processes. We need
some background knowledge of the beliefs and religious
practices of the patients and families, if they are different
from our own. While communicating well is already a skill
that needs to be honed by all working in palliative care,
doing this without a common language becomes a
greater challenge. The ideal of using professional

13th World Congress of the European Association for Palliative Care, Prague, Czech Republic, 30 May — 2 June 2013
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interpreters is often a luxury reserved for well-resourced
services working with ethnic minorities and not available
to the vast majority of practitioners who are trying to
cover a heterogeneous population in emerging palliative
care services.

Healthcare provision is necessarily shaped by the resources
available. Much of palliative care practice in resource-rich
countries is inaccessible or irrelevant in resource-poor
places, and adaptation and improvisation are necessary.

A multi-ethnic, multireligious, multilingual palliative
care team is a great resource. Diversity becomes a real
advantage. Openness and respect for one another,
whether colleague or client, can create harmony, where
differences are celebrated rather than feared. This is one
of the aspects of palliative care where the learning is life-
long, which continues to fascinate and is a real source of
joy in the practice of medicinem
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Pain Management in 2013

Gastrointestinal Symptoms

Spiritual Care

Volunteers

Leadership in Palliative Care: From Good to Great
Paediatrics |

Neuropsychiatric Symptoms
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Ethics and End-of-life Decisions

Implementing Palliative Care in Nursing Homes

Teaching Session: Planning and Conducting Clinical
and Public Health Research in Palliative Care

Innovations in Learning

IMPACT

Neurology

Public Health Perspective

Religious Aspects in Palliative Care

Common Battlefields for Palliative Care and Oncology (ESMO Supported Session)
Developing Collaboration for Palliative Care: Experience and Challenges
Paediatrics Il

Dementia

Outcome Assessment in Palliative Care

Access Issues / Access to Care

EAPC Atome Session Title: Regulatory Barriers in Palliative Care Opioid Treatment
From Budapest to Prague - From Commitments to Rights

Palliative Care - Part of the Main or Specialized Discipline?

Nutrition in Palliative Care

End of Life Preparation - Health Literacy in the Community

Palliative Care as a Human Right

EUROIMPACT: How to Be Successful as a Palliative Care
Researcher within the European Research Area

Dyspnoea
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Parallel sessions

Pain Managementin 2013

Abstract number: PS 1.1
Abstract type: Parallel Symposium

Treatment of Pain, New Developments and
Research Findings

Kalso EA.
Helsinki University Central Hospital, Pain Clinic, Helsinki,
Finland

Non-steroidal anti-inflammatory drugs and opioids are the
main pharmacological tools for nociceptive pain whereas
tricyclic and dual- action antidepressants and Ca**-channel
modifiers (gabapentin and pregablin) are the first line drugs
for neuropathic pain. New data from systematic reviews and
meta-analyses suggest that there is huge variability in the
individual responses with some patients achieving much
benefit whereas some stop the treatment due to lack of
efficacy or intolerable adverse effects. New information
regarding the mechanisms of opioid tolerance and immune
effects will also be discussed. Opioids seem to activate glia
via toll like receptor 4 (TLR4) which is important in the
immune defence. Glial activation can be responsible for
many adverse effects due to opioids. Blocking the specific
TLR4-mediated activation of glia offers a new therapeutic
approach to improving opioid efficacy.

New analgesic drug classes that are currently being
investigated in pain management include e.g. cannabinoids,
TRPV1 and TRPA1 antagonists which will also be introduced.
TRPA! antagonists are particularly interesting as they may
also have disease modifying effects in certain neuropathic
pain conditions such as diabetic or chemotherapy-induced
polyneuropathies.

Members of the hyperpolarization-activated cyclic
nucleotide-modulated (HCN) ion channel family play an
important role in both inflammatory and neuropathic pain.
The HCN2 channels are potentially very exciting new targets
in pain relief. Interestingly, the HCN1 channel subunits are a
molecular substrate for ketamine which is currently
investigated not only as an analgesic but also as a potent
antidepressant drug.

The efficacy of various analgesics can be significantly
modulated by the context in which they are administered.
The possibilities of enhancing analgesic efficacy through
positive therapeutic interaction will be discussed.

Abstract number: PS 1.2
Abstract type: Parallel Symposium

Improving Access to Pain Medicines - the
Example of Czech Republic

Slama O.

Masaryk Memorial Cancer Institut, Supportive and Palliative
Oncology, Brno, Czech Republic

Contact address: oslama@mou.cz

The opioid consumption has increased dramatically in
Czech Republic during last 15 years, being actually slightly
under the EU average consumption. The Czech legislation
concerning controlled substances is relatively liberal. Every
physician (disposing with special triple copy prescription
form) can prescribe opioids; there is no,maximal”
therapeutic dose or daily dose formally defined by law. The
pharmacies are able to supply the opioid medication within
short time span. The prices of most opioids are covered by
health insurance are nearly free for the patient at the point
of delivery in out-patients setting.
The most important factors which contributed to this
evolution are:
« Impact of European legislation on Czech legislation within
the process of becoming the member of European Union
« Making pain an issue of public debate
« Educational and marketing activities of pharmaceutical
companies producing opioids
« Pre- and postgraduate educational activities of Czech Pain
Society and Czech Society for Palliative Mediciné
« Accreditation and quality improvement process in Czech
hospitals making pain assessment an important indicator
of good quality care
« Involvement of nurses in systematic pain assessment and
delegation of more competencies in pain management
from physicians to nurses
« Progressively decreasing prizes of opioid and venue of
generic opioid drugs
Despite all these positive changes, there are huge
differences in availability and accessibility of opioids in
different setting and parts of health care system
The main barriers are
« Persisting misconceptions about opioids among
physicians, especially among general practitioners (GPs)
« Persisting opiophobia among general public
« Relatively high prizes which make these drugs
unaffordable in the settinga with very limited budget as
long term care hospitéle or in-patient hospices.
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Abstract number: PS 1.3
Abstract type: Parallel Symposium

Symptom-based Management of Neuropathic
Cancer Pain

RolkeR.
University of Bonn, Department of Palliative Medicine, Bonn,
Germany

A neuropathic pain component can be suggested, if cancer
growth leads to compression or infiltration of nociceptive
nerve fibres, or cancer treatment such as surgery,
chemotherapy or radiation therapy induces damage to the
somatosensory system with pain as a direct result of that
lesion. Depending on the neurobiological pain mechanisms
in action different sensory symptoms may occur. Peripheral
sensitization of the nociceptive system, e.g. due to an
inflammatory environment surrounding a tumour, will be
indirectly reflected by localized hyperalgesia to heat and
blunt pressure. In contrast, central sensitization leads to
pinprick hyperalgesia and/or dynamic mechanical allodynia
in the affected area. Deafferentation due to neuronal
damage is reflected by a decreased sensitivity to all types of
thermal or mechanical non-painful or painful stimuli.

Using quantitative sensory testing (QST) it is possible to
assess the complete somatosensory phenotype of a cancer
pain patient. Using the QST protocol of the German
Research Network on Neuropathic Pain (DFNS) seven
sensory tests are performed to assess thermal and
mechanical detection and pain thresholds. Sensory profiling
of symptom patterns in cancer patients is fostering better
knowledge about possible neurobiological mechanisms
underlying the pain problem. Based on the literature and
recent QST studies about 40% of cancer patients present
with a clinical or subclinical neuropathic pain component.
The next step will be to compare a symptom-based
treatment of neuropathic cancer pain in clinical trials.

Abstract number: PS 1.4
Abstract type: Parallel Symposium

Spirituality and Biographical Pain at the End of
Life in Old Age

Johnson M.
University of Bath, Centre for Death & Society, Department of
Social & Policy Sciences, Bath, United Kingdom

It is well recognised that as individuals move into later life,
they are less occupied by the demands of paid employment
and consequently spend more time in reflection about the
life lived. In part this is due to the onset of infirmities, as
chronic diseases take their toll on mobility and autonomy.
As they enter into the 4th Age of dependency, characterised
by conditions which deliver decrements of worsening
health or what epidemiologists have termed‘long
dwindling'there is often a reactive depression. Unchosen
solitude and the frustration of a failing body, both prompt
recollections of more engaged times and draw attention to
the deficits of old age.

The evidence of my own biographical interviews indicates
that the predominant self evaluation is of disappointment,
unworthiness and having failed to‘come up to expectation’
When it is accompanied by profound guilt, anger at the
dishonesty, misuse and abuse of others and shame, there is
reason to be deeply concerned. | have termed this condition
Biographical Pain. This paper explores the conditions in
which biographical pain arises and how it might be
addressed.

Gastrointestinal Symptoms

Abstract number: PS 2.1
Abstract type: Parallel Symposium

Management of Constipation and
Gastrointestinal Obstruction

Becker G.
University Medical Center Freiburg, Department of Palliative
Care, Freiburg, Germany

Background: Constipation and bowel obstruction are
common problems experienced by patients with end-stage
cancer. The prevalence of constipation in cancer patients
varies (according to the patient population assessed and the
definition of constipation used) from 30 to over 80%.
Malignant bowel obstruction (MBO) occurs in 3-6% of
patients suffering from advanced cancer and is highest in
patients with ovarian cancer (5-42%)and colorectal cancer
(4-24%). Therefore, the evidence for clinically established
pharmacological therapies for constipation and
gastrointestinal obstruction in palliative care patients have
to be evaluated.

Materials and methods: A systematic literature search in
different databases (Cochrane Library, Embase, PubMed,
Ovid Medline, Embase from 1966-2011) was conducted.
Results: Only 10 controlled trials with palliative care patients
suffering from constipation could be identified: three RCT
with methylnaltrexone and one with the combination of
oxycodone and naloxone showed the efficacy and safety of
opiate antagonists for patients who are not at risk for
gastrointestinal perforation. There have been no studies
testing methylnaltrexone against the optimization of
therapy with conventional laxatives. Six other controlled
studies of limited quality in design and with only few
participants tested naloxone, senna, lacutulose, Co-
danthramer, an Ayurvedic preparation (Misrakasneham),
magnesium hydroxide, fluid paraffin, sodium picosulfate
and docusate without finding statistically significant
differences in efficacy or side effects.

In malignant bowel obstruction only few studies with only
small sample sizes could be identified showing weak
evidence for the use of somatostatin analogues and
anticholinergics in treating MBO.

Conclusion: Evidence on medical treatment of constipation
and bowel obstruction in palliative care is sparse and
guidelines have to refer to evidence from outside the
palliative care setting and expert opinions.

Abstract number: PS 2.2
Abstract type: Parallel Symposium

AITHPC Guidelines on the Management of
Constipation in Palliative Care

O’Connor B.", Duddy L? Battley J.E3#, Larkin PJ>

'Our Lady’s Hospice and Care Services, Dublin, Ireland,
?Donegal Hospice Homecare Service, Donegal, Ireland, St
Luke's Hospital, Dublin, Ireland, “Our Lady’s Children’s Hospital,
Crumlin, Dublin, Ireland, *University College Dublin, School of
Nursing, Midwifery & Health Systems, Dublin, Ireland

In Ireland, a national framework for clinical effectiveness has
been in place since 2010, as a response to better patient
safety and quality assurance measures. Part of this
framework has been the establishment of a National Clinical
Effectiveness Committee with a responsibility to oversee the
development and implementation of evidence-based
clinical guidelines to inform and guide best practice. In
response to this, the Health Services Executive (HSE)
National Clinical Programme for palliative care has sought to
develop clinically focused guidelines relevant to the
discipline. This presentation reports on the development of
clinical guidelines in relation to the management of
constipation in palliative care. Developed through a
collaborative approach between the HSE National Clinical
Programme for palliative care and the All Ireland Institute of
Hospice and Palliative (AIIHPC) two scholarships (one
physician, one nurse) were awarded to undertake the
complex process of guideline development using the
ADAPTE methodology and AGREE tool. Scholars were
guided by an international expert advisory group. The
challenging process of guideline development will
discussed including the selection and grading of evidence,
methods of process evaluation and agreement on core
recommendations will be discussed. The potential for
national clinical guidelines as a key driver in establishing
quality and rigour in evidence-based practice for palliative
care will also be presented.

Abstract number: PS 2.3
Abstract type: Parallel Symposium

Pharmacotherapy of Chronic Nausea and
Vomiting

Leppert W.

Poznan University of Medical Sciences, Chair

and Department of Palliative Medicine, Poznan, Poland
Contact address: wojciechleppert@wp.pl

Chronic nausea and vomiting are frequent symptoms in
advanced cancer patients. The management should be
directed at underlying causes, which may be multifactorial
e.g. gastrointestinal tumours, oncology treatment
(chemotherapy, radiotherapy, surgery), opioid-induced
bowel dysfunction, metabolic disturbances. Still, the
treatment is based on a meticulous assessment comprising
detailed history taking and physical examination.
Laboratory tests may be useful to diagnose hypercalcaemia,
hepatic dysfunction, and renal impairment. Radiological
investigations may be carefully considered in patients with
symptoms of gastrointestinal obstruction. Although several
antiemetic groups are available (prokinetics, antihistaminics,
anticholinergics, neuroleptics, 5-HT3, and NK; receptor
antagonists), controlled studies are lacking in chronic
nausea and vomiting in advanced cancer patients.

Patients with bowel obstruction need special care due to
poor prognosis and severity of symptoms that may
devastate their quality of life. Each patient with symptoms of
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bowel obstruction should be considered for a surgical
intervention. However, only minority undergo surgery due
to poor prognosis and general condition, dissemination of
the tumour in the abdomen and co-morbidities. The
conservative approach to patients with symptoms of
mechanical bowel obstruction comprises
antidopaminergics along with hyoscine derivatives to
reduce colicky pain and bowel secretion. An addition of
octreotide and corticosteroids may increase the
effectiveness of such regimen. In patients with functional or
those with partial mechanical bowel obstruction without
colicky pain prokinetics may be used. In case of the
ineffectiveness of pharmacotherapy a nasogastric tube may
be inserted for a short period of time. For patients in general
stable condition parenteral nutrition may be carefully
considered

Spiritual Care

Abstract number: PS 3.1
Abstract type: Parallel Symposium

Research and Spiritual Care

LegetC.
University of Humanistic Studies, Utrecht, Netherlands
Contact address: c.leget@uvh.nl

Aims: An update on the most recent developments on
research and spiritual care

Methods: A critical philosophical analysis of the different
methodologies used by different disciplines in palliative care
studying spiritual care

Results: Although the field is developing rapidly using a
great variety of methodological approaches, there is no
agreement on fundamental conceptual and methodological
issues. At this moment the research is scattered over many
disciplines and journals. Theological and philosophical
studies are hardly used by and are pushed to the side by
approaches informed by the social and medical/nursing
sciences.

Conclusion: More communication and integration is
needed. Chaplaincy should develop a research culture and
cooperate with other disciplines in order to help developing
research in spiritual care in a way that is congruent with the
subject studied.

Abstract number: PS 3.2
Abstract type: Parallel Symposium

Interprofessional Spiritual Care: The Role of
Spirituality in Palliative Care.

Puchalski CM."??

'The George Washington University, George Washington
Institute for Spirituality and Health, Washington, DC, United
States, ’The George Washington University School of Medicine,
Department of Health Sciences, Washington, DC, United States,
3The George Washington University School of Public Health,
Washington, DC, United States

The biopsychosocialspiritual model emphasizes the totality
of a patient’s experience in the context of their illness and/
dying with spirituality being an essential component of care.
Studies have demonstrated that spiritual care affects
healthcare outcomes and that patients want their spirituality
addressed by healthcare professionals. Spiritual care was
cited as an essential domain of care by the 2004 National
Consensus Project for Quality Palliative Care. Despite these
guidelines, the implementation of spiritual care is not
uniform in clinical settings. Reasons cited in the literature
include confusion as to the definition of spirituality, lack of
resources and implementation tools and, inadequate
professional education, The variability in approaches to
spirituality in palliative care underscored the need to
articulate a definition of spirituality and to set common
guidelines for spiritual care. In 2009, a national Consensus
Conference to developed recommendations for
implementing the spiritual care domain of Palliative Care.
Forty interdisciplinary leaders in Palliative Care and Spiritual
Care were invited to develop specific and practical
recommendations for the implementation of
interdisciplinary spiritual care in palliative care, which was
defined as starting from initial diagnosis of a serious or
chronic illness. Specific recommendations as well as models
for spiritual care implementation and interdisciplinary
spiritual care education were developed. The resultant
recommendations were then reviewed nationally, approved
through a consensus process, and published for widespread
dissemination as a consensus document titled “Improving
the Quality of Spiritual Care as a Dimension of Palliative Care”
(Puchalski, Ferrell, et.al. JPM. 2009). This presentation will
review these recommendations and describe a model for
interprofessional spiritual care.

Abstract number: PS 3.3
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Spiritual Care - What Does This Mean in a
Secular Society?

Selman L.

King’s College London, Department of Palliative Care,
Policy & Rehabilitation, London, United Kingdom
Contact address: lucy.selman@kcl.ac.uk

The World Health Organization defines health as a state of
spiritual well-being as well as physical, psychological and
social well-being, and palliative care policy globally includes
spiritual care as an intrinsic component. Evidence suggests
many people with incurable, progressive illness have
spiritual needs [1,2] and wish those needs to be considered
in a healthcare context [3,4]. Yet patients'spiritual needs are
often neglected [5], healthcare staff struggle with the
provision of spiritual support and often confuse spirituality
with religion [6], and the very appropriateness of a spiritual
aspect of healthcare is debated [7].

Making use of sociological and philosophical perspectives
as well as social science, in this paper | examine the extent to
which European society truly is‘secular’and consider
challenges to the provision of spiritual care in healthcare. |
argue that spiritual care is a contentious and challenging
domain of care for three main reasons:

1. Conceptual confusion regarding what spiritual care is and
a consequent lack of clarity regarding its place in
healthcare and whose responsibility it is in the multi-
professional team;

2.The subversive nature of spiritual care, in which the
personal, political and professional collide and we are
challenged to bring who we are and what we believe into
the clinical encounter; and

3.The limited body of robust evidence to inform the
provision of spiritual care.
| also review the evidence regarding patient and carer

preferences and the nature and effectiveness of spiritual

care, highlighting directions for future research.
References:
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2. Astrow et al. J Clin Oncol 2007, 25: 5753-5757

3.MacLean etal. J Gen Intern Med 2003, 18: 38-43
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Volunteers
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Volunteers: The Model of India

GuptaH.K.
CanSupport, New Delhi, India
Contact address: harmalagupta@cansupport.org

| am a volunteer, a cancer survivor and the founder of
CanSupport a non-profit that runs the largest home-based
palliative care programme in Northern India, free of charge,
for disadvantaged people with advanced cancers.

In India, traditionally, volunteerism beyond the home has
confined itself to religious places and institutions.
Volunteering for a cause in the secular sphere is an idea
borrowed from the West. That CanSupport was able to
attract a sizable number of volunteers is because first, they
were all touched by cancer and second, had time at hand as
they were mostly educated, middle class home makers.

The challenge has been to get volunteers to understand
that volunteerism requires following a strict discipline and
observing organizational rules. Training volunteers so that
they are more effective at what they do and helping instil in
them respectful regard for those they interact with,
regardless of religious background or socio-economic
category, is also essential. To get office staff to work
alongside volunteers in a spirit of cooperation requires the
building of mutual understanding and respect.

Our first home care team was launched in 1997 in
partnership with the Institute Rotary Cancer Hospital. It
comprised a nurse and a counselor both of whom were
volunteers. As time went by we began to develop a healthy
mix of paid staff and volunteers that we feel is the
sustainable model for India. It suits conditions where the
majority of volunteers are women who are also primary
caregivers for their families. Today, volunteers raise funds,
organize training workshops and run a very successful day
care programme, twice a week.

To conclude, CanSupport continues to depend on
volunteers for many of its activities. Besides the fact that
they represent a spirit of voluntary giving and sharing which
is commendable and has a ripple affect on others, they also
help free up limited resources that can be used elsewhere.
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Ordinary or Peculiar Folk? On the Role of
Volunteers in Palliative Care in Czech Republic

Spinkova M.
Cesta Domd, CSPM, Praha, Czech Republic
Contact address: martina.spinkova@cestadomu.cz

The phenomenon, that people who do right things are
peculiar within their society, is well known. Prophets of all
ages were refused because they seemed weird. Yet thanks to
them“iliness” of their age could be diagnosed: they served
as a mirror which reflected the world around them. Our
ambivalent relationship to the prophets has much to do
with what we expect to see in the mirror.

In the perspective of palliative care our age is the age of
institutions. We believe that at the end of life institutions
help us better than a person who has legs, hands, head and
soul. In spite of that these beings with head and soul are
helping us in their special way.

Volunteers in palliative care aren't prophets at all, but
there is a similarity: they indicate something important
about us and often we consider them to be peculiar. In the
Czech Republic something else can even be traced down:
after more than twenty years of freedom, some of our
diseases from the period of totality survive. We were used to
having the same salary; all hospitals had the same beds, all
bakeries had the same shop signs. Whatever stood apart
was suspicious.

Volunteers stand apart in many respects: the questions
they are faced with from their close ones reveal something
about our society today: We are harassed and sad - how is it
that you are happy? We come home exhausted - how can
you work more? We have little money - how is it that you are
doing it for free? We only want to see the pretty things - why
do you want to see people die? After all day at work we
need to recover - how is it you don't need it?

Or, after all, do they receive anything? It seems they do,
although it is often incomprehensible for many people. In
my opinion, the volunteers are ordinary and rich people and
our society is enriched by them. They are silent builders of
inner freedom: we have already lived in the external
freedom for two decades, but the questions volunteers are
faced with show us that the inner freedom s still missing.

Abstract number: PS 4.3
Abstract type: Parallel Symposium

Management of Volunteers in UK Hospices:
New Research Evidence

Payne S.A.
Lancaster University, International Observatory on End of Life
Care, Lancaster, United Kingdom

Aims: Volunteers have always formed an integral part of the
care offered in hospices across the UK. Without them,
hospices could not have continued to do the work that they
do. Hospice volunteers report having a deep sense of
satisfaction in being there for someone during a difficult
time of life. They feel like they are making a significant
contribution to the community and providing a service they
hope others would offer them, were they in need.
Methods: A mixed methods two phase study was
conducted. Phase one involved a national survey of
volunteer managers based in hospices in the UK. Phase two
used organisational case study methodology to investigate
how volunteers contributed to the delivery of direct patient
and family care associated with adult hospices.

Results: In Phase 2, a total of 205 interviews with volunteers
(n=96), managers and staff (n=72), patients (n=29) and
families (n=14) were conducted between May - December
2012 at 11 purposively selected hospices in the North West
and South East of England, with 14 -24 interviews at each
site. The majority were undertaken face-to-face, individually
and in small groups, and a few were telephone interviews.
All were recorded and transcribed and have been entered
and coded in NVIVO, a software analysis package for
qualitative data. The sample had an age range of 21-88, with
an overall mean of 60 years. The mean age of staff was 50,
that of volunteers and carers were 62 and 63 respectively,
with patients’mean age was 67 years. The time that
participants had been involved with the hospice ranged
from two months to 23 years. Qualitative analysis has
identified four overarching themes:

« Impact of volunteering

« Management Practice

« Relationship to the external context

« Role of volunteering in the hospice

These will be explained and illustrated by direct quotations.
Conclusions: There remain challenges facing hospices in the
recruitment and management of volunteers.
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Parallel sessions

Leadership in Palliative Care:
From Good to Great

Abstract number: PS 5.1
Abstract type: Parallel Symposium

The Leadership Development Initiative (LDI):
My Experience

Csikos A.

University of Pecs Medical School, Institute of Family Medicine,
Hospice-Palliative Care, Pecs, Hungary

Contact address: agnes.csikoska@gmail.com

As a medical doctor | had never been trained in leadership
or management. Given the growth of our hospice program, |
felt inadequate in addressing management problems and
meeting people in high position. Therefore, | felt fortunate to
be selected for the inaugural class of LDI. The program has
equipped me with techniques and skills which help me lead
and coordinate our team as we expand our services to
provide care for increasingly more patients in need. Apart
from the formal aspect of LDI, | met wonderful colleagues
from all around the globe, who are facing very similar
challenges. Their enthusiasm, dedication and honesty
constantly recharge my batteries. Their personal experiences
shared taught me important lessons. | am proud and deeply
grateful to have been a part of the first cohort of LDI.

I have used my new skills and knowledge I'd been
equipped with to advance palliative care through
introducing new forms of care and academic programs. Still |
am aware that Hungary is twenty years left behind
compared to developed countries. | appreciate that change
needs time and attitudes change slowly. However, programs
like LDI with their expert support, clear vision, commitment
and humility can give us inspiration to persevere. | see a very
challenging twenty years ahead. But | also see a slowly-
unfolding transformed cultural picture of death and dying in
the minds and practice of Hungarians. Integration of
palliative care services across the spectrum of healthcare will
reduce suffering and ensure better quality end-of-life care in
Hungary. Although, there is a long way to go, if we use every
daily opportunity in our lives, we can make a difference.

Abstract number: PS 5.2
Abstract type: Parallel Symposium

Mentorship in Palliative Care

Furst CJ.
Lund University, Palliative Centre, Lund, Sweden

The Leadership Development Initiative (LDI) at San Diego
Hospice and Institute for Palliative Medicine is a 2-year
leadership programme, initiated in 2009. The participants in
the program are young physicians in palliative medicine
with a leading role in their region or country. The LDl include
three residential weekly long courses in San Diego as well as
continuous assignments, individual follow up between the
courses and a mentor program. The mentors are invited
senior palliative care physicians with extensive experience in
both clinical palliative care/medicine and leadership.
Challenges for the mentor relationships - as well as for the
programme in general - include the global perspective, the
many different cultural, social, economic and other
differences between the participants and the mentors. The
actual mentoring process follows a structure including a
contract, set agendas, reports and evaluation, all based on a
common shared value of mutual learning. Specific aspects
to this mentor programme such as the assignment of
mentors, mentoring at a distance and site visits by mentors
will be contrasted to more regular mentoring conditions.
Participant and mentor feedback and evaluations will be
presented

Abstract number: PS 5.3
Abstract type: Parallel Symposium

How to Lead to Improve Clinical Programs That
Benefit Patient and Family Care

Currow D.
Flinders University, Palliative and Supportive Services,
Adelaide, Australia

Providing high quality, needs-based care for patients and
families at the end of life is a crucial part of any health
system whatever the background resourcing levels are. Such
care needs to be within the overall context of health service
provision. Within the context of health services as a whole,
despite the level of training and dedication of staff, there is
the need to ensure that hospice and palliative care services
are delivering care as part of the health system. To do this in
the most effective way, it is necessary to understand the
pressures on the health system and to address
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systematically these pressures as they intersect with hospice
and palliative care. This requires an ongoing conversation
with administrators, funders and policy makers. Within the
community of hospice / palliative care service providers
Delivering the highest quality care demands systematic
performance measurement focused primarily on patient
and family centred outcomes, both while the person is alive
and in understanding the long-term outcomes for families
and caregivers. Such systems require data collection at
point-of-care and, ideally, in the longer term. Improved
outcomes can only be achieved by measuring current
performance and seeking to respond to areas of poor
performance at an organisational level. It is far more likely
that poor performance is caused by the way that a team or
health system approaches issues rather than the
performance of an individual practitioner. Defining and
adopting best models of care, and identifying key success
factors or barriers in other hospice / palliative care services
can create a community of practice in hospice / palliative
care that can deliver better care, sooner.

Abstract number: PS 5.4
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Leadership in Clinical Research - Local,
National and International Considerations

Kaasa S.'?

"Faculty of Medicine, Norwegian University of Science and
Technology (NTNU), European Palliative Care Research Centre,
Department of Cancer Research and Molecular Medicine,
Trondheim, Norway, ?St. Olavs Hospital, Trondheim University
Hospital, Cancer Clinic, Trondheim, Norway

Clinical research is complex. According to the latest WHO
definition of palliative care both physical, psychological,
social and existential issues are of clinical importance. It is
probably impossible to be heavily involved in all of these
areas, even for a large research group. Therefore one needs
to prioritise through a democratic leadership process.
Furthermore, the leader needs to:
« Have insight and skills in basic research methodologies
and clinical practice
« Set up a team of researchers with complementary skills
and knowledge
« Assure funding conducting the research programme
through
- High quality research applications
- Local and national strategy for funding
« Recruit and motivate young researchers
« Assure that the research findings are implemented into
clinical practice
« Have fun with the research team

Paediatrics |
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The Importance of Respite in Children’s
Palliative Care in Ireland

LingJ.

Trinity College Dublin, School of Nursing and
Midwifery, Dublin, Ireland

Contact address: lingpj@tcd.ie

Aims: Respite in children’s palliative care aims to provide a
break from the routine of caring. Frequency, location and
type of respite vary according to the child’s age, diagnosis,
geographical location and the family’s capacity to meet the
child’s care needs. Despite being an integral part of
children’s palliative care there is a dearth of evidence
identifying the respite requirements of parents.

Methods: Utilising multiple, longitudinal, qualitative case
study design respite needs and experiences of parents
caring for a child with a life-limiting condition were
explored. Multiple, in-depth interviews were undertaken
with parents identified by a palliative care team working in a
children’s hospital. In-depth interviews were also conducted
with others identified by parents as having a role in the
provision of respite. All data gathered were analysed using
thematic analysis; Cross-case comparison was also
conducted.

Results: Nine families were recruited and followed for two
years. A total of thirty-eight in-depth interviews were
conducted with parents caring for a child with a life-limiting
condition in Ireland. Others identified as providing respite
were also interviewed thus providing data relating to the
same incidents from differing perspectives. Other sources of
data were also included. Cross-case comparison revealed
that for all parents utilising respite care, regardless of their
child’s age and condition home was the location of choice.
Past experience of in-patient care of their child and trust and
confidence carer’s were key deciding factors. Concerns

about home care included the impact on family life, siblings
and the concept of home. From a provider perspective
home was seen as a challenging environment in which to
provide care.

Conclusion: This study identifies the unique respite
requirements of Irish parents caring for a child with a life-
limiting condition and identifies the factors that enable
responsive and family-focused respite

Abstract number: PS 6.2
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Comprehensive Palliative Care for HIV Positive
Children - the Role of Inter-Professional Teams

Brits H.

University of the Free State, Family Medicine,
Bloemfontein, South Africa

Contact address: hannekebrits@gmail.com

HIV positive children have many and changing needs. This
poses an excellent opportunity for health care workers to
learn and practice inter-professional teamwork. Team
members learn from each other, support each other and the
success of one team member motivates the rest. The output
is not equal to the sum of the input, it is much more!

The aim of this case presentation is to demonstrate how
HIV can affect a child’s life and the role comprehensive
paediatric palliative care can play in the management of HIV.

Godfrey’s mother died of HIV when he was 11 years old.
As an orphan he was placed in a children’s home where he
developed shortness of breath. The diagnosis of HIV,
pulmonary tuberculosis and cor pulmonale were made in
hospital. Due to his HIV he had numerous symptoms that
needed medical management. After discharge from hospital
Godfrey was placed in Sunflower House, a paediatric
palliative care inpatient unit.

At the first inter-professional meeting his main problem
was that he wanted to stay with his grandmother in a town
about 60 km from the hospice. The social worker
investigated the situation and addressed it in the best
possible way with his input. In Sunflower Godfrey identified
different people that acted as his brother, father and
grandfather. At different stages of his life different people
played important roles e.g. the priest when his grandmother
died, the physiotherapist helped with his lungs and the
dietician established a special diet to address his HIV
symptoms like chronic diarrhoea. Godfrey, as most HIV
positive people, experienced multiple losses in his life. These
multiple losses affected all levels of needs according to
Maslow’s needs pyramid. Time sharers (volunteers) took him
out and exposed him to the life outside the hospice, while
the occupational therapist arranged for him to attend school
and his teacher and schoolmates supported him. Art played
an important part in his life and he expressed his fears and
joysinit.

Abstract number: PS 6.3
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Decision Making for Children with Cancer
When Standard Therapy Has Failed

Bluebond-Langner M.

Univerisity College London-Insitute of
Child Health, London, United Kingdom
Contact address: bluebond@ucl.ac.uk

When cancer recurs parents are faced with a number of
difficult decisions about further care and treatment. Options
may include enrolling the child in Phase I/l trial, trying a
second line chemotherapy or even more aggressive therapy,
or shifting the focus entirely to symptom directed care. That
few parents choose to shift entirely to symptom-directed
care even within weeks and sometimes days of the child’s
death is of concern to some health care professionals. In this
paper | present parents’approaches to care and treatment,
consider explanations commonly offered and suggest an
alternative approach to interpreting their behaviour; one
routed in an analysis of the interactions among parents and
clinicians over the course of the illness. Attention is given to
implications for clinical practice particularly for developing
solutions to what troubles us in practice.

This presentation draws on data collected as part of a
comparative ethnographic prospective study of children
with cancer when standard therapy had failed and cure was
not likely conducted at two tertiary centres for children with
cancer (Bluebond-Langner M, Belasco J, Goldman A ) as well
as on preparation and preliminary investigations for a
prospective, longitudinal study of decision making for
children with high risk brain tumours scheduled to start later
this year (Bluebond-Langner M, Hargrave D, Kelly P, Gibson F,
Bayliss J ).
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Neuropsychiatric Symptoms

Abstract number: PS 7.1
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Delirium

Borasio G.D.
CHUV, University of Lausanne, Service de Soins Palliatifs,
Lausanne, Switzerland

Up to 90% of palliative care patients develop delirium in the
last days of life. Terminal delirium is one of the greatest
stressors for patients, families and health care professionals
alike. It is also the most frequent barrier impeding for death
at home, and one of the most frequent reasons for palliative
sedation. Despite this, it is underdiagnosed and
undertreated in 22-50% of the cases. This is due in part to its
heterogeneous clinical presentation: hyperactive delirium
with agitation (2-21%), hypoactive delirium with apathy and
withdrawal (29-43%), as well as mixed forms (43-54%). Pre-
existing cognitive deficits or depression can also hamper
diagnostic accuracy.

Palliative care patients often exhibit several risk factors for
delirium, and 2-3 causes for the diagnosis can on average be
identified. Among the most frequent causes are drugs,
metabolic disturbances, infections, constipation, hyper- or
hypoglycemia, insufficient pain therapy, as well as
psychosocial or spiritual distress. The pathophysiological
basis appears to reside in a neurotransmitter imbalance
(reduced levels of acetylcholine and increases in dopamine
and glutamate). Careful drug screening is required, since e.g.
opioids, scopolamine, metoclopramide and antidepressants
can cause or worsen a delirium.

Delirium carries a bad prognosis, but is reversible in 50%
of palliative patients. Treatment includes non-
pharmacological (calm environment, reorientation aids,
information of the relatives, reduction of stressors) as well as
pharmacological measures, such as neuroleptics.
Haloperidol is the most widely used drug (beware of
extrapyramidal side effects above 4.5 mg/d), atypical
neuroleptics such as risperidone, olanzapine and quetiapine
are also effective. Benzodiazepines should only be used in
combination with neuroleptics. So far, insufficient data are
available concerning the effectiveness of cholinesterase
inhibitors and of psychostimulants such as ritaline for
hypoactive delirium.

Abstract number: PS 7.2
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Terminal Restlessness
RolkeR.

University of Bonn, Department of Palliative Medicine, Bonn,
Germany

In the last days of life, increasing restlessness and agitation
may occur. This phenomenon is thought to be of multiple
origins and does not need any treatment for mild stages.
With decrease of organ functions such as liver or renal
failure, many natural substances of human metabolism
cannot be adequately washed out. Moreover, drugs that are
usually used in that phase of life can accumulate, and
restlessness, agitation and other disturbances of the central
nervous system such as drowsiness, reduction of vigilance,
respiratory depression may additionally evolve.

The management of terminal restlessness has to address a
balance between side effects of the drugs in use and the
continuously decreasing metabolic and excretory liver and
renal functions. A frequent problem is the accumulation of
morphine-6-glucuronide - the most important morphine
metabolite, when morphine is given continuously via
intravenous syringe drives in the presence of rapidly
developing renal failure. Small pupils, muscular cramps,
sedation, hallucinations, and terminal restlessness may
develop. This problem can be aggravated in the presence of
dyspnoea and hypoxemia due to lung failure or reduced
ventilation at the end of life or as a side effect of the
pharmacological treatment in use.

Terminal care then has to reduce or exchange drugs in use
for symptom control to account for organ failures. If
cognitive homeostasis cannot be established, palliative
sedation using benzodiazepines rather than neuroleptics
should be considered for refractory cases. Most important,
communication with patients and their relatives helps to
understand that restlessness is not only a symptom to be
treated, but also reflects the last movements or steps of a
person that has to make one’s way.

Abstract number: PS7.3
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Anxiety in Individuals with and without
Cognitive Impairments

VolicerL.
University of South Florida, School of Aging Studies, Land
O'Lakes, FL, United States

Anxiety is one of the most common psychiatric disorders. In
European countries among inhabitant age 18 or older,
13.6% had lifetime history of any anxiety disorder and more
than 6% reported any anxiety disorder in the last year.
Specific phobias were the most common and women were
twice as likely to suffer anxiety disorders as men. Anxiety is
also a symptom present in many other diseases, e.g.,
schizophrenia, HIV, cardiac disease, Parkinson disease,
cancer and in persons with pain. However, the most
frequent combination of anxiety is with depression, and
combination of these diseases have more severe
consequences than each of the diseases alone. The most
common psychotherapy strategy for anxiety is Cognitive
Behavioral Therapy but other strategies are also used for
specific anxiety disorders. First-line medications for
generalized anxiety disorder (GAD) are antidepressants such
as selective serotonin reuptake inhibitors (SSRIs) and
selective serotonin and noradrenalin reuptake inhibitors
(SNRIs). Pregabalin and quetiapine are the two most
promising non-antidepressant treatments for GAD if
antidepressants are not effective. Beta blockers may be
useful for social phobias. There is a large overlap of
symptoms of anxiety, depression and dementia. Anxiety is
present already in 38% of persons with mild cognitive
impairment and is equally common in AD and vascular
dementia. Anxiety increases the rate of progression of
dementia and is present in many AD caregivers. Anxiety in
persons with advanced dementia may be treated by
Peaceful Mind program or Namaste Care. Medications used
in dementia include benzodiazepines, buspirone and SSRIs.
Benzodiazepines should be used with caution because they
may cause fatigue, drowsiness, motor dysfunction with risk
for falls, and cognitive impairment. There is also some
evidence that anxiety could be diminished by
administration of cholinesterase inhibitors, drugs used to
decrease progression of Alzheimer’s disease.

Ethics and End-of-life Decisions

Abstract number: PS 8.1
Abstract type: Parallel Symposium

Euthanasia and Palliative Care: Belgium and the
Case for Collaboration

Van den Berghe P, Mullie A, Huysmans G.
Federation of Palliative Care Flanders, Vilvoorde, Belgium
Contact address: paul.vanden.berghe@palliatief.be

When euthanasia was depenalised in 2002, a substantial
part of the Belgian palliative care community was very
reticent to become involved, judging that good palliative
care could eliminate the need for it. Ten years later, the
caring practice of E. is a part of the daily work of palliative
care teams and caregivers, with deep respect for differences
in the caregivers personal participation. The mental shift was
induced by the experiences of patients receiving E. under
poor circumstances of care, and by the inverse: E. can be
part of genuinely good care. This led to the growing
involvement of palliative experts and teams: in the name of
continuity of care, we do not abandon our patients, referring
them to E.-practitioners outside the familiar care
environment. Moreover, as key reasons for E. turned out to
be the desire for control, fear of dependency and existential
despair, E. requests no longer appear to be a failure of PC.
nor antagonistic to it. On the contrary: palliative teams are
multidisciplinary and have the best palliative skills, including
communication, and thus are well qualified to practice end-
of-life care incl. support for E.: both in a careful (regard. the
law) and caring way. They work in an emancipatory way, so
that the familiar caregivers are supported, strengthened and
cared for, also for future care. The structural antagonism is no
longer that of ‘for E! or ‘for P.C, but rather that between the
described model and a separate circuit of special E. doctors,
teams and clinics for palliative patients requesting E. Thus
palliative care in Flanders (1) resolutely chooses to take care
of patients with E. requests; (2) remains open to
reconsidering former choices whenever new social or ethical
challenges arise; (3) avoids having the public and patients
become victims of internal discussions about other models;
but (4) insist on being involved regarding the long-term
effects of E. (e.g. pressure) and the tendency to broaden E. to
other target groups.
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Euthanasia and Palliative Care: Incompatible
Nauck F.

University Medicine Géttingen, Department of Palliative
Medicine, Géttingen, Germany

The discussion on potential relationships between
euthanasia (EU), hastened death (HD) and palliative care (PC)
has been going on since the beginning of modern PC 40
years ago. The position that PC is the antidote to the wish for
HD has been refuted by proponents of the legalisation of EU
in the Netherlands and Belgium, who have held against it
that these countries have put considerable resources in the
development of PC. But to complement the term palliative
care with the adjective “integral” must attract considerable
attention. The European Association for Palliative Care
(EAPC) has defined its position in 2003 by saying that the
provision of EU and physician-assisted suicide (PAS) should
not be part of the responsibility of palliative care. The EAPC
paper did acknowledge that the issues around EU and PC
are receiving increasing attention in different European
countries, and that active debate surrounding these issues is
to be encouraged. However, understanding and respect for
alternative viewpoints is not the same as the ethical
acceptance of either EU or of PAS. Even if in some
countries/or by some people EU and PC are accepted as
compatible, this does not mean that the normative
statements of the European Association for Palliative Care
need to be revised. Ethics is not about an ‘objective’truth but
making a choice about a moral concept. The EAPC’s ethical
position does not include the viewpoint that EU classifies as
a therapeutic intervention in the framework of symptom
control, and EU or PAS conflict with its ethical concept of
autonomy.

Studies showed that training in PC reduces the incidence
of HD and that patients’wishes for HD are fluctuant or based
on the fear to be a burden for others. These are empirical
findings. Empirical findings cannot serve as a basis for a
moral standpoint, but they strengthen our attitude that EU
and PAS should not become integral parts of PC.

Abstract number: PS 8.3
Abstract type: Parallel Symposium

Palliative Sedation and Patient Preferences

Seymour J.E.', Rietjens J.>

"University of Nottingham, School of Nursing, Midwifery and
Physiotherapy, Nottingham, United Kingdom, ?Vrije Universiteit
Brussels, End of life Care Research Group, Brussels, Belgium

Background: While symptom control is a key element in
understandings of the‘good death; extensive debate
surrounds the practice of sedation for symptom palliation.
Aim: To report aspects of the UNBIASED study (UK
Netherlands Belgium International Sedation Study),
examining how clinicians recall the role of patients’
preferences in decision-making about sedation in end of life
care.

Methods: Qualitative case studies in hospitals, hospices and
home care, comprising interviews with nurses and
physicians involved with the care of cancer patients who
received continuous sedation until death.

Results: We studied 84 cases (22 UK; 35 NL; 27 BE) involving
57 physicians (17 UK; 18 NL; 22 BE) and 73 nurses (25 UK; 28
NL; 20 BE). UK clinicians perceived the movement towards
continuous sedation until death unfolded gradually with no
‘moment of decision’except in rare cases. In these rare cases,
the patient’s request for sedation was not always seen as
sufficient to inform decision-making. Dilemmas were
perceived to be posed by patients who requested assisted
dying or who wanted sedation for existential reasons.
Belgian clinicians placed primary emphasis on the
importance of establishing patients’ preferences for either
sedation or euthanasia and honouring patients’ requests to
be‘taken out of suffering’ or to be ‘put to sleep’ Dutch
clinicians placed primary emphasis on the importance of
making a‘formal’ medical decision to initiate sedation
informed by the patient’s wish. Where patients could not
express preferences clinicians from all three countries
sought to make decisions based on consultation with
colleagues and the patient’s relatives.

Conclusion: Clinicians in the UK, Belgium and the
Netherlands all place high value on patients’ preferences for
sedation, but emphasize patients’ choices differently when
making decisions to implement continuous sedation in end
of life care. These differences may be related to different
histories and contexts of practice.
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Implementing Palliative Care
in Nursing Homes

Abstract number: PS 9.1
Abstract type: Parallel Symposium

The EAPC Taskforce on Palliative Care in Long-
Term Care Settings for Older People

FroggattK.
Lancaster University, International Observatory
on End of Life Care, Lancaster, United Kingdom

Background and Aim: Many older people living and dying
in long term care facilities (LTCFs) are in need of palliative
care during their residency there. A number of ways have
been developed to promote palliative care provision for
older people living in LTCFs. The EAPC Taskforce on Palliative
Care in Long-Term Care Settings for Older aimed to identify
and map different approaches to the development of
palliative care provision.

Methods: Country informants from 13 European countries
(Austria, Belgium, France, Germany, Ireland, Italy,
Netherlands, Norway, Portugal, Spain, Sweden, Switzerland,
UK) were identified as sources of data within their countries.
Two phases of work were undertaken: Phase 1: information
about the context of long term care provision in each
country was collected considering the types of LTC settings,
the status of LTC providers, funding and regulation. Phase 2:
examples of initiatives to develop palliative care provision
were collected.

Results: The context for LTC provision across Europe is
variable. All countries offer care that meets low and high
levels of dependency. Providers of care are located in the
public, private, and not for profit sectors. Funding is complex
and sources draw on state and personal funds. Regulation is
national or state led. A typology of interventions has been
identified that categorises the initiatives identified. This
addresses a number of levels: Individual (staff, family,
resident), Team, Organization, Regional /Networks and
National. Examples of initiatives at all levels can be seen
across Europe. A compendium of current practice
interventions has been compiled. Issues of sustainability for
these developments and the important role of LTCF
organisations as mediators of change were identified.
Conclusion: A range of Initiatives are being undertaken to
develop palliative care provision in LTCFs across Europe.
Organisational change is key to ensuring the successful
implementation of new developments.

Abstract number: PS 9.2
Abstract type: Parallel Symposium

The Gender Issue

Reitinger E.

University of Klagenfurt, Vienna, Graz, IFF Palliative
Care and Organisational Ethics, Vienna, Austria
Contact address: elisabeth.reitinger@aau.at

Aims: Questions of integrating palliative care in long term
care settings are concerned with initiatives and effects on
different levels: individual, team, organisation and systems
environment. Organisational cultures that create space, time
and communication about living, dying and bereavement
are needed. Gender issues as integrated social category
have to be considered. The aim of the contribution is to
show in which ways gender is important for palliative care in
nursing homes.

Methods: A meta-analyses of two projects on gender in
nursing homes is presented. Working within a qualitative
paradigm of organisational research, in one of the studies a
single case study was conducted. Multiperspective
interviews, group discussions and feedback arrangements
were part of the case study. The other study encompassed a
literature review, a transdisciplinary workshop, a book
publication and expert interviews.

Results: Nursing homes can be characterised as “female
lifeworlds” Traditional gender roles and gender relations
dominate the lifeworlds in nursing homes. Women living
there have to be acknowledged in their life long balancing
act of bringing,,doing family”, housework and occupational
work together. Men living there have to be acknowledged
for their mainly job-focussed biographies. Historically
relevant knowledge of gender relations play a central role in
palliative and end- of life care.

Conclusion: The traditional gender culture has to be
reflected critically to overcome gender stereotypes in the
work of palliative care. Professionals and management
working within nursing homes are requested to ask
themselves in what way gender sensitivity can be integrated
into daily work routines. Structural gender inequalities within
our societies have to be recognised. Gender sensitivity in
palliative care in nursing homes is a multidimensional
process that always has to do with the interplay of
attentiveness, interaction, reflection and structures.
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Teaching Session: Planning
and Conducting Clinical and
Public Health Research in
Palliative Care

Abstract number: PS 10.1
Abstract type: Parallel Symposium

How to Get Started - and How Can the EAPC
Research Network Contribute?

Kaasa S."?

'Faculty of Medlicine, Norwegian University of Science and
Technology (NTNU), European Palliative Care Research Centre,
Department of Cancer Research and Molecular Medicine,
Trondheim, Norway, *St. Olavs Hospital, Trondheim University
Hospital, Cancer Clinic, Trondheim, Norway

In order to optimise palliative care, we need high level
scientific evidence implemented into international and
national treatment guidelines. The content of these
guidelines must be implemented into clinical practice. One
mechanism is to develop standardised patient trajectories,
assure the implication of these into the health care system
and to quality assure the level of effect on each individual
patient.
Some key elements need to be considered before clinical
research projects are initiated:
«The aim / research questions must be relevant and have a
potential to improve patient care
« The method/design of the study needs to be sound and
contribute to valid answers to the research questions
« Intervention studies are needed since these types of
studies have a good potential to improve clinical practice
« The studies need to be planned and conducted according
to international standards and to be sufficiently sized
» Multicentre studies will often be needed

Abstract number: PS 10.4
Abstract type: Parallel Symposium

How to Enhance Quality in Collaborative
Multinational Studies

Brunelli C.'?

"Fondazione IRCCS Istituto Nazionale dei Tumori, Palliative
Care, Pain Therapy and Rehabilitation Unit, Milano, Italy,
2European Palliative Care Research Centre (PRC), Norwegian
University of Science and Technology (NTNU), Faculty of
Medicine, Trondheim, Norway

Contact address: cinzia.brunelli@istitutotumori.mi.it

In the last decades research networks have been established
in various health care disciplines with the aim to share
resources, infrastructures and to exchange specialized
research skills.

Multicentre study designs have then become more
common since they offer the possibility to achieve quick
patient enrolment within a practical time frame and because
of the increased external validity of the results, mainly when
centers from different countries participate in the network.

Conversely, data quality can be a critical issue because of
potentially different standards in assessment/data collection
skills and in research infrastructure availability among
different centers.

Data quality is a central requirement of scientific research
and one of the tasks of the coordinating centre is to assure it
through multiple interventions both when planning the
study and during its course.

Possible strategies to enhance study quality are: precision
in writing protocols; standardization of recruitment and data
collection procedures; training and supervision of the
research teams; limitation of the burden of data collection
for all study participants; implementation of pilot study in
each centre; definition of minimum standards of data
quality; regular assessment of data quality indicators and
feedback to each investigator and study coordinator;
involvement and motivation of investigators.

Abstract number: PS 10.2
Abstract type: Parallel Symposium

Planning, Conducting and Avoiding Pitfalls in
Public Health Research

Deliens L.'?

'End-of-Life Care Research Group, Ghent University & Vrije
Universiteit Brussel, Brussels, Belgium, VU University Medical
Center, EMGO Institute for Health and Care Research,
Amsterdam, Netherlands

Contact address: luc.deliens@vub.ac.be

Planning public health research in palliative care involves a
large amount of money and one or more grant preparations
and applications. The process of building a consortium or
research team, designing grant application(s) and
negotiating contracts will take at least a year. When you
have mobilised enough resources, researchers have to be
recruited and selected, a full protocol written, and all
procedures for data collection have to be developed and
tested. Finally in the preparatory phase, you have to prepare
and get approval from ethics committees and sometimes
from other data protection agencies. At that stage, you have
still not collected any data for your study, and a second year
may have passed. If it is your aim within your study to
conduct a full PhD trajectory, this will require three to five
more years in general. Hence, planning of public health
research in palliative care requires time and patience.

Successfully conducting public health research in
palliative care is difficult and requires good organisational
conditions and personal research knowledge and skills (e.g.
creativity, questionnaire development, sampling techniques,
statistics, data analyses, scientific writing, multidisciplinary
collaboration and team work). An embedment in an
academic multidisciplinary research environment is helpful,
and implies supporting services (statistics, IT support,
research methods trainings, PhD training etc). Furthermore,
researchers need a positive attitude towards research in
general, but also towards guidance from their supervisors.
Above all, they will need perseverance.

In this presentation, a number of issues will be highlighted
and discussed: What do we have to know before planning a
study? How can we optimise the team and research
environment? How do we draft a good research protocol?
What kind of specific problems and pitfalls are related to
public health research in palliative care, and how can we
best deal with these?

Innovations in Learning

Abstract number: PS 11.1
Abstract type: Parallel Symposium

How to Teach Attitudes

Bowden J,, Fallon M.
University of Edinburgh, Palliative Medicine Research,
Edinburgh, United Kingdom

The importance of the right’attitudes towards patients,
colleagues and even ourselves, should not be
underestimated. Can we define, teach and assess them?
What do they look or feel like? Might it depend on who you
are, the field you work in, or the country you live in? Are they
fixed or flexible? How might societal and technological
changes affect what attitudes are required of healthcare
professionals (HCPs)? Attitudinal competence is recognized
as vital for doctors. Professionalism, encompassing values,
beliefs and attitudes that underpin the trust that patients
have, is high on the agenda. Undergraduate medical
educators have recognized the importance of developing
positive attitudes in their students, with many innovative
approaches in the literature. How do doctors and HCPs
develop their attitudes, and what role can we play as
palliative care clinicians? Might this extend to fostering
positive attitudes in our patients and their carers? How
might our own attitudes affect our ability and willingness to
engage in any of these activities? Apprenticeship is key to
how medical students learn, and role-modelling is integral.
Aside from learning experiences that might be anticipated,
organizational structure and culture also inform learning,
‘the hidden curriculum’ Importantly this reminds us that
attitudes may be taught/learned inadvertently. It is not
possible, nor desirable, to control clinical educational
environments so that learners see only glowing examples of
theright’attitudes in their seniors and peers. Instead,
developing a culture of self-awareness and reflectiveness
where attitudes and their impact are recognized is key.
Palliative care can learn from other specialties where such
practice is embedded. Fostering resilience in students,
colleagues, patients and carers allows them to recognize,
deal with and speak up about negative attitudes
encountered, allowing development of positive attitudes
and behaviours in a conscious and constructive way.

13th World Congress of the European Association for Palliative Care, Prague, Czech Republic, 30 May — 2 June 2013



Parallel sessions

Abstract number: PS 11.2
Abstract type: Parallel Symposium

Education Needs in Central and Eastern
European Countries

Mosoiu D.
Hospice Casa Sperantei, Educatie, Brasov, Romania

Eastern European countries are in different stages of

developing palliative care services. Education is one of the

three main pillars in the WHO public health approach model

in order to develop palliative care services. The presentation

will focus on examples of approaching different educational

needs by countries in the region as follows

« Developing of education centers (Poland, Hungary)

« Palliative care subspecialty training for doctors (Romania,
Czech Republic)

« Preparing future leaders for palliative care services
(European Academy for Palliative Care)

» On-line training for palliative care approach (Romania).

Abstract number: PS 11.3
Abstract type: Parallel Symposium

Experiences with an Online Master's Program

Becker G.
University Medical Center Freiburg, Department of Palliative
Care, Freiburg, Germany

In light of the growing need for palliative care, in 2009 the
Ministry of Science, Research and Arts of the federal state of
Baden-Wiirttemberg, Germany backed the establishment of
a part-time, postgraduate, multiprofessional Master’s
program, “Master Online - Palliative Care”. The program
resides in the Medical Faculty of the University of Freiburg.
Upon completion of the four-semester program, students
obtain an internationally recognized Master’s degree. This
interdisciplinary, practice-oriented and research-based
degree qualifies students take on various positions in both
inpatient and outpatient palliative care settings, ranging
from management to work with patients. One particularly
innovative element of this Master’s program is its use of
blended learning, which allows students to continue their
career alongside their studies. Blended learning combines
traditional face-to-face classroom methods with e-learning,
utilizing the strengths of both methods to communicate
knowledge and skills. In the winter semester 2010/2011, the
Master’s program admitted its first students and succeeded
in bringing together students from various professional
backgrounds. Two-thirds of the presently enrolled 36
students are physicians, while the other third consists of
nurses, theologians and social workers. Among the current
students, 19 work in Germany and 17 are employed in
Switzerland. In the fall of 2012, the first students successfully
completed the Master of Science in Palliative Care. To foster
the continued improvement of the program, regular
evaluations are conducted. Due to the small sample size, the
data provided in this report cannot be generalized and only
provides overall tendencies regarding students'responses to
the program offerings. Nevertheless, the data presented
here along with the feedback of students show that there is
a very positive response to the courses currently offered
within the program because of the practice-oriented
material presented.

IMPACT

Abstract number: PS 12.1
Abstract type: Parallel Symposium

Changing Palliative Care: Measuring and
Improving the Organization of Palliative
Dementia and Cancer Care

Engels Y.

Radboud University Nijmegen Medical Centre (RUNMC),
Anesthesiology, Pain and Palliative Medicine, Nijmegen,
Netherlands

Contact address: y.engels@anes.umcn.nl

New knowledge is not necessarily readily applied in
palliative care, even when there is evidence of its
effectiveness in helping to solve problems. Systematic
implementation is needed to translate scientific evidence or
consensus into everyday clinical routines. Implementation is
‘a planned process or systematic introduction of innovations
and/or changes of proven value; the aim being that these
are given a structural place in professional practice, in the
functioning of organizations or in the health care structure’
(Grol et al 2005).

An increasing number of older people with progressive,
incurable, life-limiting chronic diseases like dementia or
cancer need palliative care. Altering well-established

patterns of care or organization is difficult. Changing the
organisation of palliative care is a major challenge, since this
requires collaboration between a range of different
professionals and healthcare organizations. For those
reasons the aim of this project is to implement quality
indicators (Qls) and improvement projects in settings that
provide palliative care to patients with dementia or patients
with cancer.

Qls can be used to measure the organization of palliative
care. Within our EU FP7 IMPACT project with partners from
10 European countries, we developed such a set of Qls, that
will be used to measure the organization of palliative care in
general practices, nursing homes, hospices and hospitals in
NL, D, UK, It, and No. With the help of tools and guidance of a
consultant, teams within the settings will use the feedback
on the Qls to improve their organization of care. After 9
months, the Qs will be used again to measure the effect of
the intervention. Throughout the development phase, the
intervention period, and the process analysis, barriers and
incentives for improving the organization will be taken into
account.

At the end of the IMPACT project (2011-2015) the set of
Qls, as well as the tools will be available for broader
implementation in Europe.

far, and describe the data collection tools used within the
IMPACT project to identify additional factors.

Method: So far we have conducted a literature review and
interviews / focus groups with health care professionals who
have experience from improvement projects in PC. The
IMPACT project partners are currently conducting a pretest-
intervention-posttest study in 40 home care services,
nursing homes, hospitals and hospices in Europe in order to
shed further light on this issue.

Lessons learned so far: The findings from the literature
review, interviews and focus groups are being used to tailor
interventions to improve the organization of PC in the 40
services participating in the study. For example, motivation
and involvement of the staff and management are crucial
for the interventions to succeed. Therefore, each of the
services may choose their own objectives for improvement,
and influence the plans for how to reach their goals.

Next step: We are currently collecting data in order to
conduct a process evaluation that will describe the
intervention in each service, the actual exposure to the
intervention, and the experience of those being exposed.
Data from questionnaires, activity reports and interviews will
be used to make an inventory - for each type of setting - of
barriers and facilitating factors influencing implementation.

Abstract number: PS 12.2
Abstract type: Parallel Symposium

Models for the Organization of Palliative Care in
Patients with Cancer and Patients with
Dementia

lliffe S.

University College London, Primary Care, London, United
Kingdom

Contact address: s.iliffe@ucl.ac.uk

Aim: To develop a model of palliative care for people with
dementia that captures commonalities and differences
across Europe.

Background: Palliative care for people with dementia is
often sub-optimal. This is partly because of the challenging
nature of dementia itself, and partly because of system
failings that are particularly salient in primary care and
community services. There is a need to systematize palliative
care for people with dementia, to clarify where changes in
practice could be made.

Methods: A technology development approach was
adopted, using mixed methods including 1) critical synthesis
of the research literature and policy documents, 2)
interviews with national experts in policy, service
organisation, service delivery, patient and carer interests,
and research in palliative care, and 3) nominal groups of
researchers tasked with synthesising data and modelling
palliative care.

Findings & Outputs: A generic model of palliative care, into
which quality indicators can be embedded, was developed.
The proposed model includes features deemed important
for the systematisation of palliative care for people with
dementia. These are: the division of labour amongst
practitioners of different disciplines; the structure and
function of care planning; the management of rising risk
and increasing complexity; boundaries between active
treatment and palliative care and between palliative and
end-of-life care; and the process of bereavement.
Conclusion: The co-design approach to developing a
generic model of palliative care for people with dementia
has placed the person needing palliative care within a
landscape of services and professional disciplines. This
model will be described in this presentation, and its future
evaluation discussed.

Abstract number: PS 12.3
Abstract type: Parallel Symposium

Barriers and Facilitators to Implementing
Quality Improvements in the Organization of
Palliative Care

Sommerbakk R.

European Palliative Care Research Centre (PRC), Faculty of
Medicine, Norwegian University of Science and Technology
(NTNU), Department of Cancer Research and Molecular
Medicine, Trondheim, Norway

Contact address: ragni.sommerbakk@ntnu.no

Background: Implementation of change is a challenge in
health care settings in general, also in palliative care (PC)
settings. In order to plan and conduct a quality
improvement project, it is essential to take barriers and
facilitators for success into account. The EU-funded IMPACT
project aims to increase the knowledge-base in this area.
Aim of the presentation: One objective of the IMPACT
project is to identify factors that may act as barriers or
facilitators to the implementation of improvement
strategies in the organization of PC for cancer and dementia
patients. This presentation will highlight factors identified so
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Neurology

Abstract number: PS 13.1
Abstract type: Parallel Symposium

Palliative Care for ALS Patients

Borasio G.D.
CHUV, University of Lausanne, Service de Soins Palliatifs,
Lausanne, Switzerland

Amyotrophic lateral sclerosis (ALS) is the most common
degenerative motor neuron disease in adults. The clinical
picture consists of generalized fasciculations, progressive
atrophy and weakness of the skeletal muscles, spasticity and
pyramidal tract signs, dysarthria, dysphagia and dyspnea.
Pathologic laughing and crying is common, as are cognitive
deficits of the fronto-temporal type. Disease-specific
treatment options are still unsatisfactory. However,
therapeutic nihilism is not justified as a large array of
palliative measures is available to enhance the quality of life
of patients and their families. Because of its clinical
characteristics, ALS represents a paradigm for palliative care
in neurological diseases. Numerous projects are being
undertaken worldwide in order to enlarge the evidence
base for palliative interventions in ALS. Palliative care in ALS
is a multidisciplinary effort requiring careful coordination of
care. An open and empathic disclosure of the diagnosis is
essential. Nutritional deficiency due to dysphagia can be
relieved by a percutaneous endoscopic gastrostomy.
Symptoms of respiratory insufficiency can be effectively
treated by non-invasive home mechanical ventilation. The
terminal phase of the disease should be discussed at the
latest when symptoms of dyspnea appear, in order to
prevent unwarranted fears of “choking to death”.
Psychosocial and spiritual care of patients and families are of
paramount importance. Collaboration with hospice
institutions and completion of advance directives can be of
invaluable help in the terminal phase. Remarkably, ALS
patients can maintain a high quality of life and satisfaction
with their subjectively perceived meaning in life throughout
the course of the illness, despite progressive loss of physical
functions.

Abstract number: PS 13.2
Abstract type: Parallel Symposium

The EAPC Neurology Guidelines

Oliver D.J."?

'Centre for Professional Practice, University of Kent, Chatham,
United Kingdom, ?Wisdom Hospice, Rochester, United Kingdom
Contact address: drdjoliver@gmail.com

Aims: A European Association for Palliative Care Taskforce, in

collaboration with the European Federation of Neurological

Societies, has produced guidelines on the palliative care of

neurological disease.

Methods: The guidelines have been developed from a

literature search of relevant articles and using a group of

experienced clinicians and researchers in both palliative care

and neurology.

Results: The following areas of recommendations were

made and would be presented, with supporting evidence:

« Palliative care should be considered early in the disease
trajectory

« Assessment of care should be by a multidisciplinary team

« Patients should have access to a palliative care assessment

« Communication with patients and families should be open,
including setting of goals and therapy options
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« Early advance care planning is recommended

« Recognition of deterioration over the last weeks and
months is relevant for appropriate management

« Proactive assessment of physical and psycho-social issues
reduces the need for crisis intervention

«The principles of symptom management should be
applied to neurology

« Diagnosis of the dying phase allows appropriate
management and standardised tools, such as the Liverpool
Care of The Dying Patient Pathway, may be helpful

« Carers needs should be assessed regularly and support
provided - before and after death

« Professionals should receive support and supervision

« Palliative care principles should be provided in the training
and education of neurologists

«The understanding and management of neurological
symptoms should be provided for specialist palliative care
professionals

Conclusion: The development of the guidelines has allowed

recommendations on practice for the care of people with

neurological disease. The aim is for these to be disseminated

to both neurology and palliative care clinicians with the aim

of improving the care and quality of life of these patients

and their families.

Abstract number: PS 13.3
Abstract type: Parallel Symposium

Neuromuscular Electrical Stimulation for Muscle
Weakness in Adults with Advanced Disease: A
Cochrane Systematic Review

Maddocks M.!, Gao W.', Higginson I.", Wilcock A

'King’s College London, Cicely Saunders Institute, Department
of Palliative Care, Policy & Rehabilitation, London, United
Kingdom, 2University of Nottingham, Palliative Medicine,
Nottingham, United Kingdom

Background: Patients with advanced disease often
experience muscle weakness which impacts adversely on
independence and quality of life. In patients unable or
unwilling to undertake existing forms of exercise,
neuromuscular electrical stimulation (NMES) may provide an
alternative means of enhancing leg muscle strength.
Programmes appear well tolerated and have led to
improvements in physical function and quality of life. Our
primary objective was to determine the effect of NMES on
quadriceps strength in adults with advanced disease.
Secondary objectives were to determine effects on maximal
and sub-maximal exercise capacity.

Methods: Randomised controlled trials in adults with
advanced COPD, chronic heart failure or cancer comparing a
NMES programme to a no treatment, placebo or active
control were identified from the Cochrane Library, databases
and conference proceedings. Two authors independently
extracted data on study design, participants, interventions
and outcomes. Mean differences or standardised mean
differences (SMD) between NMES and control groups were
calculated.

Results: Eleven studies involving 218 participants across
COPD, chronic heart failure and thoracic cancer met the
inclusion criteria. NMES significantly improved quadriceps
strength by a SMD of 0.9 [95% Cl 0.33 to 1.46], equating to
approximately 25 Nm [95% Cl 9 to 41]. Mean differences
across various walking tests, all favouring NMES, were 40m
[95% Cl -4 to 84] for the six-minute walk test, 69m [95% CI 19
to 119] for the incremental shuttle walk test and 160m [95%
ClI 34 to 287] for the endurance shuttle walk test.
Conclusion: NMES appears an effective means of improving
muscle weakness in adults with advanced COPD, chronic
heart failure and cancer. Further research should clarify its
place in clinical practice by determining optimal programme
parameters, patients most likely to benefit, and impact on
morbidity and service use.

Abstract number: PS 13.4
Abstract type: Parallel Symposium

Palliative Care for Stroke Patients - Experience from the
Regional Organization of Care

Kabelka L.", Vybihal V.2

'Czech Society for Palliative Medicine, St. Joseph’S Hospice and
Pain Centre, Rajhrad, Czech Republic, ?Institute for Palliative
Medicine CSPM CLS JEF, Brno, Czech Republic

Contact address: kabelkal@seznam.cz

Every year 105 000 people die in the CR: 25% of malignant
tumours, 50 % of circulatory system diseases (cardiovascular
and cerebrovascular diseases), the remaining 25 percent
being pulmonary, liver and kidney diseases, poisoning and
accidents [1]. Most of these people (70-80%) need
specialized palliative care not only in last weeks, but many
months of their end-of-life. Patients with the post-stroke
syndromes are in some situations (frailty, coma, multiorgan
failure, co-morbidities, large strokes, difficult traumatic
reasons etc.) the typical examples of “the needness for early
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indication”to specialized palliative care.

The Health Care System in Czech Republic stands
generally in front of a great challenge - how to cope the
system and behaviour or thinking of HC professionals to the
century of neurodegenerative diseases, to the aging
population and above all to the living (and treating...
searching the “well being”) in the long life with disease.
Unfortunately the primary care, long term care and also only
few developed specialized palliative care are not able to
manage the multidisciplinary care, long time (many months
or some years), support sufficiently family care and bring the
value of QoL to patients and family lives. | can see more the
“service departments for cars” then the “well being
institutions”.

There are several institutions, and also acute care settings,
where the professional teams try to change the habits like |
mentioned. Mostly the problematic is about “how make the
categorisation of patients in acute, long term care, what are
the indicators as for the prognosis and how set the range of
palliative care out of the palliative specialized care settings”.
The presentation will describe our 10 years experience, the
tools of co-operation with other medical institutions in
region, and a description of our daily care for patients and
families in the field of specialized palliative care for patients
with post-stroke syndromes.

Public Health Perspective

Abstract number: PS 14.1
Abstract type: Parallel Symposium

Silver Tsunami: The Future Challenge of
Palliative Care

Gambassi G.
Universita Cattolica, Department of Internal
Medicine/Geriatrics, Rome, Italy

World-wide population are ageing. In developed nations,
the majority of deaths occur in elderly patients suffering
from multiple coexisting and progressive chronic illnesses,
such as congestive heart failure, chronic obstructive
pulmonary disease, stroke, dementia and renal failure; these
patients, in the end stage of their disease, need palliative
care. The needs of patients with progressive non-malignant
disease are similar to those of patients with advanced
cancer. Literature has found that patients dying from non-
malignant disease were just as likely to experience
distressing symptoms as cancer patients, but were less likely
to have these symptoms relieved. Furthermore, only a small
minority of non-cancer patients access specialist palliative
care services. Meeting the palliative care needs of non-
cancer patients presents a number of difficult and
unresolved challenges, that include difficulties caused by
prognostic uncertainties and the lack of evidence in the
needs of non-cancer patients, on the best ways of meeting
these needs and on the effectiveness of services.

Several recent studies emphasized the unmet needs of
patients with advanced disease with conditions other than
cancer. Data on treatment of pain in old age suggests that
elderly patients also receive less pain medication than
younger persons for chronic and acute pain. Furthermore,
pain is often under-treated in end stage dementia. Palliative
care for the elderly needs to focus on therapeutic
interventions that can preserve function and help patients
maintain quality of life; discussion on the course of illness so
that patients can plan for the future; recognition and
management of caregiver stress; and management of
physical and psychological symptoms of chronic illnesses.
Physicians should discuss goals of care with their patients,
considering that goals may change as disease progresses. A
multidisciplinary team is critical to caring for patients at the
end stage of chronic illness.

Abstract number: PS 14.2
Abstract type: Parallel Symposium

The Right to Palliative Care from the Public
Health Perspective

Scholten W.K.

Consultant - Medicines and Controlled Substances, Nyon,
Switzerland

Contact address: wk.scholten@bluewin.ch

Availability of and access to pain management and palliative
care are problematic in many countries around the world.
Seya et al. were able to quantify the approximate number of
people that live in countries where access is low. Based on
this research project (figures for 2006), the World Health
Organization (WHO) estimates that 5.5 billion people (83%
of the world’s population) live in countries with low to non-
existent access to controlled medicines and have
inadequate access to treatment for moderate to severe pain.
Figures for 2010 will be presented in this presentation. Lynch

et al. mapped availability of palliative care at the country
level and distinguished 6 levels from“No known hospice-
palliative care activity”to “At a stage of advanced integration
into mainstream service provision” Only 19% of the
countries is in the highest two groups (2011).

The WHO policy guidelines Ensuring Balance in National
Policies on controlled substances: guidance for availability and
accessibility of controlled medicines (2011) distinguish four
imperatives to make pain management (and palliative care)
available to those in need: the legal, the political, the moral
imperative and finally the public health imperative. The
latter is in the service of the other three imperatives: to
attain an optimal access to palliative care services,
integrated services are indispensable and a public health
approach is necessary to realize this.

This presentation will focus on the public health
imperative. From the perspective of access to opioid
analgesics it means that there is an obligation of
governments to establish a system of drug control that
ensures the adequate availability of controlled substances
for medical and scientific purposes, while simultaneously
preventing abuse, diversion and trafficking. From the
palliative care perspective, it means that a number of
changes are necessary. These will be elaborated on.

Abstract number: PS 14.3
Abstract type: Parallel Symposium

Public Health Research in Palliative Care and
the Possibilities of Death Certificate Studies

Deliens L.'?

'End-of-Life Care Research Group, Ghent University & Vrije
Universiteit Brussel, Brussels, Belgium, ?VU University Medical
Center, EMGO Institute for Health and Care Research,
Amsterdam, Netherlands

Contact address: luc.deliens@vub.ac.be

Public health is a domain that has enjoyed strong support
from governments and international organisations ever
since the World Health Organisation (WHO) launched the
WHO Health for All Strategy back in the 1970s. This can be
considered as a health care revolution and introduced the
concept of the power and responsibilities of people and
governments for health and sickness. But a comprehensive
public health approach is also less expensive than acute and
chronic forms of care, because its emphasis is on prevention
and health promotion. A holistic policy aimed at service
provision for all in the last year of life and at promoting
palliative care to all in need can prevent expensive
overtreatment of patients with cancer and other chronic
diseases. If we want more policy-makers and practitioners to
embrace the aims and ideals of palliative care, a public
health approach is essential.

The results of public health studies can guide policy-
makers and practitioners in defining and allocating the
resources needed to establish palliative care services for
those patients in need. Public health can also improve
awareness among the public of the values underlying
palliative care and the possibilities it offers for improving the
quality of life of both the patient and the family involved. In
this presentation we will explore the following topics:

1) What are the challenges of public health research at the
end of life (e.g. population-based monitoring of the end of
life, the value of retrospective designs versus prospective
designs, etc)? 2) In Europe each death is attested by a
physician in the form of a signed death certificate. Have
death certificate data added value to a public health
approach in palliative care? 3) As well as generating
mortality statistics, death certificates can also be used for
additional studies (e.g. place of death studies, mortality
follow-back surveys, etc) 4) What would a research agenda
for public health and palliative care research look like?

Religious Aspects
in Palliative Care

Abstract number: PS 15.1
Abstract type: Parallel Symposium

Palliative Care in Muslim-majority Countries: A
Situation Analysis

Harford J.B.", Aljiawi D.M.?

"National Cancer Institute, Center for Global Health, Rockville,
MD, United States, *King Faisal Specialist Hospital and Research
Center, Palliative Care Dept., Riyadh, Saudi Arabia

Contact address: harfordj@nih.gov

There are currently over 1.6 billion Muslims living in all parts
of the world and representing nearly one-quarter of the
world’s population (www.pewforum.org). About three-
quarters of the world’s Muslims live in the 49 Muslim-
majority countries (MMC's), and about one-quarter live in
Muslim-minority countries of the developing world. In
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analyzing data re. morphine consumption, it became
apparent that the higher-GDP MMC's of the Arab Gulf
(Bahrain, Oman, Qatar, Kuwait, Saudi Arabia & the United
Arab Emirates) are among those using very low amounts of
opioid analgesics despite their relative abundance of
resources for health generally speaking. The objective of this
study was to assess palliative care in MMC’s by compiling
and analyzing published data relative to palliative care.
Available published data on services and on consumption of
opioid analgesics including recent data comparing
consumption to need were compiled for the 49 MMC’s.
More research is needed to understand the barriers to the
use of opioid analgesics in MMC’s, and it is essential that this
research be local since diversity is likely within the MMC’s. A
clear barrier to the integration of palliative care into
healthcare is the shortage of physicians and nurses with
specialized or advanced training in palliative care delivery.
Ideally, palliative care would be a part of multidisciplinary
case management from the date of diagnosis and not
merely appended at the end of life. To achieve this goal,
training and capacity building in palliative care should be a
high priority of the governments of the MMC’s as well as the
international community as a whole. It is clear that modules
related to cultural and religious distinctives should be added
to palliative care training courses and training programs.
Such modules would benefit not only those healthcare
workers who practice in MMC's but also those working in
settings where Muslims are a growing minority (e.g., the U.S.
and Europe).

Abstract number: PS 15.2
Abstract type: Parallel Symposium

Islam and Palliative Care - Practical
Implications in Turkey

Colak D.

Diskapi Yildirim Beyazit Education and Research Hospital,
Medical Oncology, Ankara, Turkey

Contact address: dilsencolak@yahoo.com

Turkey lies at the crossroads between Eastern and Western
civilizations. Turkey has a history which contains the diverse
cultural and religious traditions of both the East and the
West. Social life contains a large number of different beliefs,
customs, traditions, rites and ceremonies, stereotype
attitudes, etc. in many fields.

Turkey has a unique place among modern Muslim nation
states. Turkey is a secular country, trying to find a balance
between religion and secularism by constantly improving its
democratic culture. Today, Turkey emerges a country that
supports a moderate, tolerant and inclusive perception of
Islam. The widespread perception of Islam in Turkey is not
radical, fundamentalist or exclusive.

The majority of the Muslim population belongs to the
loosely defined Sunni interpretation of Islam. The current
perception and practice of Islam varies from mystical and
folk Islam to conservative and more moderate
understanding of Islam. Several non-Muslim religious
groups also exist in Turkey.

In this paper, the current perception and practice of Islam
in Turkey will be discussed in the focus of palliative care. The
meaning of life and death, perception and social aspects of
illness, taking care of the ill, grief and mourning, disclosure
of diagnosis and prognosis, etc will be argued.

Palliative care is an emerging topic in Turkey within recent
years. One of the main headings of Turkish Cancer Control
Program 2009-2015 is palliative care and a serial palliative
care unit implementation with continuous training
programs. The current palliative care situation in Turkey and
Pallia-Turk Project will be also briefly summarized.

Abstract number: PS 15.3
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Issues of Guilt and Shame in Life Threatening
Illness and Death: A Challenge for Christian
Pastoral Care?

Speck PW.

Kings College London, Cicely Saunders Institute, Palliative Care,
Policy & Rehabilitation, London, United Kingdom

Contact address: peter.1.speck@kcl.ac.uk

Aim: To explore Christian pastoral responses to the presence
of guilt or shame for people who are dying

Background and method: From a very early age we can
experience guilt or shame and, while these feelings may
overlap, they can also be distinguished. Guilt is concerned
with the consequence of committing actions which are
believed to be wrong or harmful. Shame links more closely
to embarrassment or humiliation and feelings of low esteem
- often for not having met the expectations of others. In the
context of illness and terminal care both these experiences
can result from the way the individual tries to find a cause
for the illness or responds to the reactions (or expected
reactions) of others to news of the diagnosis and prognosis.

This is often expressed in terms of questions such as:“Why
me’,“What have | done to deserve this” etc. In this
presentation | shall look at some of the ways in which guilt
and shame can shape responses to diagnosis and treatment,
assess the contribution they can make to spiritual and
psychological distress, and suggest pastoral responses from
within the Christian tradition.

Conclusion: Sensitive pastoral exploration can help to re-
frame some experiences of guilt and shame. When
appropriate religious liturgy / ritual can also assist
transformation of the experience and help the dying person
achieve a greater sense of inner peace.

Common Battlefields for
Palliative Care and Oncology
(ESMO Supported Session)

Abstract number: PS 16.1
Abstract type: Parallel Symposium

The International Collaborative Project to
Evaluate the Availability and Accessibility of
Opioids for the Management of Cancer Pain:
Final Survey Result

Cherny N.I.
Shaare Zedek Medical Center, Oncology and palliative Care,
Jerusalem, Israel

Introduction: The International Collaborative Project to
Evaluate the Availability and Accessibility of Opioids for the
Management of Cancer Pain has been coordinated by
ESMO, EAPC, UICC, PPSG + WHO with collaboration from
international PC and oncology societies.

Aim: To develop a comprehensive database on the
availability and accessibility of opioid medication for the
management of cancer pain in: Africa, Asia, Latin America
and the Caribbean and Middle East. The adequacy of
formulary availability is evaluated relative to the
International Association of Hospice and Palliative Care list
of Essential Medicines for Palliative Care. Overregulation is
evaluated according to descriptors identified by the World
Health Organization and the International Narcotics Control
Board.

Results: Between 12/2010-7/2012, 156 reports were
submitted from identified reporters in 76 countries and 19
Indian states (58% countries, 83% population). Very few
countries provide all 7 opioids on the essential drug list of
the IAHPC (Codeine, immediate and slow release oral
morphine, oral IR oxycodone and transdermal fentanyl) and
in many countries less than 3/7 drugs are available.
Furthermore, in most of the countries opioids are either not
or are weakly subsidised by gov. and availability is often
limited. Many countries have highly restrictive regulations
that limit entitlement of cancer patients to receive
prescriptions, limit prescriber privileges, impose restrictive
limits on duration of prescription, restrict dispensing, and
increase bureaucratic burden of the prescribing and
dispensing process.

Conclusions: In many places across Africa, Asia, ME and L+C
America governments are failing cancer patients in delivery
of adequate pain relief. There is a need for increased
availability of affordable opioids for the management of
cancer pain. A priority action is examination of drug control
policies and repeal of excessive restrictions which impede
this most fundamental aspect of cancer care.
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Integration of Palliative Care into Oncology

Kaasa S."?

"Faculty of Medlicine, Norwegian University of Science and
Technology (NTNU), European Palliative Care Research Centre,
Department of Cancer Research and Molecular Medicine,
Trondheim, Norway, ?St. Olavs Hospital, Trondheim University
Hospital, Cancer Clinic, Trondheim, Norway

Cancer care has become more complicated due to the
developments of diagnosis, treatment and follow-up of
patients. More patients are living longer because of better
life-prolonging treatment. However, the benefit for the
patients on symptom control, function and quality-of-life is
varying, and there is a need for quantifying the effect. One
needs to focus just as much on quality as on quantity of life.

The competence of palliative care is needed at various
stages of cancer care: Curative, life-prolonging, palliative
care and end-of-life care.

The patients are in need of symptom management,
psychological and social and existential care independent of
treatment intention. Therefore, the traditional organisational
structure as a division between mainstream oncology and
palliative care does not seem to be the optimal structure.
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Some aspects needed to achieve such an integration are:

« All participants need to have a common understanding
and acceptance of this organisational structure

« The organisational structure needs to be incorporated and
resource-set at each institution

« All health care providers in the teams (oncology and
palliative care teams) need to have competence at level
three

» Communication and structure needs to be established,
understood and followed

«The patients must be in the centre.

Abstract number: PS 16.3
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Treatment of Toxicity of New Targeted
Therapies

SaartoT.
Helsinki University Central Hospital, Department of Oncology,
Helsinki, Finland

The new types of toxicity of targeted anticancer agents are
skin, vascular/cardiac, gastrointestinal and endocrine effects.
Dermal toxicity is usually mild-to-moderate, reversible and
dose-dependent. Rash, dry skin and itching are the most
common skin effects (< 75%). Preemptive manners are
limited exposure to sun, avoidance of products that dry skin
like soap and moisturizing. In localized eruption topical
antibiotics (clindamycin or metronidazole) and
corticosteroids, and antiseptic creams appear to relieve the
symptoms. In extensive lesions systemic therapy with
tetracyclines (doxycycline 100-200 mg/d for 4-8 weeks) is
needed. Paronychia (inflammation around the nail) affects
especially large toes. The treatment is topical corticosteroids
and antiseptic creams, and oral tetracyclines with more
severe cases. For prevention and treatment of Hand-Foot-
Skin-Reaction (HFSR) mechanical or chemical keratolytic
measures (urea or salicylic acid containing creams or
ointments) of hyperceratotic areas, footbath and emollients
are recommended. Allopecia, facial hypertrichosis,
elongation of the eyelashes and hair depigmentation are
reversible self-limiting side-effects. For more severe or
prolonged dermal toxicity dose reduction, treatment
interruption or discontinuation is needed. Vascular/cardiac
toxicity includes hypertension (15-60%), arterial and venous
tromboembolic complications, wound healing problems,
hemorrhage, gastrointestinal perforations, hear failure and
coronary symptoms. Blood pressure should be regularly
monitoring and when necessary, treated with
antihypertensive agents. Other toxicities include diarrhea,
mucositis, hypothyroidism, hepatotoxicity and pancreatitis
(ibilimumab), proteinuria (bevasizumab) and pneumonitis
(mTOR inhibitors). In summary, proactive and supportive
managements of adverse effects are often effective and
allow for uninterrupted minimally altered-dose therapy.

Developing Collaboration
for Palliative Care: Experience
and Challenges
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Abstract type: Parallel Symposium

Developing Collaboration for Palliative Care:
Experience and Challenges

Mcllfatrick S.J.'?, Larkin P!, Payne S.3, Gamondi C*, Connolly M.",
Murphy 12

"All Ireland Institute of Hospice & Palliative Care, Dublin, Ireland,
2University of Ulster Jordanstown, Institute of Nursing Research,
Newtownabbey, United Kingdom, *Lancaster University,
International Observatory on End of Life Care, Faculty of Health
and Medicine, Lancaster, United Kingdom, “Istituto Oncologico
della Svizzera Italiana, Bellinzona, Switzerland, *Marymount
Hospice, Cork, Ireland

Contact address: sj.mcilfatrick@ulster.ac.uk

The concept of collaboration features prominently in
palliative care. The purpose of this symposium is to share the
experiences and challenges of developing a model of
collaboration used by the All-Ireland Institute of Hospice
and Palliative Care (AIIHPC), which is a large 5 year
collaborative initiated in 2011 to improve palliative care on
the Island of Ireland. There have been a number of
challenges as a result of seeking to create an initiative that
brings together three Work Packages of Education, Research
and Policy and Practice into a single entity, allowing the
activities and outcomes of each to add value to the others.
The papers included in this symposium will present work
streams that are aimed at developing collaboration for
palliative care in line with the international agenda. Paper 1
will provide the strategic context within Ireland that has
supported the development of the All-Ireland Institute of
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Hospice and Palliative Care. Paper 2 will describe the
activities undertaken in developing a research collaborative
community, emphasising the importance of the spectrum of
activity that can contribute to research and knowledge
generation. Paper 3 presents models of mentorship and
educational networks drawn from the literature and from
discussions with recognised leaders in palliative care. The
final paper, paper 4, will draw together the key issues and
challenges, by reflecting on the quality of palliative care
research nationally and internationally, highlighting issues
for the development of future collaborations.

Abstract number: PS 17.2
Abstract type: Parallel Symposium

Developing a Research Collaborative
Community

Payne S.A.

Lancaster University, International Observatory on End of Life
Care, Lancaster, United Kingdom

Contact address: s.a.payne@lancaster.ac.uk

Aims: This presentation draws upon evidence of
international and national research collaboratives and
initiatives to identify barriers and opportunities for
promotioning and facitating them.

Methods: Using experience from two different types of
research collaboratives, | will describe the strengths and
limitations. One type of research collaborative has a specific
goal which is to design, implement and deliver a specific
piece of research such as those funded by the European
Commission. The second type of research collaborative has a
wider remit which might include research capacity building
and service user involvement, in addition to high quality
research outputs.

Results: The presentation will draw upon lessons learnt via
these two types of research collaboratives. Specific focus will
be directed to the United Kingdom’s National Cancer
Research Institute funded Cancer Experiences Collaborative
project which was a five year initiative designed to increase
the quality and quantity of supportive and palliative care
research, and to increase the capacity of researchers.

This will be contrasted with the European Commission
funded ATOME (Access to Opioid Medication in Europe)
project which is designed to support 12 countries in Central
and Eastern Europe to have better balance in medication
policy and access. Analysis of the resources, structures,
processes and outcomes of these projects will be discussed.
There have been some key challenges in developing
research collaboratives such as: sustainable capacity
building, leadership, enagagement of service users, track
record of key players and montorship.

Conclusions: This presentation will outline the processes
used within the development of resarch collaboratives and
provide evidence of the factors that determine
sustainability, and provide further debate on considerations
of key criteria that predict positive outcomes.

Abstract number: PS 17.3
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Models of Mentorship and Educational
Networks for Palliative Care

Gamondi C.

Oncology Institute of Southern Switzerland, Palliative Care
Departement, Bellinzona, Switzerland

Contact address: claudia.gamondi@eoc.ch

Modern society is changing in terms of social, cultural and
economic features. Europe is developing novel forms of
political and health care systems. Palliative care is a relatively
young health specialty, in rapid growth, with a solid and well
established philosophy at its roots, and with new landscapes
to explore. Future palliative care leaders need to be
prepared to face the challenges of this new liquid
modernity. An important question concerns the role of
educators and education in this capacity development.
Careful succession planning is a critical step, which includes
the identification of priorities, visioning and transparency as
key elements. For education mentorship to be effective and
tailored it needs international networking and peer support.
As such it is advisable that a formal academic setting should
be paired with informal settings where students can meet
and share experiences. Central to this is the development of
a close collaboration between universities, research
institutes and management schools, in order to provide the
skills and competencies needed to accomplish future
leaderships roles. Learning methods, such as e-learning and
new technologies, should be used to enable blended
learning together with traditional techniques. The need for
exposure to interprofessional learning has been highlighted
as something that can enhance both learning and mutual
recognition of roles within the multi-disciplinary team. In
conclusion stakeholders should recognize, prioritize and
respond to emerging educational needs. Educational
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networks should provide leaders with the competencies
which enable them to bring palliative care of excellent
quality, and which is visible and accessible within the
complex European panorama.

Abstract number: PS 17.4
Abstract type: Parallel Symposium

Developing Collaboration for Palliative Care:
Experience and Challenges

Mcllfatrick S.J.', Larkin P!, Payne S5, Gamondi C.%, Connolly M.,
Murphy 1

'All Ireland Institute of Hospice & Palliative Care, Dublin, Ireland,
2University of Ulster Jordanstown, Institute of Nursing Research,
Newtownabbey, United Kingdom, *Lancaster University,
International Observatory on End of Life Care, Faculty of Health
and Medicine, Lancaster, United Kingdom, “Istituto Oncologico
della Svizzera Italiana, Bellinzona, Switzerland, *Marymount
Hospice, Cork, Ireland

Contact address: sj.mcilfatrick@ulster.ac.uk

The concept of collaboration features prominently in
palliative care. The purpose of this symposium is to share the
experiences and challenges of developing a model of
collaboration used by the All-Ireland Institute of Hospice
and Palliative Care (AIIHPC), which is a large 5 year
collaborative initiated in 2011 to improve palliative care on
the Island of Ireland. There have been a number of
challenges as a result of seeking to create an initiative that
brings together three Work Packages of Education, Research
and Policy and Practice into a single entity, allowing the
activities and outcomes of each to add value to the others.
The papers included in this symposium will present work
streams that are aimed at developing collaboration for
palliative care in line with the international agenda. Paper 1
will provide the strategic context within Ireland that has
supported the development of the All-Ireland Institute of
Hospice and Palliative Care. Paper 2 will describe the
activities undertaken in developing a research collaborative
community, emphasising the importance of the spectrum of
activity that can contribute to research and knowledge
generation. Paper 3 presents models of mentorship and
educational networks drawn from the literature and from
discussions with recognised leaders in palliative care. The
final paper, paper 4, will draw together the key issues and
challenges, by reflecting on the quality of palliative care
research nationally and internationally, highlighting issues
for the development of future collaborations.

Paediatrics Il

Abstract number: PS 18.1
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EAPC Taskforces in Paedaitric Palliative care
and European Steering Committee for Palliative
Care in Children

BeniniF.
University Department of Pediatrics, Padua, Italy
Contact address: benini@pediatria.unipd.it

In 2006, an international group of 18 paediatric palliative

care experts and representatives from the Maruzza Lefebvre

D’Ovidio Foundation (Maruzza Foundation), the Livia Benini

Foundation and the ‘No Pain for Children’ Association, met in

Trento, Italy to examine strategies and best practices for the

care of children with incurable conditions. The outcome of

the Trento meeting was the publication of a united
document; the “IMPaCCT Charter”, which defines and
identifies standards of care for children with life-limiting and
terminal illness. The initiative was acknowledged by the

EAPC and, consequently, the EAPC Taskforce - Palliative

Care in Children was established.

The second publication resulting from the work of this
Task Force; “Palliative Care for Infants, Children and Young
People: The Facts’, translated into several different
languages, has become a reference document for
professionals working for the improvement and
reorganization of palliative care practices for children in
many parts of the world.

Subsequently, in 2010, the Task Force was broadened to
encompass members from a wider geographical,
professional and operational scope. The European Steering
Committee for Palliative Care in Children was created and
two key areas of Interest were identified for the formation of
two new EAPC Task Forces;

«The EAPC Task Force for the mapping of palliative care
services for children and adolescents in Europe, in
collaboration with the International Observatory on End of
Life Care, is gathering information regarding the provision
of Palliative Care for Children and Young People
throughout Europe.

«The EAPC Task Force for the formulation of standardized

curricula for medical staff working in Paediatric Palliative
Care is working to define core curricula for healthcare
professionals working in paediatric palliative care.
The Maruzza Foundation provides essential funding and
logistic coordination for the Steering Committee and Task
Forces' activities.

Abstract number: PS 18.2
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An Educational Programme for Paediatric
Palliative Care

Downing J."**

'International Children’s Palliative Care Network, Sevenoaks,
United Kingdom, *Makerere University, Kampala, Uganda, *EU
Project for the Development of Palliative Care in Serbia,
Belgrade, Serbia

Education is an essential component of the development of
children’s palliative care, and it is important that education
programmes which are fit for purpose’are available and
accessible for all those who need it. This session will discuss
the development of a strategy for education for children’s
palliative care, identifying first the training needs for
children’s palliative care in order to help shape future
training programmes on children’s palliative care, and an
outline of the some of the training programmes available
across Europe and a comparison with need. The WHO 2-
stage approach for providing education programmes will be
discussed and the challenges that exist in providing
children’s palliative care training.

There are a variety of types of training programmes
available on children’s palliative care, some more accessible
than others, and some which impact not just knowledge but
also the skills and attitudes necessary for children’s palliative
care. Examples will be discussed utilizing work from the
EAPC children’s palliative care task force along with the
programmes developed through the International Children’s
Palliative Care Network. Key components of an education
programme/ strategy for children’s palliative care will be
identified and discussed and the implications of this for us in
practice.

In order to improve the quality of palliative care provision
for children, it is important that there are educational
initiatives that are both available and accessible to those
who need it, as well as fit for practice, addressing both skills
and attitudes as well as knowledge. A comprehensive
education programme needs to address education for
different cadres working at the different levels of service
delivery such that children in need can access palliative care
in the place that they need it.

Abstract number: PS 18.3
Abstract type: Parallel Symposium

Managing Differences - the Influence of
Culture in Palliative Care for Children

Marston J.M.

International Children’s Palliative Care Network, Management,
Bloemfontein, South Africa

Contact address: joan.marston@icpcn.co.za

The holistic nature of palliative care for children and families
involves accepting the family as part of their own culture,
and the cultural environment in which they are cared for.
With the changing nature of society, the team around the
child may consist of many different cultures and cultural
beliefs, some of which may conflict with the families own
norms and beliefs. Respect for the differences includes
knowledge of the different cultures, differences in
understanding and differences in approach.
Communication can be complex when members of the
family and team do not speak the same language as their
first language. Within the cultural complexities, the child
may have his or her own “culture’, language and beliefs.
These differences can be seen as a difficulty, a challenge or
an opportunity for shared growth and understanding. The
role of anthropologists and sociologists is seldom
recognised in most countries. However, there is within
paediatric palliative care, an understanding of the important
role these professionals can play as part of the multi-
disciplinary team.
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Dementia

Abstract number: PS 19.1
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White Paper on Palliative Care in Dementia

van der Steen J.T.

VU University Medical Center, EMGO Institute for Health and
Care Research, Department of General Practice & Elderly Care
Medicine, Amsterdam, Netherlands

Contact address: j.vandersteen@vumc.nl

Dementia is an incurable, life-limiting disease. Patients and
families may have specific palliative care needs. The
European Association for Palliative Care (EAPC) presents a
white paper that defines optimal palliative care in dementia.

Using a five-round Delphi study (2011-2012), first, a core
group of twelve experts from six countries drafted a set of
eleven core domains with 57 salient recommendations for
each domain, based upon literature and clinical experience.
Sixty-four experts (72% response rate) from 23 countries
evaluated these in a two-round online survey with feedback.
The fourth round involved decisions by the core team, and
the fifth, input from the EAPC. According to pre-defined,
stringent criteria, there was immediate and full consensus
on the following eight domains including the
recommendations: Person-centred care, communication,
and shared decision making; Optimal treatment of
symptoms and providing comfort (these two identified as
central to care and research); Setting care goals and advance
planning; Continuity of care; Psychosocial and spiritual
support; Family care and involvement; Education of the
health care team; and Societal and ethical issues. After
revision, full consensus was additionally reached for
Prognostication and timely recognition of dying.
Recommendations on nutrition and dehydration (Avoiding
overly aggressive, burdensome, or futile treatment) and on
dementia stages in relation to care goals (Applicability of
palliative care) achieved moderate consensus.

The EAPC provides the first comprehensive definition of
palliative care in dementia based on evidence and
consensus, which may provide guidance for clinical practice,
policy and research.

Abstract number: PS 19.2
Abstract type: Parallel Symposium

Pain, Stress, Anticipation, and Immobilization in
Patients with a Cognitive Impairment

Scherder EJ.
VU University Medical Center, Amsterdam, Netherlands

Although there is ample evidence for a close relationship
between stress and pain, this relationship has received
relatively little attention in patients suffering from a
neurodegenerative disease. Most literature concerns stress
in caregivers of dementia patients which in itself is
undoubtedly most important. The finding that the
relationship between stress and pain in patients with a
neurodegenerative disease has much less been addressed,
is the more remarkable for several reasons. In the first place,
patient’s awareness of a progressive decline in cognitive
functions may be most stressful. In the second place,
neuropathology characteristic for the various subtypes of
dementia may affect brain areas/neuronal circuits that play a
crucial role in stress regulation. Thirdly, the same or related
neuropathology may alter the processing of the various
aspects of pain such as the motivational/affective aspects of
pain, memory for pain, autonomic responses to pain, and
the sensory-discriminative aspects of pain. In the fourth
place, being able to anticipate upcoming pain may reduce
stress; unfortunately, brain regions that are involved in pain
anticipation may be damaged in specific subtypes of
dementia. Finally, inactivation/immobilization as a reaction
to agitation/ restlessness may increase already existing
pain/discomfort, further increasing agitated behavior, thus
creating a vicious circle.

Abstract number: PS 19.3
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Communication in Dementia

Simard J.M.

University of Western Sydney Australia, School of Nursing,
Penrith, Australia

Contact address: joycesimard@earthlink.net

The population of people with dementia (PWD) is rising
throughout the world and providing them the opportunity
to live with quality in their lives during the duration of their
disease is a challenge for family caregivers and healthcare
professionals. In each stage of a dementing illness positive
communication is paramount to the PWD’s quality of life.

Therefore, we must understand how to successfully
communicate using appropriate verbal and non-verbal
techniques. This includes an awareness of how the
environment may hinder communication if there are too
many distractions that disrupt the ability to pay attention.
The care partner’s must insure they have the PWD's attention
before they begin to communicate with them and make sure
their words match their non-verbal communication. In the
early stage, people with mild memory loss may still be able
to understand simple commands both verbal and written. In
the moderate stage, PWD may be living in a different reality
and the person communicating with them needs to“join
their journey”rather than try to use a reality based approach.
When the person with dementia enters the severe stage of a
dementing illness, touch is the most effective way of
communication. Not only is it important for care partners to
successfully communicate to a person with dementia; they
must also be able to receive communication from them. This
lecture will explore how to learn the“language” of dementia.
Assessment of pain and discomfort is vital to helping people
with dementia live a comfortable existence. Many scales
have been developed for people in the early stages of
dementia and the PAINAD Scale is successful in assessing
pain and discomfort in people with severe dementia.
Although we do not have a cure for dementia and no way to
successfully slow down its progression, we do know how
communicate with PWD's and help them have moments of
joy.

Outcome Assessment
in Palliative Care

Abstract number: PS 20.1
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Electronic Assessment: Pros and Cons

Hjermstad M.J.

Oslo University Hospital, Ulleval, Regional Centre for
Excellence in Palliative Care, Department of Oncology, Oslo,
Norway

Contact address: marianne.j.hjermstad@ntnu.no

Reports have emphasised the benefits of replacing the
traditional paper and pencil based questionnaires or
registration forms with electronic assessment tools in clinical
work and research. This presentation focuses on three
aspects in relation to palliative care cancer patients; 1)
electronic self-report tools for symptom assessment by
patients; types and content, 2) applicable user-friendly
platforms for patient self-report, and 3) how the outcomes
can be implemented in clinics.

1) Many symptom assessment tools have been adapted
for electronic use, e.g. EORTC QLQ-C30, ESAS and different
versions of pain body maps. Rapid presentation of results
may improve the doctor-patient communication, facilitate
symptom assessment in patients not in physical proximity of
the care team, and reduce respondent burden by skipping
irrelevant questions. 2) Several common devices can be
used with a high degree of user-friendliness; computers, cell
phones, and tablets. This enables self-report at or between
clinical visits by phone or web, saving time and efforts. 3)
Immediate presentation of results in the medical chart may
enhance clinical care by flagging high symptom scores.
Medical decision support systems and treatment guidelines
may be automatically incorporated, based on pre-
programmed algorithms for scores and clinical signs.

The enthusiasm for rapid results must be viewed against
the fact that introducing new technology implies costs;
money, training time, and education and relies on the buy-in
from stakeholders. Palliative care patients also have specific
needs regarding usability, and must be engaged in the
development process. Poor compatibility and ethical
restraints may hinder direct transfer to patient records, and
may limit the usefulness in clinical settings, less so in
research. Also, the content of an electronic tool is never
better than the input, it should facilitate, not replace the
clinical consultation and should always be part of a dynamic
development process.

Abstract number: PS 20.2
Abstract type: Parallel Symposium

Assessing the Quality of Palliative Care Using a
Quality Indicator Set

Cohen J., Leemans K.
Ghent University & Vrije Universiteit Brussel, End-of-Life Care
Research Group, Brussels, Belgium

Aims: Evaluation of quality of palliative care is an important
condition to optimize and improve care. Following a
scientifically rigorous method we developed a
comprehensive quality indicator set and tested the face-
validity, feasibility, and usefulness of the set across different
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palliative care (PC) services.

Methods: The set was developed in 4 phases, including an
extensive literature review, two rounds of scoring to develop
the indicator set, and a phase in which the set was tested and
evaluated in palliative practice for face-validity, feasibility, and
usefulness. Within 9 specialist PC services in Belgium, living
patients under care and deceased patients (1.5-6 months
ago) were cross-sectionally selected. Questionnaires were
distributed to all living patients and their most involved
palliative caregiver, and to a close family member and the
treating physician of the deceased patients.

All quality indicators were calculated and fed back to the
participating services after which interviews were held to
evaluate face-validity, feasibility, and usefulness.

Results: We received a total of 414 questionnaires. Response
rates ranged from 53% for patients to 91% for palliative
caregivers.

We could successfully measure several process indicators
(eg assessment of anxiety [82%]; care planning meeting
with family [92%)]) and outcome measures (eg improvement
of pain after treatment [78%), family received bereavement
support [51%)]).

Face-validity and usefulness of most indicators was high.
Some indicators had an extremely skewed distribution or a
high percentage of missing values resulting in an advice to
modify the indicator. The procedure was evaluated as feasible.
Conclusion: Our 4 phased indicator development resulted
in a set applicable to all patients in all PC services, including
patient and next-of-kin perspectives, and covering outcome,
process, and structure indicators. Our study indicated that
using such a quality indicator set in palliative care is feasible
and accepted.
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The EAPC White Paper on Outcome
Measurement

Bausewein C.

Munich University Hospital, Interdisciplinary Centre for
Palliative Medicine, Miinchen, Germany

Contact address: claudia.bausewein@med.uni-muenchen.de

The EAPC Taskforce on Outcome Measurement in Palliative
Care is working on a White Paper to provide guidance on
outcome measurement in clinical practice and research in
order to attain excellent quality of care for patients and their
caregivers and to advance palliative care. It is written for
healthcare professionals, managers, professional bodies,
researchers, educators and opinion leaders in Europe. The
paper offers guidance to all services regardless of the setting
itis being provided in (e.g., community, hospice, hospital),
the country in which it is being delivered and regardless of
the model of care being used. The paper consists of ten
recommendations and concludes with guidance on
establishing national outcome measurement programmes
to aid benchmarking of services and special considerations
regarding outcome measurement in low-to-middle income
countries.

Recommendations cover the use of locally validated and
multi-dimensional patient-reported outcome measures
(PROMes) that capture the holistic nature of palliative care
and those that allow for proxy reports; the use of measures
that cover the needs of family carers alongside the needs of
patients; the use of measures with sound psychometric
properties with culturally sensitive and validated
translations that allow for comparisons across care settings
and throughout Europe; the use of measures that are suited
to the clinical task and suited to clinical work; the use of
change management principles, facilitation and
communication to help embed outcome measurement into
routine clinical practice; to establish and use quality
improvement systems to help sustain routine outcome
measurement; to relate outcome measurement to quality
indicators and to advance the field of palliative and end of
life care through establishing national and international
collaborations including benchmarking.

Access Issues / Access to Care

Abstract number: PS 21.1
Abstract type: Parallel Symposium

Disadvantaged Groups in the Access to
Palliative Care

Grande G.E.

University of Manchester, School of Nursing,
Midwifery & Social Work, Manchester, United Kingdom
Contact address: gunn.grande@manchester.ac.uk

Equity of access means that people of equal need should

have the same access to care. The level of care should
depend only on patients’level of need and not on factors
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irrelevant to that need. This presentation will in particular
focus on patients with non-cancer diagnoses, older patients,
patients with lower socioeconomic status and ethnic
minorities who appear to be disadvantaged in their access
to palliative care. It will present evidence that differential
access is unlikely to be due to differences in need and
consider alternative factors that may help explain patterns.
These include difficulty in establishing prognosis, differences
in care giving context, communication with professionals
and acknowledgement of dying, existing resources,
knowledge of services and expectations. Finally, potential
solutions to inequity in access will be considered.

Abstract number: PS 21.2
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Rural Perspectives in Palliative Care - How Do
We Deliever Care in Sparsely Populated Areas?

Mitrea N."?

"Hospice Casa Sperantei, Education and National
Development, Brasov, Romania, *Transylvania University,
Non-clinical Sciences, Brasov, Romania

Contact address: nicoleta.mitrea@hospice.ro

Countries that were under Communism previous to 1989,
located in Eastern Europe (EE), have social systems that are
considered rudimentary, with economical backgrounds
mainly based on agriculture. This rural perspective creates a
need to find ways of delivering good Palliative Care (PC) to
the underserved population and overcome challenges like:
poverty, migration of young generations to urban areas or
abroad, low availability of trained medical staff willing to
serve these communities, difficult access to medical facilities
and drugs, underdeveloped infrastructure, etc. The focus of
this presentation is on the existing situation in 4 different EE
countries, where there are PC initiatives to serve few rural
regions: Moldova - 58% rural population, Hospice “Carolina
de Nord"inpatient unit and home care team in Zubresti,
Straseni county; Romania - 45,8% rural population, Hospice
“Casa Sperantei” home care teams in Zarnesti and Fagaras,
Brasov county; Armenia - 36,1% rural population,
investment on training of physicians and nurses on
prescribing and administering Methadone in Ararat and
Vanadzor; Ukraine - 32% rural population, initiative on
developing the nurse’s role, by empowering them to
implement autonomous interventions in end-of-life
situations. As the lecturer had the chance and privilege to
witness and support, throughout education (both
theoretical and clinical), the way care is delivered in the
Region the personal input and experience gives the
presentation a particular testimonial flavor, in support of the
efforts that local services and teams are making.

EAPC Atome Session Title:
Regulatory Barriers in Palliative
Care Opioid Treatment

Abstract number: PS 22.1
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The ATOME Project: Improving Access to Opioid
medication in Central and Eastern Europe

Jiinger S.
University Hospital Bonn, Department of Palliative Medicine,
Bonn, Germany

The Access to Opioid Medication in Europe (ATOME) project
commenced in December 2009, funded by the European
Commission’s 7th Framework Programme over five years.
The objective is to improve access to opioids in 12 European
countries (atome-project.eu/) in order to ensure accessibility,
availability, and affordability for all patients requiring
treatment with opioid medicines. To accomplish its
objectives, the ATOME project follows two tracks of activities
in parallel.

One track is related to the analysis of national policies and
circumstances that affect the accessibility and availability of
opioids, such as a lack of education for health-care
professionals, as well as myths and misconceptions about
opioids among policy makers, health-care professionals and
in the general public. The goals are both to make
recommendations to the government and to make health-
care professionals aware of problems arising from their
professional practice related to the use of opioids.

The other track aims at optimising the relevant legislation
in order to acknowledge both the prevention of abuse and
dependence and the medical need for these medicines. The
goal is to identify legal provisions that may impede access to
controlled medicines and make recommendations for
improvement in consultation with the national
counterparts.

To raise awareness on a larger scale and increase the
likelihood of change, the outcomes of the national policy
and legislation analysis are disseminated to a wider
audience of relevant policy makers, stakeholders, and
health-care professionals during national one-day
conferences in each of the 12 countries.

Close collaboration with country teams in the European
countries shall ensure that recommendations for legislative
and policy changes made within the ATOME project will be
validated and their applicability to the country-specific
situation will be verified. The final recommendations will be
handed over to the Ministries of Health of the 12 countries
in2014.

Abstract number: PS 21.3
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Social Diversity in Palliative Care: Ways
Forward for a Rising Challenge

Gomes B.
King’s College London, Cicely Saunders Institute, Dept. Palliative
Care, Policy and Rehabilitation, London, United Kingdom

It has only been recently that palliative care has given
attention to the importance of caring for increasingly
diverse societies. Many are already multicultural and this is
amplified by growing migration. Moreover, social disparities
are increasing; the number of smaller families, women in
full-employment out of home and older people living alone
is rising. This socio-demographic shift widens the diversity of
circumstances in the population including people in need of
palliative care. This means that although general patterns,
preferences, priorities for palliative care persist, there is
greater heterogeneity and minority groups with different
needs/experiences/preferences. Professionals are required
to ensure both equity and quality care for all. There is
therefore a major need for evidence on social diversity in
palliative care and ways of addressing this in the future.

This presentation examines different facets of the issue,
drawing on a growing body of evidence in Europe and
beyond to: 1) discuss variations in access and outcomes of
palliative care likely to reflect inequity, 2) identify key social
factors posing challenges while caring for patients with
advanced illness and families, 3) learn from recent initiatives
and care models tailored to respect diversity and address
needs/preferences of people living in harder social
conditions. Clinical, policy and research actions needed to
more closely reflect the increasing diversity in social
circumstances of patients and families in need of palliative

care will be discussed.

References:

Richardson, Koffman. Embracing diversity at the end of life. In Death, dying and social
differences 2011; pp70-84

Gomes et al. Heterogeneity and changes in preferences for dying at home: a systematic
review. BMC Palliative Care 2013; 12:7

Koffman. New public health approaches to address diversity and end-of-lie issues for
older people? In Living with ageing and dying: palliative and end of life care for older
people 2011;pp116:31
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Regulatory Barriers in Practice

Vranken MJ.M.

Utrecht Institute for Pharmaceutical Sciences, Division of
Pharmacoepidemiology & Clinical Pharmacology, Utrecht
University, Utrecht, Netherlands

Contact address: m.jm.vranken@uu.nl

Background: Many factors contribute to limited access to
opioid medicines for medical purposes, including legislation
and policies. TheAccess To Opioid Medicines in Europe
(ATOME)'is undertaking a situational analysis in European
countries. Legislation regulating opioid medicines is
reviewed to identify potential barriers to access and make
recommendations for improvement.

Aims: To identify potential legal barriers that may impede
access to opioid medication in practice in 11 Southern and
Eastern European countries.

Methods: A template was developed as the ATOME
legislation review method’focusing on 9 different categories
of barriers. Relevant national legislation was collected in
consultation with national counterparts in the target
countries. Selected provisions were independently reviewed
by three reviewers. Different views were discussed until
consensus was reached.

Results: All countries showed potential barriers in their
legislation that pertained to prescribing, dispensing and
language (most frequent barriers). In addition, all 11
countries showed potential barriers in several other
categories (manufacturing, usage, trade and distribution,
affordability, penalties and other). Examples of potential
barriers are overly strict administrative requirements
(prescribing and dispensing), limited validity of prescriptions
(prescribing), restrictions regarding the maximum daily
dosage or the duration of the treatment period (prescribing),
and the use of stigmatizing terminology, unclear language or
the incorrect use of definitions (language).

Conclusion: Potential legal barriers can be identified using
theATOME legislation review method. Commonalities in the
eleven countries include the areas of prescribing, dispensing

and language as main potential barriers. Although the
identified potential barriers could lead to limited access,
additional research is needed to assess the actual impact of
these potential barriers on accessing opioid medicines in
practice.

Abstract number: PS 22.3
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Differences between Countries and Cultures

Payne S.A.

Lancaster University, International Observatory on End of Life
Care, Lancaster, United Kingdom

Contact address: s.a.payne@lancaster.ac.uk

Aims: The object of this session is to address gaps in
knowledge about the nature of palliative care services
provided to adults by hospices, specialist palliative care
services and other health care organisations in Europe.
Specifically, the aims include a critical analysis of how health
care differences are described in international comparative
analyses and the extent to which cultures of care and social
norms are assessed and recognised.

Method: Drawing upon data from ‘Country Reports’
prepared by the International Observatory on End of Life
Care and experiences gained during the ATOME project. The
ATOME project involves senior people working together in
‘Country teams’ which are based in 12 Central and Eastern
European countries with the aim of addressing barriers to
opioid medication access in their countries. Data were
collected using: documentary analysis, questionnaires,
national and international participative workshops.

Results: The majority of respondents were from nine
countries. They attributed differences to a number of causes:
the legacy of European history, especially communism, the
availability of resources, especially recent economic
pressures on the euro and recession, the acceptance of
dying and open disclosure of cancer, concerns about opioid
medication use, especially addiction and tolerance in the
public and professionals.

Conclusions: Many of these countries appear to share
common features which act as barriers to access to pain
medication and the development of palliative care.
Moreover, there is a tension between aspirations to promote
‘excellence’in palliative care based on models developed in
Western European countries, and the need for sustainable,
affordable and culturally appropriate care which values
cultural aspects inherent in each country.

From Budapest to Prague -
From Commitments to Rights

Abstract number: PS 23.1
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Charter for the Care of the Critically Ill and the
Dying in Germany

Link J.

German Association for Palliative Medicine (DGP), German
Hospice and Palliative Care Association (DHPV), German
Medical Association (BAK), Berlin, Germany

In September 2010, the Charter for the Care of the Critically
Il and the Dying in Germany was officially launched in
Berlin.

This national project is Germany’s contribution to the
Budapest Commitments, an international framework for
palliative care development.

Since its launch, more than 600 organisations and 1800
individuals have signed up to the charter. Furthermore, in
over 40 so-called “Charter projects’, the charter principles are
being implemented. Furthermore, a national strategy based
on the charter will be developed.

The responsible bodies are the German Association for
Palliative Medicine (DGP), the German Hospice and Palliative
Care Association (DHPV) and the German Medical
Association (BAK).

The charter comprises the following five key principles:

1 Socio-political challenges
« Ethics, the law and public debate
Every human being has a right to a dignified death. It must
be ensured that they will be respected in the last phase of
life with regard to their preferences, wishes and values.
2 Needs of patients and families / organisation of care

All critically ill and dying people have a right to

comprehensive medical, nursing, psychosocial and

spiritual care that takes into account their individual
situation and palliative/hospice care needs.
3 Training and education requirements of professionals

All critically ill and dying people have a right to appropriate,

qualified and, if required, multi-professional care.

4 Future development and research
All critically ill and dying people have a right to care based
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on best practice. To ensure this, new knowledge derived
from research and practice must be shared and integrated
into clinical routine, provided ethical and legal regulations
are respected.

5 European and international dimension
All critically ill and dying people have a right to benefit
from care that takes into account internationally
recognised and adopted recommendations and standards
regarding the delivery of palliative care.

Abstract number: PS 23.2
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Rolling out a Palliative Care Program in Spain

Gomez-Batiste X.
Catalan Institute of Oncology, WHO Collaborating Center,
Barcelona, Spain

The developments of palliative care in Spain will be
described, with a qualitative and quantitative analysis, and
describing the new challenges and Programs currently
developed: the NECPAL Program, the Chair of Palliative Care,
Regional perspectives, etc.

Abstract number: PS 23.3
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National Standards for Palliative Care in Croatia

Mardetko R.

Home Care Centre-Zagreb, Centre for Coordination of Palliative
Care in the City of Zagreb, Zagreb, Croatia

Contact address: renata_mardjetko@yahoo.com

Croatia is a country without an organised palliative care
service at the national level.

The health system is under increasing pressure and
patients and their families do not receive the help and
support they need. As a result the end of life care is less than
satisfactory for the whole population.

Although the need for palliative care has been supported
by several legal documents the government has not
significantly contributed to the service developments over
the past. However, care has been provided by many
enthusiastic individuals across Croatia.

In the last few years more interest among general public
and local government has induced progress in institutional
form of care.

The City of Zagreb has formed a Centre for Coordination
of Palliative Care in Zagreb which coordinates professionals
and volunteers that provide palliative care and collaborates
with local health, social and spiritual service providers.

In Zagreb there have been developments in palliative care
education through national programs within CEPAMET, a
centre for education in palliative care at The University of
Medicine in Zagreb. The University has held palliative care
modules for English medical students for the last ten years.

Other areas have developed localised palliative care
services such as a multidisciplinary mobile team in Istria, a
day centre and a clinic within the hospital in Koprivnica,
charities in Cakovec and Osijek and institutions for palliative
care established by Catholic Church in Strmac and Rijeka.

All this initiatives have contributed to the National
Strategy that has been in the process of developing by The
Ministry of Health. The aim of the strategy is to create a
framework of standards in palliative care, provide a
guideline for service development and encourage
collaboration between different services and levels of care.
In this way palliative care in Croatia could be based on a
national policy, but developed within each local community
according to their own particular needs.

Abstract number: PS 23.4
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From the Budapest Commitments
to the Prague Charter

Schmidlin E.R.

Plateform Santé Haut-Léman, Equipe Mobile de Soins Palliatifs,
Blonay, Switzerland

Contact address: esther@makeithappen.bz

This brief presentation will cover the world wide campaign,
the “Budapest Commitments,” which were launched at the
EAPC Budapest Congress in June 2007 as a collaboration
between the EAPC, the International Association for Hospice
and Palliative Care (IAHPC) and the World Palliative Care
Alliance (WPCA). The Budapest commitments provide a
framework of effective strategies for individuals and national
palliative care organizations to develop specific areas of
palliative care within their countries. In the past six years, this
structure has been used to develop many interesting
projects within the realms of policy, education, quality
improvement, and research. The Budapest commitments

provide useful methods for planning and initiating change,
and can serve as an inspiration for organizations around the
globe for the development of palliative care. The framework
will continue to be valuable for the newly launched “Prague
Charter; an initiative that aims to raise awareness of
palliative care as a human right. At the end of the
presentation, there will be time for discussion.

Palliative Care - Part of the
Main or Specialized Discipline?

Abstract number: PS 24.2
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Pro General Approach: Palliative Care for All
Means by All

Murray S.A.
University of Edinburgh, Primary Palliative Care Research
Group, Edinburgh, United Kingdom

Around 80% of people die after a progressive iliness and thus
can benefit from palliative care. However most people in
Europe fail to access such care from palliative care specialists
as there are not enough of such specialist doctors and nurses
to see all the patients in need. The most important challenge
facing palliative care in the next decade is to make it
equitably available to all according to need, and there is only
one practical way of delivering this. The only way for
palliative care to reach the vast majority of people in need is
for it to be delivered by generalist nurses and doctors
working in all settings: hospitals, general practice, nursing
homes. These generalists are in a position to identify people
for early palliative care, and then provide generic palliative
care. In other words, they can assess physical, social,
psychological and existential dimensions of need, and then
provide pro-active care to the patient and carer. Where they
need assistance or in complex cases patients can then be
referred to specialist palliative care. In summary, if palliative
care is integrated into mainstream medicine, especially into
care of people with long-term conditions, it can:
« Reach patients with all life-threatening illnesses
« Start early in the course of life-threatening disease
« Meet all dimensions of need: physical, social, psychological
and spiritual
« Provide care in clinics, care homes and at home thus
preventing unnecessary hospital admissions

« Support family carers and provide bereavement care

In the case that | will put forward | will indicate how this
approach is actually carried out in some countries, and how
it can be progressed throughout Europe and internationally.

Abstract number: PS 24.3
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The Specialist or G list - Data from the
EAPC Taskforce on Development

Centeno C.

University of Navarra, Institute for Culture and Society.
ATLANTES Research Program, Pamplona, Spain
Contact address: ccenteno@unav.es

Integrative Palliative Care (PC) is a new paradigm for all
professionals working in palliative services around Europe.
Today, best practices, new consolidated experiences and
new evidence support a new model where palliative
medicine specialists has to play in key role that demand
communication skills and the decision of work in a bigger
team with other specialist and primary care professionals.

The EAPC Task Force on the development has explored
the situation of the official certification in 53 countries and
have collected the most updated information regarding
pathways of specialization in Europe. A questionnaire was
designed to explore the situation in each country including
official certification name or title, year of approval, process of
certification, number of physicians certified to date, etc.
Qualitative analysis of answers was undertaken with
categorization in three groups. The questionnaire was part
of the EAPC Facts Questionnaire (FQ) which was completed
by a'key person’in 47/53 European countries; the
information from the FQ is incorporated within the Second
Edition of the EAPC Atlas of PC in Europe.

Our results show that there are several countries where
PM s officially certified: UK, Ireland, Poland, Romania,
Germany, Malta, Latvia, Czech Republic, Norway, France,
Finland; in Italy a“Master Universitario” as official certification
is legally regulated. 8 countries with certification ‘in process’
also were identified: Austria (“Diploma in Special PM”),
Denmark (“Field of competence”), Spain (“Specific
Capacitation Area”), and Hungary, Iceland, Slovenia, Sweden
and Switzerland (sub-specialization).

Further comparative analysis is required to examine the
process of PC accreditation and the meaning attributed to
such ‘specialization’ within professional practice. We

13th World Congress of the European Association for Palliative Care, Prague, Czech Republic, 30 May — 2 June 2013

continuing working in the field through a dedicated Task
Force with a membership of a physician per country where
is already certificated PC.

Nutrition in Palliative Care
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EN and PN: Practical Recommendations in
Advanced Cancer

Arends J.
Tumor Biology Center, Medical Oncology, Freiburg, Germany
Contact address: arends@tumorbio.uni-freiburg.de

In addition to supplying energy and nutrients, eating and
drinking may alleviate hunger and thirst; they may be
associated with joy and pleasure or with nausea and pain.
Food intake has emotional and social impact and affects the
awareness of self-control. These aspects need to be
considered when dealing with nutritional problems in
cancer patients. Enabling normal food intake should receive
high priority.

If nutritional intake in a patient is insufficient it needs to be
considered whether this impacts on his/her quality of life
and/or on the course of the disease and possibly the
expected overall survival. This impact will be small or
irrelevant if nutritional intake is close to normal and if the
patient’s expected survival is severely limited; the impact will
be large if energy intake is close to zero and the expected
disease-associated survival is long.

The following problems need to be discussed and
assessed with the patients and their families: the effects of
not using artificial nutrition; the potential benefits of
providing artificial nutrition; the burden of undergoing
artificial nutrition; the importance of including physical
activity in the treatment plan; the importance of considering
and if necessary modulating metabolic derangements
which interfere with nutritional benefits.

Abstract number: PS 25.2
Abstract type: Parallel Symposium

Complex Interventions to Prevent or Treat
Cancer Cachexia

Solheim T.5."?

"Norwegian University of Science and Technology (NTNU),
European Palliative Care Research Centre (PRC), Department of
Cancer Research and Molecular Medicine, Faculty of Medicine,
Trondheim, Norway, °St Olavs University Hospital, Oncology
Department, Trondheim, Norway

Contact address: toralang@ntnu.no

Cancer cachexia is a multifactorial syndrome characterized
by an ongoing loss of skeletal muscle mass (with or without
loss of fat mass) that cannot be fully reversed by
conventional nutritional support, and leads to progressive
functional impairment. The condition is accompanied by
increased mortality and morbidity. The clinical
consequences of cachexia are now well established, but
there has been little progress in treatment strategies. Several
different agents with different acting points have been
tested in different trials, all with minor results. The last years
there have been several calls for the need of multimodal
strategies in cancer cachexia. Multimodal treatment
strategies have proven necessary in several diseases. As an
example was the treatment of heart failure only
symptomatic with no possibility of improving the meager
mortality rates until the late 80’s. During the last thirty years
there have been major improvements partly due to
increased knowledge on heart failure pathophysiology and
accompanying strategies in order to tackle the diverse
nature of this. Morbidity and mortality has plunged as the
accumulative effect of the different agents has become
evident.

The treatment of cancer cachexia is only in its'infancy with
merely are a very few symptomatic treatment alternatives
are available such as corticosteroids and megestrol acetate.
Unfortunately are these drugs accompanied by serious
adverse events, which make them unsuitable for long term
use. The pathophysiology of cachexia is now gradually
unraveled and thus the possibilities of developing more
targeted treatment strategies.

There is a need for randomized controlled trials that fully
incorporate a structured exercise program, nutrition, good
symptom treatment as well as drug treatment to counteract
the effects of altered metabolism. In cachexia it seems likely
that the full advantage of any drug intervention only will be
reached if it is integrated it into multimodal treatment.
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Abstract number: PS 25.3
Abstract type: Parallel Symposium

Social and Cultural Dimension of Food and
Eating

Schmidlin E.R.

Plateform Santé Haut-Léman, Equipe Mobile Soins Palliatifs,
Blonay, Switzerland

Contact address: esther@makeithappen.bz

The meaning and importance of flavourful food and a
shared meal cannot be underestimated. Through the course
of anincurable illness, the fulfilment of these fundamental
needs is challenged, profoundly affecting both the person
and the carers. Research has shown that appetite and the
ability to eat are both very important physical aspects in a
patient’s quality of life. But eating - or the inability to do so -
is loaded with social and existential meaning.

Eating signifies being alive and living on. Not being able
to eat or refusing to eat due to an advanced illness can be
seen as giving up the fight, abandonment and failure. Such
feelings may lead to existential distress for the person
concerned and - often even more so - for their carers. Not
uncommonly, it can also lead to inappropriate and futile
interventions.

In this presentation, the social and cultural dimensions of
food and eating will be explored. Film sequences and
patient stories will highlight the complexity of this topic and
point to a variety of holistic interventions which may help
the patient and their loved ones to cope with cachexia-
related suffering.

End of Life Preparation - Health
Literacy in the Community

Abstract number: PS 26.1
Abstract type: Parallel Symposium

End of Life Preparation - A Genuine Task for the
Community

Eychmiiller S.
University Hospital Bern, Centre for Palliative Care, Bern,
Switzerland

During the last two decades considerable progress has been
made in communities in the field of professional palliative
care in various countries. However, such development has
rarely been based on proper general needs assessment of
the broad public. Needs of communities may reflect the
population’s perspective of end-of life problems and
challenges, and may differ from a professional view.

There has been recent effort to reconnect to the
community as a nucleus providing framework and concrete
support for those who will die within the next months.
Models form India and Australia highlight underused
resources - structural, intellectual, emotional and even
financial - we can find within communities. Findings from
these models provide encouraging guidance how to create
attention and concrete structure for community based
palliative care and end of life preparation.

Experience from various industrialized countries, however,
shows several challenges while setting up community end
of life preparation and volunteer services: uneasiness of
political community leaders to engage in this topic,
hesitation of school directors to integrate dying and death
into curricula, inability to find sustainable financing for
ongoing information and volunteer support, and reluctance
of concerned families to finally accept help and support.

Political and societal framework, educational strategies
and concrete steps how to enable communities to become
supporter for end of life preparation will be discussed.

Abstract number: PS 26.2
Abstract type: Parallel Symposium

The Hospice Movement as Catalyzer for
Developing End-Of-Life Literacy - Results from
an Oral History Project

Pleschberger S.

UMIT - The Health and Life Sciences University,
Nursing Science and Gerontology, Vienna, Austria
Contact address: sabine.pleschberger@umit.at

While the development of the hospice idea can be traced
back to one person, namely Cicely Saunders in the UK, the
German history of hospice and palliative care shows
multiple roots. The first initiatives date back to the 1980's
and it was not until the late 1990's that hospice and
palliative care started to spread out nationwide. How can
this delay in time be explained?

An oral history project was done to better understand the
specific development of hospice and palliative care in
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Germany (IFF, University of Klagenfurt). The sample
consisted of 73 oral history interviews with pioneers of the
hospice movement, representing broad variety of initiatives
and movements in various countries and regions.

Results show that in Germany the hospice movement can
be characterized mainly as a“social movement”. People
engaged themselves because they were fascinated by the
idea of dealing with the dying in a human way, giving a
voice to the dying and their families following a holistic
approach. Christian foundations did play a role for many
people, though first initiatives were strongly opposed by the
official church. Voluntary hospice services, free standing
hospices or various courses for health professionals and lay
persons were developed within these grass-root initiatives.
These had a major impact of on the society as a whole: The
hospice movement raised the issue of dying, death and
bereavement in Germany and offered a language to
verbalize feelings after years of silence as an aftermath of the
2" world war and the crimes of the Nazis.

The global concept of palliative care as it has developed in
Germany under the term “palliative medicine” shows many
commonalities with the hospice movement, indeed. In case
of Germany a distinction between palliative care and the
hospice movement is necessary to preserve the unique
achievements of this civil movement for future
development.

Abstract number: PS 26.3
Abstract type: Parallel Symposium

Parallel Symposium End of Life Preparation -
Health Literacy in the Community

Gomez-Batiste X.
Catalan Institute of Oncology, Barcelona, Spain

Identifying and improving the palliative care approach for
persons with advanced chronic conditions and limited life
prognosis in health at social services with a duration of 28
minutes including time for questions.

Describes the experience of the NECPAL Program, of
implementation of a methodology to identify patients with
advanced chronic conditions in the general population,
including:

« Creation of a tool based in the GSF

« Determination of the prevalence in districts and settings

« Implementation of a comprehensive program of
improving the quality of care for those patients in the
region and in Spain

« Research and ethical debates associated to this project.

Palliative Care as a Human Right

Abstract number: PS 27.1
Abstract type: Parallel Symposium

The Right to Palliative Care as a Human Right

Delimal.
IAHPC, Houston, TX, United States
Contact address: Idelima@iahpc.com

This presentation will describe the legal, ethical and moral
basis for the recognition of palliative care as a human right;
the advocacy initiatives by several organizations, the role of
UN bodies and member states, and some of the strategies to
continue advancing this effort.

The concept of the right to palliative care gained
momentum in the late 1990’ as a result of 4 factors: the
interaction of 3 disciplines (palliative care, public health and
human rights); the recognition of palliative care as clinical
and academic discipline which coincided with the
development of a public health approach to global and
community health; the recognition of the care of the dying
as a public health issue; and the accumulation of evidence
which indicates that patients are not adequately treated.

Several palliative care and human rights organizations
developed campaigns to remind member states of their
obligations to ensure access to palliative care and to
generate awareness among the civil society of the patients’
rights to care, including the Joint Statement of Commitment
for the Recognition of Palliative Care and Pain Treatment as
Human Rights, and more recently, the Prague Charter.

The role of the World Health Organization, the
International Narcotics Control Board, and the Human
Rights Council as how they relate to this right will be
discussed, particularly with respect to access to opioids for
pain treatment.

Strategies for improvement include promoting palliative
care as a fundamental human and legal right, framing
palliative care as an ethical issue; providing constitutional
guarantees and statutory regulations that span negligence
law, criminal law, and elder abuse; categorizing failure to
provide palliative care as professional misconduct, and
issuing guidelines and standards of practice by professional

bodies. Failure to treat suffering should be viewed
worldwide as poor health care, unethical medical practice,
and a denial of a fundamental human right.

Abstract number: PS 27.2
Abstract type: Parallel Symposium

Palliative Care Policies in the National
Governments and the European Institutions

Martin-Moreno J.M.!, Lynch T2 Garralda E?, Centeno C?
"Universidad de Valencia, Dep. Medicina Preventiva y Salud
Publica & Hospital Clinico Universitario, Valencia, Spain,
2Universidad de Navarra, Instituto de Cultura y Sociedad,
Programa de investigacién ATLANTES, Pamplona, Spain
Contact address: jose.maria.martin@uv.es

Aims: Approximately 5 million Europeans need palliative
care (PC) every year. The objective of this presentation is to
review the initiatives of European governments and
institutions addressing this need.

Methods: Using primary data on 46 countries from the EAPC
Atlas (2" ed., 2012), the presentation will consist of an
analysis of governmental barriers impeding the
development of PC; a review of the main legislative
initiatives adopted since 2006; and an examination of which
countries currently have a national PC plan. We will also
provide a qualitative analysis of the most important political
and legal changes affecting PC development, according to
professional leaders in each country. Finally, a systematic
review of available information, including from scientific
literature and EU and WHO websites, will be presented.
Results and discussion: Specific laws on PC exist in at least
Belgium, France and Germany. Many other countries include
the right to PC in their general health legislation (e.g., Spain,
the Netherlands, Poland and the UK). In addition, 23 out of
46 countries have developed a national PC plan. Obstacles
include problems related to national health policy: poor
distribution of the health system budget, insufficient
services, problems with organization and coordination
affecting PC provision, geographical inequity in the
distribution of services, limited access to existing services for
patients, and lack of coverage by insurance companies. In
November 2012, and within the framework of
noncommunicable disease control, WHO approved as an
indicator of access to PC the consumption of strong opioids
(in equivalent dosage of morphine) for cancer deaths.
Conclusion: The rising need for PC requires clear action from
EU Member States and European institutions. The study of
PC policies should be promoted in order to ensure
accountability in an area which constitutes an ethical
responsibility as well as a matter of health system efficacy
and efficiency.

Abstract number: PS 27.3
Abstract type: Parallel Symposium

Changing the Legislation: An Example from
Russia

Vvedenskaya E.
Nizhny Novgorod AIDS Centre, Nizhny Novgorod, Russian
Federation

Palliative care in Russia had its origins in late 1980s with the
emergence of the first pain clinics in Moscow, Saint-
Petersburg and Rostov and the hospice movement led by
Andrey Gnezdilov and later Vera Millionschikova. During all
these years palliative care developed sporadically and mainly
by the initiative of enthusiasts. In November 2011 Russia’s
president has ratified the New Health Bill “On the Basis of
Health Care Provision in the Russian Federation”. As well as
making fundamental changes to the country’s health care
system in general, the bill in fact opens a new era for
palliative care progress. For the first time in the national
Health Care history it provides a definition of palliative care, it
says “palliative care is a set of interventions aimed to relieve
pain and other severe manifestations of the disease in order
to improve the quality of life of incurable people “(Article 36).
Palliative care in accordance with the law for the first time has
been included in the list of medical care forms guaranteed by
the government for the citizens (Article 32). The law says that
palliative care”.. can be provided by health professionals who
have been trained to provide such care” (Article 36). Palliative
care will be funded through the Program of the state
guarantees of rendering free medical care to the citizens of
the Russian Federation. .. “(Article 80). Palliative care issues
have been included in the Health Care Strategy of the
Russian Federation to 2020. Recently the National Guidelines
for palliative medical care delivering for adults in the Russian
Federation has been approved. According to the Guidelines
palliative medical care should be provided in both inpatient
and outpatient units, and in specialized medical institutions,
such as hospices, palliative care departments and clinics.
Specialist palliative care centers will be establishes and
physicians will have the opportunity to study specialist
palliative care on a regular basis.
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EUROIMPACT: How to Be
Successful as a Palliative Care
Researcher within the European
Research Area

Abstract number: PS 28.1
Abstract type: Parallel Symposium

Introductory Lecture on EUROIMPACT

Van den Block L.

End-of-Life Care Research Group, Ghent University & Vrije
Universiteit Brussel, Brussels, Belgium

Contact address: lvdblock@vub.ac.be

The European Intersectorial and Multi-disciplinary Palliative
Care Research Training network -EUROIMPACT - is an EU
funded Marie Curie Initial Training Network funded under
the 7" Framework Programme (2010-2014) (FP7/2007-2013,
under grant agreement nr [264697] www.euro-impact.eu)
coordinated by the End-of-Life Care Research Group, Ghent
University & Vrije Universiteit Brussel, Belgium, in
partnership with 5 other universities/research institutes
from the Netherlands, the United Kingdom, Norway and
Italy and several European umbrella organisations, all at the
forefront of palliative research training and representing a
wide spectrum of disciplines.

EUROIMPACT aims to develop a multi-disciplinary, multi-
professional and intersectorial educational research
framework in Europe aimed at monitoring and improving
palliative care. The network currently trains 12 junior and 4
postdoctoral researchers from all over the world in
becoming excellent palliative care researchers.

After a general introduction on EUROIMPACT by prof.
Van den Block (coordinator of EUROIMPACT), prof. Payne
(UK partner of EUROIMPACT) will discuss the importance of
training and of developing research and complementary
skills when mastering your PhD in palliative care. Prof.
Deliens (Scientific Director of EUROIMPACT) explains how
to successfully build value on your resume as a
postdoctoral researcher highlighting the importance of
mobility in career development. Mrs. Jaspers from Yellow
Research (company providing training and consultancy in
the field of EU Framework Programmes) shares her insights
in how to write competitive EU research proposals and Mrs
Linden from Springer Media (publishing company)
(partner of EUROIMPACT) focuses on publishing and
dissemination as important features of becoming a
successful palliative care researcher within the European
research area.

Abstract number: PS 28.2
Abstract type: Parallel Symposium

Mastering Your Phd in Palliative Care:
Research and Training Skills

Payne S.A.
Lancaster University, International Observatory on End of Life
Care, Lancaster, United Kingdom

Aims: This session examines the process of writing a
research thesis and/or publications and getting a PhD. Itis
based on my experience of being a PhD supervisor to over
30 PhD candidates, both successful and unsuccessful at
completing their research. PhDs are increasingly required to
progress a career in academic education, senior leadership
and in research. They are the foundation for a career and
provide palliative care with essential evidence to build
practice, policy and service development.

Methods: There are two main types of PhD; those that are
produced as a monograph and those that are presented in
the format of a number of journal publications. Both styles
of PhD require a number of essential characteristics namely:
originality, intellectual ownership, coherence and theoretical
development. | will draw upon the experience of the EURO
IMPACT project which aims to provide 12 early career
research an opportunity to complete a PhD in the context of
an international network.

Results: The process of undertaking the research that
underpins a PhD will be examined, highlighting different
routes that may be taken. | will offer suggestions on how to
maximise the likelihood of your PhD application being
successful at the outset. There will be a discussion about
how to prepare a research proposal. The session will end
with a reflection on the reality of seeking research funding
and suggestions about coping with the trajectory of a PhD,
and the high and lows of the journey. Attention will be given
on how to select and ‘manage’your supervisors (promotors).
There will be discussion about the types of research training
that should be considered to be an integral part of the PhD
experience including, writing and presentation skills, data
collection and analysis skills, networking, project and time
management.

Conclusions: A PhD is an individual process of learning to

become a competent researcher and is facilitated by a
network of supervision and support.

Abstract number: PS 28.3
Abstract type: Parallel Symposium

How to Succesfully Build Value on Your Resume
as a Postdoctoral Researcher (Incl the
Importance of Mobility)

Deliens L."?

'End-of-Life Care Research Group, Ghent University & Vrije
Universiteit Brussel, Brussels, Belgium, VU University Medical
Centre, EMGO Institute for Health and Care Research,
Amsterdam, Netherlands

Contact address: luc.deliens@vub.ac.be

As a PhD student in palliative care research, your training is
focused on the skills needed to become an“independent”
researcher. This implies that you have the skills to choose an
appropriate research problem, develop it into good research
questions, choose a suitable research design, draftan
adequate protocol, obtain all required approvals, conduct
the study, and report at good conferences and in good
scientific journals. These skills should enable you to develop
your own research in an independent way. However, if you
want to become a senior researcher and leader in palliative
care research, you need additional research training and
managerial and dissemination skills. Having a PhD does not
imply that you will not need supervision and guidance in
your research, but that you have the skills to manage all you
need to initiate new research and to know how to create the
optimal environment for performing quality research.
Successfully graduating and obtaining your PhD will open
additional possibilities for developing your career in
palliative care research, and further improving your research
skills. Therefore, an advanced development and training
plan is preferred. In this presentation we will address the
question “How to successfully build value on your résumé as
a postdoctoral researcher”. Part of the answer is international
mobility. In order to obtain a post doc position (e.g. at the
Fund for Scientific Research in Flanders), as well as an
excellent research plan, an excellent scientific CV and
accompanying publications, you will need international
mobility. Having experienced different research teams is
prerequisite to becoming a qualified senior researcher. In
this presentation we will also address the important
performance indicators that are needed to establish a
successful career as a postdoctoral researcher.

Abstract number: PS 28.4
Abstract type: Parallel Symposium

Horizon 2020 - Writing Competive Proposals
under a New Framework

JaspersL.
Yellow Research, Amsterdam, Netherlands

The new programme structure as proposed under Horizon
2020 deserves further exploration on how this impacts on
the research field of palliative care. An important aspect is
the influencing of the rolling agenda’s through 3-year
Strategic Programmes and 2-year Work Programmes in
order to ensure calls for research topics at the core of the
palliative care field. During the talk, an overview of the new
framework structure will be provided with a strategy on how
to become actively involved in influencing the agenda of
the strategic agenda’s as well as an overview on the main
evaluation criteria for project selection.

Abstract number: PS 28.5
Abstract type: Parallel Symposium

Future Developments in Electronic Publishing

Linden K.

Springer Science and Buseness Media,
Springer Media, Houten, Netherlands
Contact address: k.linden@bsl.nl

The dissemination of scientific research is an integral

component of the research process. Publishing and, as a

consequence, dissemination of scientific results is changing

rapidly.

Aims:

« Gaining insight in future developments in publishing and
electronic publishing

« Gaining insight in the editorial process

« Dissemination of scientific results through the internet:
what to expect?

« This presentation will contribute to a better understanding
of the dos and the don'ts in publishing scientific research.
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Dyspnoea

Abstract number: PS 29.1
Abstract type: Parallel Symposium

Can Topical Opioids Improve Breathlessness
and Cough in Patients with Chronic Lung
Disease?

Krajnik M.

Nicolaus Copernicus University in Torun, Collegium Medicum in
Bydgoszcz, Chair of Palliative Care, Bydgoszcz, Poland

Contact address: malgorzata.krajnikewp.pl

Although morphine is frequently used for the treatment of
cough and breathlessness, an unanswered question remains
as to whether opioids act locally in the respiratory tract. This
question is especially relevant in case of the patients with
chronic lung pathology, like lung cancer, COPD or cystic
fibrosis.

Recently the immunohistochemical visualisation of
endogenous opioid network in the human respiratory tract
revealed its presence in tracheal and bronchial epithelium,
including pulmonary neuroendocrine cells (PNECs) and
unmyelinated sensory nerves containing peptides. The
cellular location of the opioid systems indicates their role in
the neurohormonal regulation of local response of the
bronchi and blood vessels, as well as the perception of
“urge-to-cough”and dyspnoea. How to reach these opioid
receptors to achieve the therapeutic effect? It can be
hypothesized that, at least in case of hydrophilic opioids,
these peripheral mechanisms are important to some extend
after systemic administration. Intrabronchial opioid
application should be more effective in utilization of
peripheral opioid receptors in lung as a target for
therapeutic effort. Only a few clinical trials have supported
the role of nebulized opioids in cough and breathlessness.
However, until now the target of the treatment has been
unknown and in many cases the methods of drug
administration not well chosen. It is likely that morphine
delivery in breathlessness and cough should be rather
directed to the tracheobronchial area, in the vicinity of its
receptors located in PNECs and sensory C-fibres of the
bronchial epithelium. What is more, morphine used in the
specially designed pneumodosimetric method (BCTS-S)
allowing its precise deposition in the bronchial tree, showed
a unique pharmacokinetic profile suggesting local
metabolism with preferential formation of morphine-6-
glucuronide.

In this presentation where, how and why topical opioids
should be used in dyspnoea and cough will be discussed.

Abstract number: PS 29.2
Abstract type: Parallel Symposium

Breathlessness, Outreach Services

Booth 5.2

Cambridge University, Clinical Medicine, Oncology, Saffron
Walden, United Kingdom, ?Cambridge University, Clinical
Medicine, Cambridge, United Kingdom

Contact address: sb628@cam.ac.uk

Aims: to introduce participants to different sorts of service
models for breathless patients that reach out to patients in
community or into institutions to help patients

being treated as in-patients.

Methods: participants will be reminded of the practical
difficulties in reaching patients with breathlessness and
giving them optimum treatment as it is currently
understood. The epidemiology of breathlessness will be
outlined. The evidence base for outreach services will be
reviewed and ways in which patients with breathlessness
and advanced disease can be identified.

Results: possible structures and working models for
outreach services will be suggested and the evidence base
for them will be reviewed. Current best practice, the
complex intervention of a combination of pharmacological
and non-pharmacological interventions will be outlined.
Assessing the outcome of outreach services will be
examined.

Conclusions: There is now evidence that outreach services
for breathless patients with cancer are evidence-based but
need to fit the environment in which they are going to
operate.

41

n
=
(=]

‘X
o
(<%}
A

=
s
<

.




(%)
f
=]
X
)
(<%
A
)
c
<
(-

Parallel sessions

Abstract number: PS 29.3
Abstract type: Parallel Symposium

Treatment of Dyspnoea: What is the Evidence?

Bausewein C.

Munich University Hospital, Interdisciplinary Centre for
Palliative Medicine, Munich, Germany

Contact address: claudia.bausewein@med.uni-
muenchen.de

Breathlessness is a common and distressing symptom in
advanced malignant and non-malignant disease, which is
still challenging to manage. Reversible treatment options
should be considered. For symptomatic management, non-
pharmacological and pharmacological treatment options
are available which should best be combined. To influence
the perception of breathlessness and reduce anxiety,
breathing therapy, self management, relaxation and pacing
of daily life can be offered. There is evidence for the
beneficial effect of rollators, hand held fans, and neuro-
muscular electrical stimulation.

Good evidence exists for oral and parenteral opioids.
Titrated against breathlessness, they are save to use.
Average doses are normally lower than for pain
management but it is not clear whether any opioid is better
than the others. The evidence for benzodiazepines is less
clear and they only should be used as second line or in
combination with opioids. In non-hypoxic patients, oxygen
is not better than room air and the air draft can be produced
by easier means such as a hand-held fan.
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Meet the expert sessions

Management of Patients with
Difficult Pain. Can the EAPC
Opioid Guidelines Help Us ... or
Do they Need to Be Improved?

Abstract number: ME 1.1
Abstract type: Meet the Expert

Management of Patients with Difficult Pain. Can
the EAPC Opioid Guidelines Help Us or Do They
Need to Be Improved?

Sjegren P,
Section of Palliative Medicine, University of Copenhagen,
Department of Oncology, Rigshospitalet, Copenhagen, Denmark

Decades ago WHO outlined the use of a stepwise approach
or“analgesic ladder”in order to manage cancer pain. The
main tenet is to initiate treatment with less potent
analgesics and to advance to more potent analgesics with
concomitant use of adjuvant drugs and invasive procedures
as pain intensifies. The EAPC guidelines and
recommendations were published following up the WHO
guidelines in addressing the need for an international
consensus. The EAPC recommendations published in 1996
and 2001 have been widely cited and used in clinical
practice around the world. These recommendations have
been criticised for the non-systematic approach in their
development and incomplete review of the available
evidences. In order to respond to this criticism the EPCRC
consortium of research in collaboration with the EAPC
Research Network undertook the first effort in Europe to
develop a novel set of opioid guidelines for the treatment of
cancer pain based on a rigorous evidence based
methodology. A comprehensive list of relevant topics on
opioid use for cancer pain was derived from a comparison of
the previous EAPC recommendations with other currently
available guidelines on cancer pain relief. This list was
submitted to an expert consensus process that led to 30
practical clinical questions summarised in 22 topics. The
subsequent guidelines development process for each of the
22 topics followed the GRADE system. The EAPC Opioid
guidelines has been a major step forward in treating cancer
pain; however, initiatives have recently been taken in order
to address other cancer pain management modalities by a
systematic approach in order to include them in more
comprehensive guidelines.

Resilience in Palliative Care

Abstract number: ME 2.1
Abstract type: Meet the Expert

Resilience in Palliative Care

Oliviere D.J.", Monroe B?

'St Christopher’s Hospice, Education Centre, London, United
Kingdom, St Christopher’s Hospice, Chief Executive, London,
United Kingdom

Contact address: davidoliviere@yahoo.co.uk

Resilience is a concept that is attracting growing interest
(Bluglass, 2003; Huppert, Baylis and Keverne, 2005; Newman,
2005). Vanistendael, (2003) has defined it as ‘the capacity to
do well when faced with difficult circumstances’and the
International Resilience Project which collected data from
thirty countries described resilience as a‘universal capacity
which allows a person, group or community to prevent,
minimise or overcome damaging effects with adversity’
(Newman and Blackburn, 2002). The concept has
considerable relevance to palliative care.

The session aims to offer a focus on resilience that can
assist practitioners to hold on to the increasingly important
balance between a medical model that assesses for risk of
health problems within individuals and the founding ethos
of the hospice and palliative care movement in empowering
individuals and promoting their strengths and resources
and those of their families, communities and teams (Monroe
and Oliviere, 2005). This presentation offers an introduction
to a resilience-promoting approach to patients, families,
communities, organisations and team; overviews methods
of working with patients’strengths; and contextualises the
strengths-based approach when there is a need for re-
orientating service provision in hospice and palliative care.
Resilience is particularly important to enhance cost-effective
ways of working with recession and increasingly multiple
chronic health and social care needs, when the holistic
model and traditional ways of working are under challenge.
Core to its methodology is partnershp and empowerment.
There are direct implications for workforce, environmental
and change management; for service sustainability; and
community engagement. An improved focus that
emphasises ‘resilience’rather than risk’ or ‘vulnerability’in
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service planning and provision as well as in therapeutic
interventions in the social, spiritual and psychological
dimensions of care, is a major theme.

How to Prevent and Treat
Cancer Cachexia

Abstract number: ME 3.1
Abstract type: Meet the Expert

How to Prevent and Treat Cancer Cachexia

Arends J.
Tumor Biology Center, Medical Oncology, Freiburg, Germany
Contact address: arends@tumorbio.uni-freiburg.de

Prevention and treatment of cachexia require both
understanding of the responsible causes and the availability
of effective interventions. Unfortunately, both problems
have not yet been solved adequately. But while knowledge
about the pathophysiological features of cachexia is
advancing rapidly, we are still very much in need of more
and better treatment options.

Cachexia is a syndrome of muscle loss complicated by the
metabolic derangements associated with chronic systemic
inflammation. In cancer patients, inflammation may be
tumor-associated or caused by infections or treatment
effects. Weight loss and muscle loss are promoted by
anorexia, gastrointestinal disturbances, fatigue-associated
inactivity and inflammatory proteolysis.

Prevention of cachexia would require the removal of all
cachexia-inducing factors, i.e. optimally by curing the cancer.
In all other cases prevention should be understood to be the
treatment of early stages of cachexia. Treatment of cachexia
should include supplying the required individual energy
need, interventions to increase muscle mass and treatments
to antagonize inflammation.

The Development of Paediatric
Palliative Care Services

Abstract number: ME 6.1
Abstract type: Meet the Expert

Developing Palliative Care Services
for Children - Global Trends

Marston J.M.

International Children’s Palliative Care Network,
Management, Bloemfontein, South Africa
Contact address: joan.marston@icpcn.co.za

Palliative care services for children began in 1982 with the
opening of Helen House in Oxford, UK. The early children’s
hospices, both in the UK and countries such as Germany,
Canada and Australia followed this model of predominantly
respite care within a beautiful children’s hospice unit. As the
concept of hospice palliative care for children spread to
other countries, some of them with very few resources, new
and innovative models developed, most of them providing
palliative care for children at community level. Very few free-
standing children’s hospice units exist outside of more
developed countries.

With the development of palliative care for children, the
need for education and integration became more apparent.
Whilst few countries provide formal qualifications in this
field, there exist a few Academic Chairs and specialist
qualifications, and there are now a growing number of
training courses, including e-learning courses. This
presentation will look at the important trends in the
development of palliative care for children, with some
predictions for future development.

The Contribution of
Occupational Therapy to
Patients with Palliative Care
Needs in Europe

Abstract number: ME 7.1
Abstract type: Meet the Expert

The Contribution of Occupational Therapy to
Patients with Palliative Care Needs in Europe

EvaG.!, Wee B2

'UCL Institute of Neurology, Brain Repair and Rehabilitation,
London, United Kingdom, 2University of Oxford, Harris
Manchester College, Oxford, United Kingdom

Contact address: g.eva@ucl.ac.uk

Occupational therapy has the potential to provide a
valuable service to people with palliative care needs: it
supports patients to manage the disabling consequences of
life-threatening iliness, and it maximises patients'and their
carers'ability to carry out practical, purposeful and
meaningful activities. These include essential day to day
tasks - such as dressing, cooking, going shopping - as well as
those occupations that make us who we are - jobs, interests,
hobbies and relationships.

Anecdotal evidence has suggested that the availability
and scope of occupational therapy in palliative care varies
widely between European countries. In order to investigate
this, and to establish connections between occupational
therapists in Europe interested in palliative care, an EAPC
Occupational Therapy Taskforce was set up at the end of
2010.

The main taskforce activity has been to undertake a
survey to find out more about the role of occupational
therapists working in palliative care in Europe. The survey
aimed to identify:
1.The types of activities undertaken by occupational

therapists.
2.The variation in activities between European countries.
3. Areas where there are gaps in service provision.

In this session, we will present the results of the survey as
a basis for debate and discussion on the actual and potential
contribution of occupational therapy to the care of palliative
patients in Europe, both from a medical and a rehabilitation
perspective. We will identify and seek to address some of the
challenges that are encountered.

How to Be a Better Reviewer

Abstract number: ME 8.1
Abstract type: Meet the Expert

Meet the Expert - How to Be a Better Reviewer

Walshe C.
The University of Manchester, The School of Nursing, Midwifery
and Social Work, Manchester, United Kingdom

Peer review is an essential process for most journals in
ensuring the integrity and quality of published research.
Peer reviewers are a valued part of the team, and their
comments and views important in assisting journal editors
to make publication decisions, and in guiding authors to
improve their papers.

However, the process of peer review does not always run
smoothly for authors, editors or reviewers. Few peer
reviewers have received any training in this role, and can be
anxious about their role, responsibilities and contributions.

The aim of this session is to explore the practicalities of
peer review primarily from the perspective of the reviewer
and editor. The session will be based on the Peer Review
Guidelines from the Committee for Publication Ethics and
will cover the areas of accepting the invitation to review,
conducting the review, preparing a review report, and post
review expectations. This session will be led by Dr Catherine
Walshe, Editor in Chief of Palliative Medicine, and will draw
from the experience of the journal editors in working with
peer reviewers.

Spiritual Care

Abstract number: ME 10.1
Abstract type: Meet the Expert

Spiritual Care: Recent Developments in Europe

LegetC.
University of Humanistic Studies, Utrecht, Netherlands
Contact address: c.leget@uvh.nl

In this session we will discuss the latest developments in
Europe in the field of Spiritual Care in Palliative Care. The
session is hosted by members of the EAPC Taskforce on
spiritual care that come from various European countries
and different professional backgrounds. Spiritual Care is a
rapidly developing field in palliative care and an important
goal of this meet-the-expert session is to share experiences
as regards research, education and implementation of
spiritual care.
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Palliative Care Support for
Young People and their Families
Provided through Schools and
Colleges

Abstract number: ME 11.1
Abstract type: Meet the Expert

Palliative Care Support for Young People and
their Families Provided through Schools and
Colleges

Craig £, Samuel J2, Boden C

'Great Ormond Street Childrens Hospital NHS Foundation
Trust, Palliative Care, London, United Kingdom, *Child
Bereavement UK, London, United Kingdom, *The Latymer
School, London, United Kingdom

Contact address: finella.craig@gosh.nhs.uk

Educational accomplishment should not be considered the
only primary purpose of school or college attendance for a
young person with palliative care needs. Where we view it as
such, we risk isolating the young person and their family
from a support system that may supersede that which can
be provided by health and social care services.
This workshop will explore several key issues:
1.The importance of maintaining school or college
attendance
2.Working with young people, families and education
services to facilitate access

3. Helping the school or college to develop the skills and
knowledge to support the young person with palliative
care needs, as well as their family (including siblings) and
other students

4. Facilitating continued inclusion and involvement in the
school or college community during periods of absence

5. Supporting the school or college to prepare for a death
and to support the family, students and staff after a death

Through the development of our program for supporting
schools and colleges, young people receiving palliative care
can continue to access the social and emotional support of
their peers and the adult professionals who work with them.
It enables them to maintain a sense of value, purpose and
belonging, with opportunities for personal growth and
development. Sibling support can also be facilitated, with
schools and colleges perhaps better placed to provide this
than any other professional group, given that they will often
be a constant presence in the young persons life for several
years.

The failure of health professionals to recognise schools
and colleges as key partners in palliative care provision must
be viewed as a critical omission. With appropriate support,
school and college staff, and other students, can make a
meaningful contribution to the health and emotional care of
ayoung person and their family, and can have a valued role
in providing support before, during and after death. Much
can be done to facilitate this.

Doing Palliative Care Research
in Primary Care: Challenges and
Opportunities

Abstract number: ME 12.1
Abstract type: Meet the Expert

Doing Palliative Care Researhc in Primary Care:
Challenges and Opportunities

Mitchell GK.", Murray S.A?

"University of Queensland, School of Medicine, Ipswich,
Australia, Edinburgh University, Centre for Population Health
Sciences, Edinburgh, United Kingdom

Contact address: g.mitchell@ug.edu.au

Primary care is where most of the care of people in the final
phase of life will take place. Research in and about end of life
care in this space is essential to learning how best to do it,
and what people coming to the end of their life experience
this and the care they receive. There are well known
challenges to conducting research in palliative care settings,
and these are magnified in the primary care setting.
Palliative care research struggles to compete in a very
crowded market, because only about one per cent of
patients die in a typical general practice per year.
Recruitment of both patients and health professionals can
thus be very difficult. However, This session will present
examples of different types of research in primary palliative
care, and how successful primary care research has been
achieved in this setting.

Action Research

Abstract number: ME 13.1
Abstract type: Meet the Expert

Action Research and Palliative Care:
Principles and Challenges

FroggattK.', Heimerl K2

"Lancaster University, International Observatory on End of Life
Care, Lancaster, United Kingdom, *Alpen-Adria Universitdt
Klagenfurt | Graz | Wien, Palliative Care and Organisational
Ethics, Vienna, Austria

Contact address: k.froggatt@lancaster.ac.uk

Action research and palliative care, as research and practice
disciplines, are both relatively young and increasing in
prominence. These approaches have arisen as a response to
identified shortcomings and critique of the more dominant
approaches to research and care provision for dying people.
Both approaches pay attention to holism either through
research that considers the whole person in their whole
context or care that addresses all of an individual’s needs in
their wider social network of family and friends. An
introduction to the principles of action research will be
presented and the key features of the participatory research
process explained. Drawing upon two recent examples of
participatory research in palliative care from Austria and the
UK, the current challenges of undertaking action research in
palliative will be considered.

Gender Issues in Palliative Care

Abstract number: ME 14.1
Abstract type: Meet the Expert

Gender Issues in Palliative Care:
Tishelman and Twigg

Twigg J.", Tishelman C?

"University of Kent, Canterbury, United Kingdom,
2Karolinska Institute, Stockholm, Sweden
Contact address: j.m.twigg@kent.ac.uk

Carol Tishelman is Professor of Nursing at Karolinska
Institute, Department of Learning, Informatics, Management
and Ethics/Medical Management Center. She is also
affiliated with the Research and Development Unit at
Stockholm's Sjukhem Foundation—one of Sweden’s major
palliative care facilities, and both LaTrobe University and
University of Manchester. After initial studies in Women's
Health and a later BSN in Nursing from the US, Carol
received a PhD from Karolinska Institute and has conducted
research in cancer and palliative care for over 20 years in
Sweden.

Julia Twigg is Professor of Social Policy and Sociology at
the University of Kent, UK. She has written widely on the
support of older people, focussing on the front line of care
and significance of embodiment for this. In particular she
has explored how care work needs to be understood as a
species of bodywork. The provision of care, whether by
family or workers, is shaped by gendered expectations, both
with regard to who does this work and for whom, and how it
is understood and valued. In 2012 she was co-editor of
Bodywork in Health and Social Care: Critical Themes, New
Agendas, Oxford: Wiley-Blackwell.

In this session, Julia and Carol will briefly present their
perspectives on gender issues in palliative care, ranging
from implications for patients and families, to staff and
researchers, before chairing an open discussion.

Physiotherapy and
Palliative Care

Abstract number: ME 15.1
Abstract type: Meet the Expert

When to Involve Physiotherapy
in Palliative Care?

Maddocks M.", Miillauer E.2

'King’s College London, Cicely Saunders Institute, London,
United Kingdom, 2KH Hietzing, Pneumologische Rehabilitation,
Wien, Austria

An increasing emphasis is placed on proactive intervention
to reduce or delay the effects of disease and its treatment on
physical function, independence and quality of life. In this
session we wish to consider the most appropriate starting
point for physiotherapy intervention in patients receiving
palliative care using examples from thoracic cancer and

13th World Congress of the European Association for Palliative Care, Prague, Czech Republic, 30 May — 2 June 2013

chronic respiratory disease. Attendees will be asked to
discuss the role of physiotherapy at the point of diagnosis,
around medical treatments and as physical dependence
increases with progressive disease.
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Organisation of Services

Abstract number: FC 1.1
Abstract type: Oral

Research into Practice within Resources:
Development of an Integrated Palliative Care
Service for People Chronic Obstructive
Pulmonary Disease

BolandJ."?, Owen J.3, Ainscough R4 Mahdi H.*

"Hull York Medical School, Palliative Medlicine, Hull, United
Kingdom, ?Barnsley Hospice, Palliative Medicine, Barnsley,
United Kingdom, *South West Yorkshire Partnership
Foundation Trust, Long Terms Conditions, Barnsley, United
Kingdom, “Marie Curie Cancer Care, Service Redesign, Leeds,
United Kingdom, *Barnsley Hospital NHS Foundation Trust,
Respiratory Medicine, Barnsley, United Kingdom

Background: Chronic obstructive pulmonary disease
(COPD) is a common life-limiting illness that can result in
significant burden for patient and carer. Despite this, access
to supportive and specialist palliative care is inconsistent,
resulting in unmet needs.

Aims: To establish a multidisciplinary team (MDT) meeting
for patients with very severe COPD; improve patient
identification and symptom management; increase advance
care planning and the numbers of patients dying in their
preferred place; increase patient and carer support and
satisfaction.

Methods: A four step approach of plan, act, observe and
reflect was used. A working group was formed and baseline
data collected to identify the needs of people with very
severe COPD. A MDT meeting was piloted and evaluated by
community matron feedback, patient case studies and an
after death analysis (ADA). This service development pilot
was conducted across primary and secondary care.
Community matrons acted as the keyworker with regard to
identification of people with severe COPD and complex
needs for review at the MDT.

Results: The community matron feedback, ADA and patient
case studies indicated a high level of satisfaction, with
improvements in advance care planning, co-ordination of
management and support for patients’ preferred place of
care at the end of life.

Conclusion: This is the first reported very severe COPD
service development established in this way and within
current resources. Preliminary data indicates the
development of the MDT meeting has been positive, with
regard to community matron feedback, ADA and patient
case studies. The appointment of a coordinator will aid this
development. Further evaluations particularly seeking
patient views and estimations of cost savings will be
performed. This service model could readily be
implemented into other clinical services wanting to expand
into COPD, without the need for extra resources.

Abstract number: FC 1.2
Abstract type: Oral

Reducing Hospital R ce Utilisation in
Patients with Advanced Life-limiting Illness
with Community-based Case Conferencing

McCaffrey N.", Currow D.", Abernethy A.P"*

'Flinders University, Discipline of Palliative & Supportive
Services, Adelaide, Australia, *Flinders University, Flinders
Health Economics Group, Flinders Clinical Effectiveness,
Adelaide, Australia, *Division of Medical Oncology, Duke
University Medical Centre, Department of Medicine, Durham,
NG, United States, “Duke Comprehensive Cancer Center, DUMC,
Durham, NC, United States

Contact address: nicola.mccaffrey@flinders.edu.au

The aim of this study was to evaluate the incremental
resource use, cost and consequences of adding case
conferences to specialised, community-based palliative care
for improving the performance status of patients with a life-
limiting illness.

Mean costs and effectiveness were calculated using
patient-level data (n=273) from the published cluster-
randomised Palliative Care Trial, including: survival time;
performance status; quality of life; specialist palliative care
service utilisation; acute hospital and palliative care unit
inpatient stays; outpatient visits; medication usage; general
practitioner and other non-hospital services. Participants
were adults newly referred to a regional community-based
palliative care program, experiencing pain, and expected to
live >48 hours.

There was a significant reduction in the number of
hospitalisations in participants who had a case conference
versus those that received usual care only (case conference
least square means, 1.26 hospitalisations per patient
[standard error (SE) 0.10)] vs usual care 1.70 [SE 0.13];
p=0.0069). Further analysis of outpatient services,
medication usage and out of hospital resource utilisation
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will be conducted to evaluate whether reduced
hospitalisations offset other cost consequences of case
conferences. Participants who had a case conference better
maintained performance status (p=0.0368). The mean
incremental cost/performance-adjusted life year will be
calculated and 95% Cl estimated using bootstrap analysis to
evaluate the cost-effectiveness of case conferences in this
context.

The findings suggest case conferences reduce hospital
resource utilisation, whilst better maintaining performance
status. Further incremental analysis will be presented,
defining the net benefit of case conferences from a health
system perspective.

Funding: Australian Government, lan Potter Foundation,
Cancer Council SA, Doris Duke Foundation, RGH, ACH Group
Inc & Southern Division of General Practice.

Abstract number: FC 1.3
Abstract type: Oral

Coordinate My Care (CMC) - An Electronic
Palliative Care Coordination Service for London

Riley J.L.", Thick M2, Sutton E?, Hough L%, Mansell K.4

'"Royal Marsden Hospital, Palliative Medicine, London, United
Kingdom, 2Imperial College, London, United Kingdom, *NHS
London, London, United Kingdom, “Royal Marsden Hospital,
London, United Kingdom

Background: CMCis a clinical service underpinned by an
electronic solution. Clinicians are trained in identifying
patients in the last year of life, consenting and having
difficult conversations. It encourages a change in practice to
facilitate coordination of care across multiple healthcare
settings. The web based solution can be accessed by any
legitimate care provider such as London Ambulance Service,
111 unscheduled telephone service, GPs, community
nurses, hospital and hospice staff and social services. All
patients prospectively consent to having a CMC record; this
can be created in best interest where patients lack capacity.
Following a pilot study, we hypothesised that CMC results in
fewer hospital deaths and more patients dying in their
preferred place (PPD). Pan-London roll out (7.7 million
population) will be complete by April 2013 with evaluation
the outcomes.
Design and methods:
« Stakeholder engagement, agreement of template
« Design of web based, secure, encrypted, scalable electronic
solution
« Development of training module including how to: identify
& consent patients, have sensitive conversations, create
care plans, DNAR and use of IT software
« Liaise and contract to become interoperable with other
services: 111, London Ambulance service, GPs, out of hours
GPs, hospices and hospitals
« CMC rolled out Pan-London (population 7.7 million)
Results: Data censored on 24.10.2012. 2,827 CMC records
created.
Diagnosis: Cancer 45%, non-cancer 55% (15% Dementia).
Deaths: 673 (82% in PPD). Recorded PPD: home 29%, care
home 22%, hospice 12%, hospital 19%, not recorded 18%.
Professionals creating records: GP 7%, community nurses
43%, hospital 17%, hospice 33%.
Conclusions: To date, 70% of CMC deaths occur OUTSIDE
hospital (65% deaths IN hospital 2010, ONS data). 82% die in
their PPD. CMC represents a‘paradigm shift’in palliative care
service delivery that is appropriate internationally given
decreasing availability of funds and an ageing worldwide
population.

Abstract number: FC 1.4
Abstract type: Oral

The Development and Evaluation of an Inpatient
Palliative Care Admission Triage Tool

PhilipJ.", Le B2 Kearney J.2

'St Vincent's/The University of Melbourne, Centre for Palliative
Care, Fitzroy, Australia, “Melbourne Health, Palliative Care
Service, Melbourne, Australia, *Department of Health, Subacute
Care, Melbourne, Australia

Contact address: jennifer.philip@svhm.org.au

In Australia, there has been a steady increase in demand for
palliative care services due, in part, to an aging population,
increasingly geographically distant families and an
enhanced role for palliative care in non-malignant illness.
This has led many specialist palliative care services to create
waiting lists, in particular, for admission to inpatient
palliative care units or hospices (PCUs).
Aim: The aim of this study was to explore the development,
implementation, and outcomes following the introduction
of an inpatient palliative care admission triage tool.
Method: The study proceeded in 2 phases:
(1) Developmental phase, whereby semi-structured focus
group discussions were held with a purposive-sample of
palliative care providers to determine the clinical and

administrative criteria relevant to considering the priority
assigned for potential admitted patients, and
(2) Implementation and Evaluation phase. Phase 2 involved
a 3-montbh trial of the tool at two inpatient PCUs
(encompassing 3 separate campuses), and subsequent
evaluation using the quantitative and qualitative data
recorded throughout the process of patient admission. A
further focus group discussion was held with providers to
seek feedback on the tool.
Results: Components of the final tool included: site of
current care, adequacy of current care setting, reason for
admission, prognosis, level of symptoms, psychosocial
distress, time spent on waiting list and phase of disease. Of
the 234 patients, those with less urgent needs, as indicated
by a low admission score, spent longer on the waiting list.
Clinicians reported wide acceptance of the tool, and stated it
supported the current decision-making processes, and was
a useful education aid.
Conclusion: This study represents the first reported attempt
to define the priorities for a waiting list for admission to
PCUs, and demonstrates its utility in providing a transparent
process for PCUs to manage the competing needs of
patients referred for care.

Abstract number: FC 1.5
Abstract type: Oral

Palliative Care Models for Mental Illness -
A Challenge

Venkateswaran C'?

'MEHAC Foundation, New Delhi, India, Amritha Institute of
Medical Sciences, Psycho-oncology, Kochi, India

Contact address: chitven@gmail.com

Aims: Mental illnesses remain a huge burden in many parts
of the world and services to support those with chronic
illness living in the community are scarce in many low and
middle income countries. MEHAC Foundation has adapted
the principles of palliative care specific to mental health care
with community participation.

Design: Models of service delivery were developed in
districts in Kerala according to the local needs and in close
collaboration with government and other partners. These
incorporated outpatient, short admissions and most
specifically home care. Holistic care included rehabilitation.
Results: 3 distinct models of collaboration across 12 services
have emerged involving local governing bodies, non
governmental bodies, institution/nursing homes. Key
outcomes; establishing links with local community
organisations, directly offered supervised care in addition to
training, and advisory roles; modeling high quality service
including rehabilitation and follow up; developing local
ownership and empowerment with communities taking
direct responsibility for long term support; integration in
service delivery and training; changes in policy for
community mental health provision.

Conclusion: Community based services are essential in the
long term care of chronic mental illness. In many low and
middle income countries models of integrated care are still
to develop. There are often sporadic services that are
institutional based and do not empower whole
communities in the holistic approach to chronic mental
health. Building on community palliative care initiatives in
Kerala chronic mental health has been seen as part of the
palliative care disease spectrum. This approach can be used
to develop specific services for those living with chronic
mental illness which has resonance for wider settings. The
WHO in 2012 announced that mental disorders is included
among the non-communicable diseases which is a
significant step in terms of policy and implementation.

Abstract number: FC 1.6
Abstract type: Oral

Similarities and Differences between Social
Work and Spiritual Care Service for Terminally
11l Patients and their Loved Ones in a Hospice

van Nus-Stad J.', Peet-Vreman A", Gootjes J.R.G.", Zuurmond
WW.A."2 Perez R.S.G.M."?

"Hospice Kuria, Amsterdam, Netherlands, 2VU University
Medical Centre, Anesthesiology, Amsterdam, Netherlands
Contact address: mw@kuria.nl

Purpose of the research: To describe differences and
similarities in conversation topics between the social worker
(SW) and the spiritual counselor (SC) in their conversations
with the terminally ill patients and their loved ones in a high
care hospice.

Method: A checklist consisting of 22 items was used
extracted from the “Distress Thermometer”[1],
recommended in the guideline “Detecting need
Psychosocial Care”as measurement instrument to signal
distress in oncological patients. With this checklist, possible
conversation topics were registered and categorized into
four categories: practical issues, social factors, mental
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condition and spiritual matters. The number of
conversations and the subjects were registered for each
patient and their loved ones each week for the duration of
21 months.

Results: 158 conversations with patients and their loved
ones were registered. The SW had 91 conversations with 28
patients and 127 with 61 loved ones. The SC had 253
conversations with 75 patients and 16 with 13 loved ones.
The most prominent differences between SW and SC were
found in the percentage of talks with the patient directed to
practical issues (resp. 20% vs 9%), and spiritual matters (resp.
5% vs 22%). Percentages of conversation topics with the
loved ones were higher for SC for talks related to social
factors (64%), mental condition (46%) and spiritual matters
(30%), compared to the SW (resp. 27%, 32%, 10%), albeit
based on a small sample. Practical issues were more often
discussed with the loved ones by the SW (20% vs. 8%).
Conclusion: The figures seem to indicate most overlap
between professions in two categories: social factors and
mental condition. The focus of the SW tends to be directed
more towards practical issues, whereas spiritual matters tend
to be predominantly the domain of the SC. These results
indicate a degree of complementarity and added value of

both disciplines in the palliative care of terminally il patients.
[1] Cancer 2008; 113:870-8

End of Life

Abstract number: FC 2.1
Abstract type: Oral

Dying with Dementia: Symptoms, Treatment
and Quality of Life in the Last Week of Life

Hendriks S.A.,, Smalbrugge M., Hertogh CM.PM., van der Steen
JT.

VU University Medical Center, EMGO Institute for Health and
Care Research and General Practice & Elderly Care Medicine,
Amsterdam, Netherlands

Contact address: s.hendriks@vumc.nl

Aims: Burdensome symptoms are frequently present in
patients with dementia at the end of life, but little is known
about symptom control, such as type and dosages of
medication. This study therefore investigated the prevalence
of symptoms, prescribed treatment, and explored
associations with quality of life in the last week of life and
symptom prevalence by causes of death of nursing home
residents with dementia.

Methods: Within two weeks after death, physicians
completed questionnaires about symptoms and their
treatment in the last week of life of 330 nursing home
residents with dementia in the Netherlands between 2007
and 2010. Quality of life was assessed with the Quality of Life
in Late-Stage Dementia scale and the physicians abstracted
(direct) causes of death from the death certificate. We used
independent t-tests and chi-square tests to compare
subgroups, and linear regression to assess associations with
quality of life.

Results: Pain was the most common symptom (52%),
followed by agitation (34%), and shortness of breath (34%).
Opioids were the most commonly provided treatment for
residents in pain (70%) and residents with shortness of
breath (69%). Agitation was mainly treated with anxiolytics
(53%). At the moment of dying, 76% of all residents received
opioids with a median of 90 oral morphine equivalents and
20% received palliative sedation. Pain and agitation were
associated with a diminished quality of life. Death from
respiratory infection was associated with the largest
symptom burden.

Conclusion: Burdensome symptoms are common and some
were associated with a diminished quality of life at the end
of life, despite the large majority of residents receiving
opioids. Dosages may be suboptimal with regard to
weighing of effects and side effects. Future observational
research which employs observation on a day-to-day basis is
recommend, to better address effectiveness of symptom
control and possible side effects.

Abstract number: FC 2.2
Abstract type: Oral

A Qualitative Study of Health Professionals’
Views of Scope and Feasibility of Transferring
Patients from Critical Care Home to Die in the
UK

Darlington A.-S.", Long-Sutehall T, Addington-Hall J.",
Richardson A.", Coombs M2

"University of Southampton, Health Sciences, Southampton,
United Kingdom, Victoria University Wellington, Wellington,
New Zealand

Background: Increased choice and the concept of preferred
place of care is key in current UK Health policy. Research

undertaken indicates that the majority of people express a
preference to die at home. Whilst progress has been made
toward this policy imperative there is limited evidence how
might be applied in the context of those dying in critical
care. The aim of this qualitative study was to determine the
scope, experience and feasibility of transferring critical care
patients home to die [TCCPHtD] from UK critical care units.
Methods: Data collection involved six focus group
discussions with Health Care Professionals (HCPs) from
critical care units (n=4), primary care (n=1) and patient
representatives (n=1). Focus group questions were informed
by the results of a scoping review and clinical experience.
Questions explored: participants’ views toward TCCPHtD,
participants’ experience of TCCPHtD, factors that would
influence decision-making regarding this initiative, and
factors needed to facilitate this initiative.

Results: Data analysis generated five overarching themes;
views, barriers/facilitators, experience, patient characteristics
and guidelines, providing insight into the decision-making
and action-orientated processes that inform practice
regarding TCCPHtD . While transfer home was positively
regarded, identified barriers included: community care,
home environment, time and logistics. In addition, concerns
(under theme 'views') included: relatives'ability to care for the
patient at home, the ethics of prolonging life to facilitate the

transfer and the complexities of the decision-making process.

Discussion: This study has highlighted the complexities of
transferring patients home to die from critical care in
identifying barriers to transfer and HCPs concern for stress
on relatives when caring for a dying person at home. The
decision-making process is dependent on a multitude of
factors and timing making this negotiated process a
complex one.

Abstract number: FC 2.3
Abstract type: Oral

Emergency Readmission Rates in Patients
Whose Recovery Is Uncertain: The Impact of the
AMBER Care Bundle

Carey ', Clark K.', Griffiths M., Shouls S.", Morris M.", Thurkettle
H.", Caulkin R?, Bristowe K2, Koffman J.3, Hopper A."

'Guy’s & St Thomas’ NHS Foundation Trust, London, United
Kingdom, 2University College London Hospitals NHS Trust,
London, United Kingdom, *Cicely Saunders Institute, King’s
College London, London, United Kingdom

Contact address: irene.carey@gstt.nhs.uk

Aim: To evaluate the impact on 30 day emergency
readmission rate of a novel care bundle. The bundle is aimed
at acutely ill hospital patients with limited clinical
reversibility judged to be at risk of dying in the next 1-2
months (uncertain recovery). Around 58% of deaths in
England occur in hospital, contrary to surveyed preferences.
The National End of Life Care Intelligence Network states
that 89% of those who die in hospital do so following an
emergency admission. In people in the last year of life with
conditions with potential palliative care need, analysis
shows that 32.6% of hospital admissions occur in the 30
days before death.There is evidence of delayed recognition
of patients who, despite ongoing active medical care, are at
risk of dying from their underlying iliness.

Methodology: The AMBER care bundle was developed to
improve treatment planning, escalation decisions and
communication with patients, carers and the team,
prioritising support of patient preferences. In our acute
hospital where the bundle is used on seventeen wards, 55%
of patients supported with the AMBER care bundle are
discharged with an individualised package of care. Patients
discharged from 01/10/10 to 30/09/11, who died within 100
days of discharge, were followed up to identify any
emergency readmissions. We compared this group with
patients discharged from the same wards and who also
went on to die within 100 days but had not been supported
by the care bundle.

Results: Patients receiving standard care were three times
more likely to have an emergency readmission (36%) than
those receiving AMBER care bundle support (12%) - a
difference of 24% (95% Cl 18%-29%).

Conclusions: Early findings demonstrate a significant
difference in 30 day emergency readmission rate for this
vulnerable group of patients. It is possible to implement a
care bundle in this complex clinical area which supports
discussion of patient preferences, more robust discharge
arrangements and contingency planning.

Abstract number: FC 2.4
Abstract type: Oral

Are Relatives’ Preferences Aligned with the
Patients’ and Do They Change their Minds?

Gomes B!, CalanzaniN.", Hall S.", Koffman J.", Mccrone P?,
Higginson I.J."

'King’s College London, Cicely Saunders Institute, Department
of Palliative Care, Policy and Rehabilitation, London, United
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Kingdom, *King’s College London, Centre for the Economics of
Mental Health/Section of Community Mental Health, London,
United Kingdom

Contact address: barbara.gomes@kcl.ac.uk

Aim: To determine the congruence between patients and
relatives preferences for place of death and verify how often
relatives change their minds (and in which direction).
Methods: A population-based mortality followback survey
with 596 relatives of cancer patients (from a sample of 1516)
identified from death registrations in London (UK) in
2009/10. We report patients and relatives preferences for
place of death and the percentage of agreement. We use
kappa statistics to assess congruence between their
preferences and the McNemar test to compare preferences
for home death from patients and relatives. We report the
proportion of relatives who changed their preferences and
the direction of change; this was independently coded by
two researchers with disagreements solved by consensus.
Results: As reported by relatives, patients most often chose
home (69%) as the place to die (17%hospice, 5%hospital,
2%care home, 2%>1 setting and 5% had no preference).
About half (48%) of relatives chose home, 24%hospice,
9%hospital, 4%care home, 2% >1 setting, 1%elsewhere and
13% had no preference. A preference for home death (vs.
others) was less common amongst relatives than amongst
patients (p< 0.001), although paired patients and relatives
achieved 80% agreement (kappa 0.634). A fifth (119) of
relatives changed their preferences. In half of these cases
(51%) the preference moved from home to another setting:
28 away from home (to a setting not specified), 23 home to
hospice, 9 home to hospital and 1 home to care home.
Discussion: Our findings clarify a conflicting body of
evidence showing that relatives choose home less often
than patients. However, home remains the most commonly
chosen place. Itis crucial to understand better the reasons
underlying relatives’ preferences and why they change their
minds. This will help to provide adequate support to
patients and relatives and allow more people to die at home
when this is their wish.

Funding: Cicely Saunders International
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Elderly Patients with Advanced Frailty in the
Community: A Qualitative Study on their Needs
and Experiences

Miiller-Mundt G.', Bleidorn J.2, Geiger K2, Klindtworth K.,
Pleschberger S.°, Hummers-Pradier E.%, Schneider N."?
"Hannover Medical School, Institute for Epidemiology, Social
Medicine and Health Systems Research, Hannover, Germany,
2Hannover Medical School, Institute for General Practice,
Hannover, Germany, *The Health and Life Sciences University
(UMIT), Institute of Nursing and Care Sciences Research, Vienna,
Austria, “University Medical Center Géttingen, Department of
General Practice, Géttingen, Germany

Contact address: mueller-mundt.gabriele@mh-hannover.de

Aims: Frail elderly patients are a major target group in
general practice but little is known about the needs of these
patients towards the end of life. This study* aims to explore
the needs and experiences of patients with advanced frailty
in the community.

Methods: Qualitative study with patients interviews at
home. Patients were purposively recruited in general
practices to reflect a range of sex, social background and
presence of an informal carer. Main inclusion criteria were
moderate/severe frailty, age =70 years, and the ability to
give informed consent. Interviews took place in the patients’
homes addressing their experiences of being frail, support,
concerns and expectations. Interviews were tape-recorded
and transcribed verbatim. Narrative and thematic analysis
was conducted within and across cases. To identify codes
and develop (sub-)categories constant comparative analysis
was used.

Results: The sample consists of 26 patients (15 female, 11
male; mean age 83 years, range 71-95 years). The patients’
view of “being frail” affects almost all aspects of live: The
exhaustion of capabilities due to the loss of physical and
cognitive strength, increased vulnerable health and
symptom burden, and social losses often interfere with the
patients’striving for sustaining their self/identity, autonomy
and participation. In the interviews, the importance of
sustainable (in-)formal support and in particular of a
“knowing”and “caring” family doctor was stressed.
Conclusion: Further integrating the palliative care approach
into general practice seems necessary to meet the needs of
frail elderly patients in the community. The study will be
continued with three follow-up interviews every six months
to gain a deeper understanding of the dynamic experience
of advanced frailty, and how patients’ needs vary over time if
frailty progresses.

*The study is funded by the German Federal Ministry of
Education and Research (01GY1120), study duration:
02/2012-01/2015
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Maximizing Corporate Support: Useful
Strategies to Develop Effective Partnerships

Mwangi-Powell EN.

Open Society Foundations, IPCl, New York, NY, United States
Contact address: faith.mwangi-powell@
opensocietyfoundations.org

In an era when many palliative care organizations are facing
financial constraints and with the limited number of palliative
care funders in existence, it is important for organizations to
review their revenue generating models and aim to diversify
resources. Philanthropy or corporate social responsibility is
funding stream that can bring new dollars to the palliative
care agenda and yet these streams remain largely untapped.
Understanding the basic key steps in developing
relationships with corporates is vital. The bottom line is that
most, if not all palliative care organizations are doing
spectacular work and changing the lives of many vulnerable
people with great success. Unfortunately, there are many
other spectacular organizations globally doing similar work
with the same if not more level of success. They too are also
looking for potential partners. In view of this, to access
corporate partners, it is critical that we have done our
homework and we can prove to a prospect corporate partner
that we are the best non-profit partner for their support.
‘Standing out'from the crowd of qualified organizations in
order to attract corporate funders is a task that most
nonprofits face time and time again. The presentation will
offer useful insights to help organizations gain a better
understanding of what they should do, and look for, when
preparing to engage in a successful philanthropic
partnership. It will discuss five key steps on’how to make
your case; by looking at; doing the research; developing
relationships and ownership; being responsive and
communicative; determining the resources that you can offer
and finally, making tangible results that support your
organization. In addition to the information above, useful
contacts will be shared with participants giving them an
opportunity to explore the contacts in order to develop their
own organizational partnerships and funding.

Psychology and
Communication

Abstract number: FC 3.1
Abstract type: Oral

Negotiating Choices to Provide Psychosocial
Support: A Mixed Methods Study in a Hospice
Ward

Hill H.C.

University of Stirling, School of Nursing,
Midwifery and Health, Stirling, United Kingdom
Contact address: h.c.hill@stir.ac.uk

Aims: This study was the first to aim to examine the
preconditions necessary for the provision of psychosocial
support. It reports hospice nurses’ responses to patients’
psychosocial needs. The paper explores the realities of
psychosocial support by focussing on one psychosocial
need: patients'rights to make choices.

Methods: In a mixed methods study, participant
observation of nurse-patient interactions was supported by
data from interviews, nursing documentation, clinical
meetings, workload distribution and participant
demographics. A maximum variation sampling strategy was
used, ensuring observations occurred at different times of
the day, involving nurses with different roles and patients
with different characteristics.

Results: The sample included 38 nurses and 47 patients,
across 39 episodes of observation. Preliminary analysis of the
observation data identified prospective independent
variables which might be associated with the provision of
psychosocial support; subsequent analysis tested these
variables against the nurses'response to patients’ expressed
needs. The data showed that nurses responded to
psychosocial needs in four ways: dealing, deferring, diverting
and ducking. The process of making choices was observed in
all observed episodes of care; however, patients were not
consistently afforded the right to make their own choices.
Nurses used varying levels of negotiation to influence
patients'acceptance of professional decisions. Comparison of
the amount of negotiation within choices to the nurses
“dealing”response showed that nurses could still provide
psychosocial support despite denying choice to the patient.
Conclusion: The findings of this study demonstrate that, by
communicating openly with patients, practitioners can
overcome the complexities of psychosocial care regardless
of changes in patients’ conditions or the constraints of
healthcare. Funding was provided by the participating
hospice and the authors’employing University.
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Advance Care Planning and Physician Orders in
Nursing Home Residents with Dementia: A
Nationwide Retrospective Study among
Professional Caregivers and Relatives

Vandervoort A.', Houttekier D, van den Block L%, van der
Steen J.T%, Vander Stichele R.2°, Deliens .26

'End-of-Life Care Research Group, Ghent University & Vrije
Universiteit Brussel, Jette, Belgium, End-of-Life Care Research
Group, Ghent University & Vrije Universiteit Brussel, Brussel,
Belgium, *Department of Family Medicine, Vrije Universiteit
Brussel, Brussel, Belgium, “EMGO Institute for Health and Care
Research and Expertise Center for Palliative Care, Department
of General Practice & Elderly Care Medicine, VU University
Medical Center, Amsterdam, Netherlands, *Heymans Institute of
Pharmacology, Ghent University, Gent, Belgium, CEMGO
Institute for Health and Care Research and Expertise Center for
Palliative Care, Department of Public and Occupational Health,
VU University Medical Center, Amsterdam, Netherlands
Contact address: an.vandervoort@vub.ac.be

Background/objective: Advance care planning (ACP) is key
to good palliative care for nursing home residents with
dementia. We examined the extent to which family
physicians (FP’s), nurses and the relative most involved in the
resident’s care are informed about ACP, written advance
directives (AD) and family physician treatment orders (FP-
orders) of nursing home residents dying with dementia. We
also examined the congruence between the FP, nurse and
relative about the existence and content of ACP.
Design/setting/participants: Representative nationwide
post-mortem study (2010) using random cluster-sampling,
Flanders Belgium. In selected nursing homes, all deaths of
residents with dementia in a three month period were
reported. A structured questionnaire was completed by the
nurse, the FP and the relative.

Measurements: ACP communication (verbally/writing) and
FP-orders.

Results: We identified 205 deceased residents with
dementia in 69 nursing homes. Residents expressed their
wishes regarding care in the last phase of life in 11.8%
according to the FP and in 8.2% according to the nurse. The
FP and nurse spoke with the resident in 22.0% and 9.7%
respectively and with the relative in 70.6% and 59.5%.

An AD was present in 9.0% according to the FP,in 13.6%
according to the nurse and in 18.4% according to the relative.
FP-orders were present in 77.3% according to the FP,
discussed with the resident in 13.0% and with the relative in
79.3%. Congruence was fair (nurse-FP) on the documentation
of FP-orders, (k=0.26), poor to slight on the presence of an AD
(FP-relative k=0.03, nurse-relative k=-0.05, FP-nurse k=0.12).
Conclusion: Communication regarding care is rarely patient-
driven and more often professional caregiver- or family-
driven. The level of congruence found between professional
caregivers and relatives is low.

Funding source: This study is supported by a major grant
from Vrije Universiteit Brussel (GOA HW, VUB) and is part of
the “Dying Well with Dementia” study.
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Development of an Intervention to Improve
Physician-patient Communication in Patients
with Advanced Cancer. A Focus Group Study

Pardon K.', Deschepper R.', Vander Stichele R."?, Bernheim J.L.",
Mortier F3, Deliens L."*

'Ghent University & Vrije Universiteit Brussel, End-of-Life Care
Research Group, Brussels, Belgium, Ghent University, Heymans
Institute for Pharmacology, Ghent, Belgium, *Ghent University,
Bioethics Institute, Ghent, Belgium, “VU University Medical
Centre Amsterdam, Department of Public and Occupational
Health, EMGO Institute for Health and Care Research,
Amsterdam, Netherlands

Research aims: Many patients with recently diagnosed
advanced lung cancer who wanted to be informed about
prognosis, palliative care and end-of-life decisions (ELDs),
were not. Patients who wanted to share medical decisions
with their physician often did not achieve this involvement.
The aim was
1) to discuss these problems with oncologists/
pulmonologists and list their suggestions for
improvement and
2) to develop recommendations and a model of
intervention to improve communication, and present
these to oncologists/pulmonologists for evaluation.
Study design and methods: Focus group sessions were
transcribed and analysed through systematic coding and
comparing and contrasting themes. To allow evaluation of
recommendations and intervention, a questionnaire was
developed.
Results: Three focus group discussions with 8 oncologists
and 5 pulmonologists took place. Identified barriers to the

provision of information about prognosis, palliative care and
ELDs were fear of destroying hope in the patient, uncertainty
of the disease trajectory and propensity of physicians to cure
rather than to offer palliative care options. Barriers for shared
decision-making were the physician's belief that shared
decision-making is not possible, and the perceived inability
of the patient to have contributive input. On the basis of the
received suggestions for improvement, we proposed
1) an up-front negotiable offer of information and
deliberation by the physician and
2) 8 recommendations and an intervention to promote
patient-physician communication.

The proposed intervention consists of a communication
skills training program with role play for physicians and a
question prompt list for patients. Recommendations and
intervention were evaluated as useful and feasible.
Conclusion: In future research, recommendations and
intervention have to be compared with existing ones,
confronted with patient’s view, and tested with regard to
effect on patient outcomes.

Abstract number: FC 3.4
Abstract type: Oral

A Literature Review of Patient Recorded
Outcome Measures (PROM'’s) Used to Measure
the Quality of Doctor-patient Communication in
Randomised Control Trials (RCT’s)

Farrington C,, Noble B.
Academic Unit of Supportive Care, Sheffield, United Kingdom

Background: Patients prioritise good communication skills
in Doctors. Evidence that Communication Skills Training
(CST) for Doctors can enhance a consultation, ensuring
more patient concerns are elicited, is mostly through expert
behavioural analysis rather than patients’ perception of
change. A recent meta-analysis of patient outcomes relating
to CST with cancer patients was restricted because every
study used a different PROM.

Aim and methods: The aim of this literature review was to
identify what PROM'’s had been used to measure the quality
of doctor-patient communication in RCT's. Each measure
was then assessed regarding its suitability for a trial
evaluating the effect of CST in hospital outpatient clinics.
Results: Fourteen PROM’s which assessed doctors’
communication within a specific consultation were
identified in 24 studies. Seven PROM's were found not
applicable for a study regarding the effect of CST for Doctors
on PROM’s in hospital outpatient clinics. Mainly these tools
were too specific; the focus being on one aspect of
communication (risk or shared decision making) or
consultation outcome (treatment decision). The seven
remaining PROM’s which have previously been used in a
RCT to assess doctor-patient communication and appeared
applicable to a study set in hospital outpatient clinics were
assessed using seven criteria that investigators should
consider when choosing a PROM: appropriateness,
reliability, validity, responsiveness, precision, interpretability,
acceptability and feasibility.

Conclusion: Few identified PROMs were developed beyond
the piloting phase or had extensive psychometric
information. Consultation And Relational Empathy measure
(CARE) and Patient Enablement Instrument (PEI) were
judged the most applicable PROM's against the seven
criteria. CARE measure assesses the doctor's communication
and empathy within the consultation and PEI gauges how
enabled the patient is.
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When Your Patient Friends You on Facebook:
Social Media’s Growing Promise and Pitfalls for
the Palliative Care Practitioner

Strand J.J.', Reitschuler-Cross E.B2 Nguyen K.D.?, Worster B.K.*
"Mayo Clinic, Palliative Care Section, Division of General
Internal Medicine, Rochester, MN, United States, ?University of
Pittsburgh, Section of Palliative Care and Medical Ethics,
Pittsburgh, PA, United States, *Kaiser Permanente East Bay,
Department of Palliative Care, Oakland, CA, United States,
“Jefferson University Hospital, Palliative Care Section,
Philadelphia, PA, United States

Contact address: strand. jacob@mayo.edu

Increasing utilization of social media sites such as Facebook
and Twitter as well as the ability to interconnect a variety of
personal blogs, photographs and “favorite” websites, raise
interesting questions for the palliative care provider. For
some, social media sites offer a way to mobilize support for
associated professional organizations; the authors recently
“liked” the European Association of Palliative Care Facebook
page, joining 456 others in doing so. Twitter has become a
way for palliative care practitioners to post recent scientific
articles, reports in the lay press pertaining to palliative care
and engaging in conversations in real-time at professional
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meetings. For others, social media allows a venue to post

about their sadness at the death of a beloved patient, “vent”

about a difficult family situation or arrange
videoconferencing with peer mentors to maintain
relationships developed in training (Google+). All of these
uses may co-exist alongside information, photographs and
postings about the practitioner’s personal life.

This juxtaposition of professional and personal lives in
such a public venue raise new questions about how to
preserve the professional image of ourselves as practitioners
trusted by patients and families at some of the most
vulnerable moments in their lives. In addition, the rapid
expansion of social media has outpaced the medical
professions ability to develop policies and guidelines to
address issues of professionalism, personal privacy and
patient confidentiality.

In this interactive session we will explore the following
scenarios in both small and large group settings:

1. How to respond to patient requests for interactions on
social media sites, such as Facebook.

2. How best to make use of social media in a professional
setting while maintaining a separate online “citizenship”
for one’s personal use.

3. How to respond to a breach or potential breach of patient
confidentiality on social media sites by a colleague or
trainee.

Abstract number: FC 3.6
Abstract type: Oral

What Is the Role of Family/Friends Present at
Breaking Bad News Consultations in the
Subsequent Sharing of News with Other People?
Lessons Learned for Developing a Supportive
Intervention

Ewing G.", Ngwenya N.!, Farquhar M2, Gilligan D2, Bailey S,
Benson J.2, Seymour J.*

"University of Cambridge, Centre for Family Research,
Cambridge, United Kingdom, 2University of Cambridge, Public
Health and Primary Care, Cambridge, United Kingdom,
3Cambridge University Hospitals NHS Foundation Trust,
Oncology, Cambridge, United Kingdom, “University of
Nottingham, School of Nursing, Midwifery and Physiotherapy,
Nottingham, United Kingdom

Contact address: ge200@cam.ac.uk

Background: Breaking bad news (BBN) of a lung cancer
diagnosis is a daily event for clinicians: in 2008, 1.61 million
patients received diagnoses worldwide. Much attention has
been paid to BBN by clinicians. In contrast, how patients
then share this bad news with other adults has not been
studied, yet patients say it is one of the hardest things they
have to do.
Aim: To examine the role of family/friends who accompany
patients to bad news consultations (accompanying persons;
APs) in then supporting patients with lung cancer to share
their diagnosis. This is part of a study to develop
intervention(s) to support people in sharing bad news with
significant others.
Sample: 13 APs of 15 patients with advanced lung cancer
and 15 clinicians involved in BBN consultations.
Methods: Qualitative interviews with patients and APs;
interviews/focus groups with clinicians, digitally recorded,
transcribed verbatim. Thematic framework analysis.
Results: APs were very involved in sharing news but also
faced difficulties with this. They attended diagnosis-giving
consultations to support patients and receive information
conveyed. APs described having to deal with their own
reactions while supporting the patient with both receiving
and sharing bad news. They reported how sharing bad news
with others could involve the emotional work of repeating
updates on how the patient was, yet they were not
supported in this process. For some, two different sets of
news were shared:
(1) what the patient wanted to be conveyed (which may
have been more restricted information) but also
(2) their own view of the situation, shared with a more
limited group from whom they sought support.
Conclusion: APs play an important but poorly recognised
role in supporting patients share bad news including taking
responsibility for telling others. An understanding of their
experiences is crucial for developing an intervention to
prepare and support people with sharing bad news.

Policy
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Paying for Palliative Care Services:
Lessons from International Experience

Groeneveld E.L', Bausewein C.', Kaloki Y.E.", Cassel J.B2,
Higginson I.J.", Murtagh FEM."

'King’s College London, Cicely Saunders Institute, Department
of Palliative Care, Policy and Rehabilitation, London, United
Kingdom, *“Massey Cancer Center, Virginia Commonwealth
University, Richmond, VA, United States

Contact address: iris.groeneveld@kcl.ac.uk

Background: Funding models for specialist palliative care
influence provision and service development. As palliative
care integrates into mainstream health care provision,
opportunities to develop funding mechanisms arise. We
compare different funding models and draw critical lessons
from international experience.

Aim: To assess models and methods for financing and
commissioning palliative care services.

Methods: Initial literature scoping yielded limited evidence
on the subject as international policy documents are
difficult to identify, access, and interpret. We therefore
undertook country expert consultations within our research
network, to identify and appraise international models of
palliative care financing. The countries included - Australia,
England, Germany, Hungary, Republic of Ireland, New
Zealand, Netherlands, Norway, Poland, Spain, Sweden,
Switzerland, USA and Wales - represent different levels of
service development and a variety of funding mechanisms.
Results: Funding mechanisms for specialist palliative care in
different countries vary as much as provision of palliative
care itself. We develop a typology for funding models based
on the variety of funding flows.

Using examples from specific countries, our
recommendations are based on these observations:
Provider payment is rarely linked to population need, and
mostly based on historic resource allocations.

Although the quality of services is assessed at the provider
level in most countries, provider payment is rarely linked to
the quality of services.

Conclusion: Funding mechanisms hold the potential to
provide powerful policy levers that reward excellence. They
need to be used with care to ensure best practice and
minimise perverse incentives. The palliative care community
needs to be involved in the opportunities to reshape
funding and reimbursement mechanisms, to improve
patient care, reward high quality and ensure equity.
Funding: Palliative Care Funding Review, Department of
Health
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What Factors Are Associated with National
Health Service Spend on Specialist Palliative
Care in England? A Nationwide Ecological Study

Murtagh FEM,, Kaloki Y.E, Gao W., Groeneveld E.l, Higginson |J.
King’s College London, Cicely Saunders Institute, Department of
Palliative Care, Policy and Rehabilitation, London, United
Kingdom

Aim: To identify patterns and factors associated with
National Health Service (NHS) spend on specialist palliative
care services in England.
Methods: Ecological study using data gathered from UK
Department of Health, National End-of-Life Care Intelligence
Network, Office of National Statistics and Hospital Episode
Statistics. We applied multi-variable linear regression to
study the relationship between
1) Primary Care Trust (PCT) spend per death on specialist
palliative care, and
2) factors associated with i) healthcare use in last year of life
(such as age, diagnosis, ethnicity, socioeconomic status,
living alone), and ii) specialist palliative care provision
(such as proportions of home, hospital and hospice
deaths).
Results: Data from 78% (119) of all Primary Care Trusts in
England was analysed. In 2010/11, PCT spend on specialist
palliative care varied from £200 to £2,700 per death (mean
£907). Higher PCT spend on specialist palliative care was
associated with lower proportion of hospital deaths (3 -0.26,
95% C1-0.35 to -0.16), higher proportion of non-white ethnic
minority population (3 0.18, 95% Cl 0.14 to 0.23), higher
proportions of self-reported poor health (3 0.40, 95% Cl 0.19
10 0.61), and higher proportion of cancer deaths (B 0.59, 95%
C10.31 to 0.86, p< 0.001). These four factors explained one
third of the variation in PCT spend (adjusted R? 0.341).
Conclusion: NHS spend on specialist palliative care by PCTs
is independently associated with hospital deaths, with
higher proportions of hospital deaths occurring in those
PCTs which spend relatively less on specialist palliative care.
This underlines the importance to commissioners of
balancing health care spend across settings. Meeting the
predominant public preference for home death is likely to
require a shift in resources from the acute to the community
sector.
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How Much Does it Cost to Treat Pain?
Preliminary Results of a Pilot Study to Monitor
and Report the Price of Opioids in the World

Delimal., WenkR.
IAHPC, Houston, TX, United States
Contact address: Idelima@iahpc.com

Introduction: High prices affect access to treatment and
medications. Opioid Price Watch (OPW) project was
developed by the International Association for Hospice and
Palliative Care (IAHPC) in alliance with the World Health
Organization Department of Essential Medicines.
Objective: To Improve access to opioids for legitimate
medical use, through dissemination of information on their
availability, prices and affordability.

Method: A survey and economic model were developed to
determine the cost and affordability of opioid treatment.
Analgesics included in the study were fentanyl,
hydromorphone, methadone, morphine and oxycodone.
Affordability was calculated as number of salary days
required to pay for one month treatment. A descriptive
cross-sectional study was developed and a study sample
was selected using the principle of stratified random
sampling based on the IAHPC membership list. 20
participants were selected from 4 socioeconomic levels and
invited to participate. Preliminary data was used to identify
the cost and affordability of morphine.

Results: Preliminary data from 7 countries on the availability
and cost of morphine indicate that in 3 countries morphine
is available only for hospital use (Sudan, Tanzania and
Nicaragua). Of these, morphine is given for free in Tanzania.
In other countries, the cost of mg/morphine ranged
between $0.003 and $0.058 (Guatemala and Norway
respectively). Affordability ranged between 1.62 and 9.83
days (Guatemala and the Philippines respectively).
Conclusion: This is the first project with the purpose to
monitor and report the availability, cost and affordability of
opioid on a global scale. Preliminary data suggest that the
cost of morphine does not show significant variations across
the countries and confirms previous findings about limited
availability. Additional analysis and data will be presented on
the cost and affordability of morphine and on other
medications.

Acknowledgement: This project is funded by IAHPC.
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Barriers to Palliative Care Information in Central
and Eastern Europe and the Commonwealth of
Independent States

Jiinger S.", Klose J.!, Hegedus K2, Lynch T?, Greenwood A?,
Payne S, Radbruch L.'*

"University Hospital Bonn, Department of Palliative Medicine,
Bonn, Germany, ’Semmelweis University, Institute of
Behavioural Sciences, Budapest, Hungary, *Lancaster
University, Division of Health Research, International
Observatory on End of Life Care, Lancaster, United Kingdom,
“Malteser Hospital Bonn/Rhein-Sieg, Centre for Palliative
Medicine, Bonn, Germany

Aims: Access to information including medical journals and
educational opportunities is regarded as essential for health
care professionals providing palliative care (pc). However, in
many European countries, access to pc information is
difficult. To gain a better understanding of potential barriers,
the European Association for Palliative Care undertook a
survey on pc information needs in 28 countries in
Central/Eastern Europe (CEE) and the Commonwealth of
Independent States (CIS).

Methods: A questionnaire was distributed in 16 different
languages - online or as a hard copy version - via the
national hospice and pc associations.

Results: In total, 584 health care professionals from 21
countries completed the questionnaire; the majority of
them were physicians (47%), nurses (21%), and psychosocial
staff (13%). The major barriers respondents encountered in
accessing pc information were language, availability of and
access to information. Expensive textbooks, subscription to
scientific journals, and high congress fees relative to the low
salaries were reported to impede access, but also political
issues such as lack of leadership in pc, lack of a legal
framework, or no access to authentic scientific literature.
Particularly, difficulties finding accurate and reliable
information in one’s own language were reported. A lack of
knowledge of relevant websites hampered access to
adequate information with a reasonable effort. In relation to
this, time was a frequently mentioned barrier, especially in
the face of a high (clinical) workload. Many respondents
mentioned the need for systematic and structured
information.

Conclusion: To enhance access to pc information in CEE/CIS
countries, affordable, systematic and up-to-date information
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is needed, preferably in the participants’own language. The
availability of one comprehensive source informing about
pc would be desirable for health care professionals to keep
themselves informed with a reasonable time investment.
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Exploring Public Awareness of Palliative Care

Mcllfatrick S.", Hasson F3, Northern Ireland Palliative Care
Research Forum Committee

"University of Ulster, Institute of Nursing and Health Research,
Newtownabbey, United Kingdom, ?All Ireland Institute of
Hospice & Palliative Care, Dublin, Ireland, *University of Ulster,
Belfast, United Kingdom

Contact address: sjmcilfatrick@ulster.ac.uk

Background: International research suggests that the
general public appear to be confused about what palliative
care is and who provides it (Hirai et al. 2011; McCarthy et al.
2011). Evidence suggests that this can lead to negative
impressions and consequences for the quality of care
provided to the dying and bereaved (Seymour et al. 2010).
Given the aging population and the increasing number of
patients requiring palliative care it is vital to explore the
public’s perception of such services.

Objective: To explore public’s perceptions of palliative care.
Methods: A sequential exploratory mixed methods research
design was used. Phase 1 involved a descriptive, self-report,
survey. The sample for the study included members of the
Patient and Client Council Membership Scheme* (n=4000). A
survey pack was distributed via on line and by post. Data was
analysed using SPSS and descriptive and inferential statistics
were used to summarise the data. Phase 2 comprised semi-
structured telephone interviews with those respondents
who indicated a willingness to participate from stage 1
(n=60). The purpose of the interviews was to provide greater
insight into the perceptions on palliative care with a focus on
strategies that could be developed to raise awareness
among the general public. These interviews were tape
recorded, supplemented by field notes and content
analysed.

Results: Key themes emerged from the telephone
interviews focusing on an overall perception of palliative
care and the importance of developing targeted strategies
for raising public awareness of palliative care. Over 583
questionnaires were returned (Postal=344; Online = 239).
The analysis of the questionnaire is ongoing but is exploring
inter-group comparisons and significant differences on
variables such as age and gender

Conclusions: The general public have differing perceptions
and views on palliative care and the findings can inform
policy makers on strategies to raise awareness of palliative
care.
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Assessment of Noninvasive Opioids Availability
in Russia

Abuzarova G.', Usenko O?
"Hertzen Moscow Cancer Research Institute, Moscow, Russian
Federation, ’Tampa General Hospital, Tampa, FL, United States

Approximately 300 thousand cancer and HIV/AIDS patients
die in Russia every year. According to research from the
Global Access to Pain Relief Initiative, Pain and Policy Studies
Group, and Human Rights Watch, in 2009 in Russia, only
18.7% of patients who died from cancer and HIV/AIDS
received opioid analgesics. As a result, 183,134 patients died
with untreated moderate to severe pain. Only injectable
morphine, sustained release morphine tablets, and fentanyl
patches were available for pain management.

Aim: To assess the availability of noninvasive opioids in
adequate doses for cancer patients in Moscow and in the
other 82 regions of Russia.

Method: This study is based upon expert opinion (K. Foley et
al. 2006), which indicates the average oral morphine
consumption for analgesia is 67.5 mg per day for 91.5 days.
Results: In 2008, 286,628 cancer patients died in Russia.
Among them, 23,362 cancer patients died in Moscow. MST-
continus consumption was 15,019 grams in Moscow and
5,365 grams in the other 82 regions of the Russian
Federation. Fentanyl consumption was 28,912 morphine-
equivalence grams in Moscow and 24,954 morphine-
equivalence grams in the other regions. 2,431 patients
received MST-continus and 4,681 patients received fentanyl
patches in recommended doses in Moscow. However, only
868 patients received MST-continus and 4,040 patients
received fentanyl patches in recommended doses in the
other regions. 30.4% of cancer patients received noninvasive
opioids in Moscow and only 1.9% of patients received
noninvasive opioids in the other regions. Therefore, only
12,020 cancer patients (4.2%) in Russia were treated with
noninvasive opioids in recommended doses.
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Conclusion: The vast majority of cancer patients did not
have access to noninvasive opioids. Sustained release
morphine tablets and oral formulations of fast-acting
morphine in adequate quantities should be available for
pain management. There is an urgent need for
improvement in pain policy in Russia.

Family and Care Givers
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Psychological Distress in Family Caregivers of
Terminally Il Patients: Do High Caregiver
Burden and Lack of Communication in the
Family Increase Distress?

Kjaergaard-Nielsen M."?, Bro F.!, Neergaard M.A%, Jensen A.B?,
Guldin M.-B."?

'Research Unit for General Practice, Aarhus University, Aarhus C,
Denmark, “The Palliative Team, Department of Oncology,
Aarhus University Hospital, Aarhus, Denmark, *Department of
Oncology, Aarhus University Hospital, Aarhus, Denmark

Aims: Family caregivers of terminally ill patients are in a
vulnerable position. Previous studies show that they are at
an increased risk of psychological distress, e.g. depression
and anxiety. Caregiver burden and lack of communication
between the patient and the caregiver about the illness and
the impending death seem to influence psychological
distress in the family caregiver.

The aim of this study was to perform a nation-wide study
investigating the association of both perceived caregiver
burden and lack of communication with psychological
distress in caregivers of terminal patients.

Methods: During 2012, a list of all adult patients in Denmark
having been granted drug reimbursement in connection
with terminal illness was obtained on a weekly basis from
The Danish Health and Medicines Authority. All newly
registered patients were mailed a letter requesting them to
pass on the enclosed questionnaire to their closest relative.
The assessment battery included the Burden Scale of Family
Caregivers (BSFC), a pre-death version of Caregivers’
Communication with patients about lliness and Death (pre-
CCID), Beck's Depression Inventory Il (BDI-Il) and the SCL-90
anxiety subscale.

Results: As of October 2012, a total of 6,600 patients have
been contacted and 2,581 caregivers have answered the
questionnaire (response rate 39.1 %). Results from the total
inclusion period, i.e. the year 2012, will be presented
describing the scales of depression, anxiety, caregiver
burden and communication. Furthermore, the association of
caregiver burden and communication with psychological
distress will be analyzed using regression models.
Conclusions: This study will provide valuable information on
the association of caregiver burden and communication
with psychological distress. The perspective is to optimize
the intervention for family caregivers in an attempt to
prevent depression and anxiety as a reaction to the high
caregiver burdens or lack of communication encountered.
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Relationships between Lack of Support during
End of Life Care and Carers’ Bereavement
Outcomes

Grande G., Ewing G2, Austin L.'

"University of Manchester, School of Nursing, Midwifery & Social
Work, Manchester, United Kingdom, 2University of Cambridge,
Centre for Family Research, Cambridge, United Kingdom
Contact address: gunn.grande@manchester.ac.uk

Background: Studies suggest that insufficient support for
carers during end of life care has negative impact on
outcomes in bereavement. The Carer Support Needs
Assessment Tool (CSNAT) has been developed to measure
carers’support needs.

Aim: To investigate how perceived lack of support measured
through CSNAT related to carers’ outcomes in bereavement.
Sample: Main carers of patients under the care of six
hospice home care services across the UK: 182 carers took
part (22% response rate).

Methods: Postal survey 4-5 months post bereavement
measuring perceived lack of support during end of life care
(CSNAT), early and present grief (TRIG), physical and mental
health (SF-12) and distress (Distress Thermometer). Bivariate
relationships were investigated (Spearman). Further
multivariate analysis will be reported.

Results: Perceived lack of support on CSNAT domains was
significantly related to bereavement outcomes. Insufficient
support with talking with the patient about his/her illness or
looking after own physical and emotional problems all
related to early and present grief and mental health. Early

grief was also related to insufficient support with spiritual
beliefs, finance, practical help in the home and knowing
who to contact or what to expect. Mental and physical
health were furthermore associated with insufficient
understanding of the patient’s illness and insufficient
support with physical problems, respectively, while distress
was also related to lack of support with physical and
emotional problems (all at p< 0.01).

Conclusion: CSNAT support needs domains are related to
carers’ outcomes in bereavement, both supporting the
criterion validity of the CSNAT and emphasising the
importance of ensuring that carers feel supported during
end of life care.
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Family Carers’ Management of Medications for
the Person Dying at Home: Findings from the
‘Unpacking the Home' Study

Turner M.", Seamark D, Milligan C.", Thomas C.', Brearley S.’,
Wang X2, Blake S.?, Payne S.'

"Lancaster University, Lancaster, United Kingdom, *Honiton
Group Practice, Honiton, United Kingdom, *Leeds Metropolitan
University, Leeds, United Kingdom

Contact address: s.a.payne@lancaster.ac.uk

Research aim: Current UK health policy aims to provide
choice about place of care at the end of life and increase the
numbers of people dying at home. However, this policy is
predicated on the assumption that there are family carers
available to take responsibility for caring. The ‘Unpacking the
home'study elicited the views and experiences of family
carers who have cared for a dying family member at home.
This paper examines a key element of carers' responsibilities,
the management of medications.

Study design and methods: Using a multidisciplinary social
science approach, qualitative interviews were undertaken
with 59 family carers (18 male, 41 female; mean age 71
years) in the north and south of England. The interviews
were fully transcribed and subjected to a thematic analysis; a
subset of 30 interviews also underwent narrative analysis.
Results: Family carers identified a number of important
concerns about managing medication for the dying person
at home. Although some support with medications is
provided by physicians and nurses in the community, family
carers take primary responsibility for drug administration.
They reported anxiety about giving correct and timely
dosages, and concerns about keeping their loved ones
comfortable without overdosing or shortening their lives.
For some, medications (especially opioids) have symbolic
significance, and increasing analgesia signifies that the
patient is deteriorating and approaching death.
Conclusions: Family carers require adequate information
about drugs and their effects, and support in managing
medication for a dying person. There is potentially a greater
role for pharmacists in managing medications at the end of
life, which would be of benefit to doctors and nurses as well
as dying patients and their carers.

This study was funded by Marie Curie Cancer Care.
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Self-reported Quality of Life and Psychological
Well-being in Patients with Primary Brain
Tumours and their Caregivers

Mcaleer CM.%3, Kiely F."%, Cran A."?3, Finnerty D."%3, Murphy
M' 13

"Marymount University Hospice, Palliative Medicine, Cork,
Ireland, *Cork University Hospital, Palliative Medicine, Cork,
Ireland, *University College Cork, Cork, Ireland

Patients with primary brain tumours (PBT) encounter

challenging symptoms many of which are unique to

malignancies of the neurological system. Their caregivers

also face unique challenges directly related to these

symptoms. Palliative care services have an important role in

addressing these needs.

Objectives:

1.To describe symptom burden and to measure the self-
reported quality of life within the dimensions of physical,
psychological, social and financial well-being of these
patients.

2.To measure these parameters within caregivers and their
effects on the relationship with the patient.

3.To screen for anxiety and depression within this caregiver
group.

Methods: This is a cross-sectional quantitative survey. All

adult patients who have a radiological or histological

diagnosis of a PBT, are recruited through referrals to a

regional palliative care service over a six month period.

Consenting patients complete a validated questionnaire, the

European Organization for Research and Treatment of

Cancer Quality of Life Questionnaire Core 30 (EORTC QLQ-
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C30) supplemented by the brain cancer specific
modules(EORTC QLC-BN20). Consenting caregivers
complete two validated tools, the Zarit Burden Interview
and the Hospital Anxiety Depression Score (HADS). Patient
and caregivers can participate independently of each other.
Data will be entered on an Excel spread sheet and analysed
using SPSS 12.0.

Results: Data collection on-going.

Conclusion: Interim data suggests that patients with PBT
have a significant symptom burden. Caregivers face
challenges unique to neurological malignancies.
Understanding quality of life issues for these unique patients
and their caregivers, as well as psychological well-being of
caregivers, allows healthcare professionals to predict likely
needs so that they can provide appropriate support and
sensitive and effective communication.
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Burden on Family Carers and Difficulty in
Covering Costs of Care at the End of Life: A
Cross-national Retrospective Study via
Representative Networks of General
Practitioners

PivodicL.', Van den Block L., Pardon K.', Miccinesi G.2, Vega T>,
Boffin N.%, Donker G.%, Cancian M., Lopez Maside A?,
Onwuteaka-Philpsen B, Deliens L."¢, on behalf of EURO IMPACT
'Vrije Universiteit Brussel, End-of-Life Care Research Group,
Brussels, Belgium, ?Cancer Prevention and Research Institute
ISPO, Florence, Italy, *Ministry of Health, Autonomous
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Valladolid, Spain, *Scientific Institute of Public Health, Brussels,
Belgium, *Netherlands Institute for Health Services Research
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Practitioners, Florence, Italy, ’Ministry of Health, Valencian
Community, Valencia, Spain, *VU University Medical Center,
Department of Public and Occupational Health, Amsterdam,
Netherlands

Contact address: lara.pivodic@vub.ac.be

Background: Given a growing number of people with long
disease trajectories and a preference for home death, need
for family care is expected to increase. However, population-
based data on the prevalence of burden in family carers of
people at the end of life and of care-related financial burden
are scarce.

Objectives: To describe and compare, with respect to
patients at the end of life in Belgium, the Netherlands, Italy
and Spain, the number and associated factors of family
carers feeling overburdened and of families with difficulty in
covering costs of care.

Design and methods: Cross-national retrospective study. In
2009 and 2010, representative GP networks weekly
registered every non-sudden death among their patients
(=18 years) using a standardised form surveying the
patient’s last three months of life including carers’burden.
Analysis involved descriptive statistics, x>tests and multiple
logistic regression analyses.

Results: We studied 4,466 deaths. For 28% (Belgium), 30%
(Netherlands), 35% (Spain) and 71% (ltaly) GPs judged that
carers felt overburdened (p< .001). For 8% (Spain), 14%
(Belgium), 36% (Netherlands) and 43% (Italy) they reported
difficulty for families in covering the costs of care (p<.001).
Carers’burden and difficulty in covering costs were more
likely for younger patients (Belgium, Italy). Cancer (versus
non-cancer) death was associated with lower difficulty in
covering costs (Italy, Spain). Residing in a nursing home, as
opposed to at home, predicted lower carers’burden in all
countries except the Netherlands.

Conclusions: In all countries studied, and particularly in Italy,
GPs observe overburdened family carers and difficulties in
covering costs of end-of-life care. Carers of patients at home
and carers of younger patients may be at particular risk of
burden. This should be considered particularly when
advocating a shift in end-of-life care from institutions to
home.

Funding: European Union Seventh Framework Programme
(2007-2013).
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“I Suddenly Have Strength to Carry on” - The
Stressors and Resources of Carers of Patients
with Incurable Progressive Illness in Two
African Countries

Selman L', Streid J.?, Harding R.', Higginson J.", Agupio G2,
Dinat N.%, Downing J.5, Gwyther L5, Ikin B, Mashao T”,
Mmoledi K% Moll T8, Mpanga-Sebuyira L5, ENCOMPASS
'King’s College London, Department of Palliative Care, Policy &
Rehabilitation, London, United Kingdom, ?Duke University,
Durham, NG, United States, *Hospice Africa Uganda, Kampala,
Uganda, “University of the Witwatersrand, The Centre for
Palliative Care, Johannesburg, South Africa, *International
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Care Association of South Africa, Cape Town, South Africa,
“University of Cape Town, Cape Town, South Africa, *Philanjalo
Hospice, Tugela Ferry, South Africa, *lmprint, Kampala, Uganda
Contact address: lucy.selman@kcl.ac.uk

Background: Central to palliative care in sub-Saharan Africa
is the provision of care by family carers. To support carers, a
comprehensive understanding of carer burden is needed,
yet there is limited evidence in this area from Africa.

Aim: To investigate the burden experienced by carers of
patients receiving palliative care in South Africa and Uganda.
Methods: Qualitative interviews were conducted with a
purposive sample of family carers of patients at 5 palliative
care services. We defined carer burden as the carer’s physical
and emotional response to the stressors of caregiving and
used the framework of the Stress Process Model (Pearlin et
al. 1990), focussing on the two most relevant domains:
stressors and mediators. Data were analysed thematically in
English.

Results: 37 carers (mean age 45) were interviewed in 4
languages. Most were women related to the patient. Primary
carer stressors related to the day-to-day care and emotional
support of the patient; secondary stressors included
financial hardship, family responsibilities and social isolation.
Mediators were interconnected and included external
resources (family, community and patient-carer relationship)
and internal resources (spiritual beliefs and confidence).
Conclusions: Findings highlight, for the first time, the
multidimensional nature of the burden experienced by
carers in sub-Saharan Africa, and support the utility of
Pearlin’s Stress Process Model in understanding this
population. The effects of primary and secondary stressors
on burden and well-being are mediated by carers’social,
relational, spiritual and psychological resources.
Strengthening one resource strengthened others, but
equally the failure of one resource could have far-reaching
detrimental consequences. In supporting carers, policy
makers and service providers must recognise that the
alleviation of carer burden requires supporting carers’
resources as well as relieving the stressors they experience.
Funders: Big Lottery Fund UK
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The Challenging Landscape of End Stage Kidney
Disease - What Palliative Care Is Needed?

Lowney A.C."?, Myles H.T.!, Bristowe K2, Lowney E.L.% Shepherd
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'Beaumont Hospital Dublin, Dublin, Ireland, *St Francis Hospice
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Background: The haemodialysis (HD) population has grown
exponentially in recent years. Prognosis is poor and
palliative care needs remain unclear (Kurella, 2010).

Aims: This study examines symptom burden (SB), health
related quality of life (HRQoL), demographic and HD factors
to better understand the palliative care needs of this
population.

Methods: An international multi-centre cross-sectional
study. Two validated clinical tools - the Palliative care
Outcome Scale (POS-s Renal), a measure of SB and the
EQ5D, a measure of HRQoL, were administered to prevalent
HD patients in the UK and Ireland.

Results: 896 HD patients, mean age 64 (SD 16.38), 60% male,
37% with diabetes were included. Mean number of
symptoms was 8 (range 0-17). 21% had >11 symptoms and
40% reported between 5 and 10 symptoms. The most
commonly reported symptoms were shortness of breath at
69%, (95% Cl 66-72%), poor mobility 64% (95% Cl 61-67%)
and pain 60% (95% CI 57-63%), which were described as
severe or overwhelming by over 20% of these patients.
Factors associated with higher symptom burden included
female gender (median POS score 14v11 for males, p=0.03),
and transplant ineligibility (median POS score 13v10 for
those on pool, p=0.0104). There was a significant difference
between symptom burden of Irish v UK patients (12.8v15,
p=0.0002). High total POS score had a negative association
with HRQoL (rho=-0.465, p=< 0.0001). Age and HRQoL were
negatively associated (p=0.0078). Mean perception of health
(EQ5D visual analogue scale) score in those with ages 70-80
was 58(SD 23) by comparison to the UK population norm of
75(SD 18.2).

Conclusion: In this international study of the haemodialysis
population, symptom burden is high and health-related
quality of life is significantly poorer than in age-matched

13th World Congress of the European Association for Palliative Care, Prague, Czech Republic, 30 May — 2 June 2013

population norms. Routine symptom assessment, with
judicious specialist palliative care input, should form an
essential component of comprehensive clinical care of this
polysymptomatic group.
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‘My Dreams Are Shuttered down and it Hurts
Lots’ - A Multi-centre Qualitative Study of HIV-
related Problems and their Management in
Kenya and Uganda
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Powell R.A>#, Mwangi-Powell F3, Downing J.2, Gikaara N.°,
Munene G2
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’International Palliative Care Consultant, Kampala, Uganda,
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Background: Despite the huge burden of HIV in sub-
Saharan Africa, there is little evidence of the
multidimensional needs of patients with HIV infection to
inform the person-centred care across physical,
psychological, social and spiritual domains stipulated in
policy guidance.

Aim: To describe the problems experienced by people with
HIV in Kenya and Uganda and the management of these
problems by outpatient services.

Methods: In-depth qualitative interviews were conducted
with HIV patients, caregivers and service staff at 12 HIV
outpatient facilities (6 in Kenya, 6 in Uganda) and analysed
thematically.

Results: 189 people were interviewed (83 patients, 47
caregivers, 59 staff). The impact of pain and symptoms and
their causes (HIV, comorbidities, treatment side-effects) were
described. Staff reported that effective pain relief was not
always available. Psychosocial distress (isolation, loneliness,
worry) was exacerbated by stigma and poverty, and
detrimentally affected adherence. lliness led to despair and
hopelessness. Provision of counselling was reported, but
spiritual support appeared to be less common. Neither pain
nor psychosocial problems were routinely reported to
service staff. Collaboration with local hospices and income-
generation activities for patients were highlighted as useful.
Conclusions: The findings demonstrate the multiple and
interrelated problems associated with living with HIV and
how psychosocial and spiritual distress can contribute to
‘total pain’ (Saunders, 1964) in this population. Holistic care
and assessment that take into account psychological, socio-
economic and spiritual distress are required alongside
improved access to pain-relieving drugs, including opioids.
Funder: United States Agency for International
Development.
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Psychosocial Burdens in 165 Patients with ALS -
Is There a Need for Involvement of Palliative
Care Services?

Anneser J.!, Keidel P!, Borasio G.D.

"Technical University Munich, Palliative Care Team,
Department of Psychosomatic Medicine, Munich, Germany,
2Centre Hospitalier Universitaire Vaudois (CHUV), Palliative
Medicine, Lausanne, Switzerland

Contact address: j.anneser@tum.de

Introduction: The incidence of amyotrophic lateral sclerosis
(ALS) is about 3-4/100.000. Most patients experience
progressive paralysis, dysarthria, and severe dysphagia
during the course of the disease. Death occurs after 3-4
years - usually due to respiratory insufficiency. It is difficult
for patients as well as for their caregivers to cope with the
relentless progression of physical disabilities. The study was
aimed to systematically assess psychosocial burdens of ALS
patients and their family. Furthermore, a possible need for
the involvement of palliative care services was investigated.
Methods: We conducted detailed interviews with seven
ALS-patients and their care-givers. The interview protocols
were used to generate semi-structured questionnaires
which were mailed to 229 ALS patients and their care giver.
Results: The return rate was 85%. 29 patients have been
deceased in the meantime. 165 questionnaires were suitable
for further evaluation. Patients rated their present quality of
life (QoL) on a numerical scale from 0-10 at (standard
deviation + mean) 3.5 + 2.6. The QoL before the disease was
rated at 7.9 + 2.8. Caregivers rated their own QoL even lower
(3.3 + 2.7, before disease 6.4 + 3.7). The majority of patients
worried that their caregivers possibly could not have
enough leisure time (6.6 + 3.5). Many patients indicated to
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have guilt feelings (6.6 + 3.5). 84% of patients would be
interested in support from palliative care services in order to
master the psychosocial burdens.

Conclusions: A variety of unmet psychosocial needs can be
identified in ALS patients and their caregivers. Professional
care for ALS patients should pay attention to the massive
burdens of care givers. Guilt feelings are frequently found in
ALS patients and should be discussed. The majority of ALS
patients and their families would be interested in support
from palliative care services-if only offered to them.
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‘Everything’s Changed. Every Single Thing.”:
Exploring the Experiences of Renal Patients
Regarding Commencing Haemodialysis, the
Impact on their Life, and their Preferences for
Future Care

Bristowe K., Horsley H.!, Shepherd K2, Brown H?, Carey 1.%,
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Advanced Renal Care (ARC) Project
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Background: Recent reports have highlighted a need to
improve end of life care for people with End Stage Renal
Disease (ESRD), particularly due to the increasingly elderly,
frail and co-morbid renal population, for whom all dialysis is
essentially palliative.

Aims: To explore the experiences of people with ESRD
regarding starting dialysis, its impact on quality of life, and
their preferences for future and end of life care.

Methods: Semi-structured qualitative interview study of
people with ESRD. Participants reflected on starting dialysis,
the impact on quality of life, and their preferences for future
and end of life care. Twenty patients at two UK NHS
hospitals, were purposively sampled by age, time on dialysis,
and symptom burden using the POS-S (Palliative Outcome
Scale - Symptoms) Renal. Interviews were transcribed
verbatim and analysed using thematic analysis in the
framework approach. Recruitment ceased once data
saturation had been achieved.

Results: Themes emerged around the trauma of starting
dialysis, denial, fear, grief at losing their health, and the life
changing impact of dialysis for patients and families.
Experiences at the dialysis unit varied. Challenges included
getting information, communicating with staff, and the
‘conveyor belt’ dialysis units. Positives included the kindness
of some staff, and the equipment quality. Participants also
reported a lack of opportunities to talk about the future, and
to be involved in decisions. However, discussion of these
sensitive issues was more acceptable to some than others.
Conclusions: Renal patients have considerable unmet
advance care planning needs. Despite the paradigm shift
towards a care focus, there is a need to improve end of life
care for this population, and to normalise discussion of
deterioration, goals and preferences. However, an
individualised approach is essential - one size does not fit all.
Funding: This work is a key component in a project led by
NHS Kidney Care.

Abstract number: FC 6.5
Abstract type: Oral

Palliative Medicine and Stroke - When Should
We Be Involved?

Beatty S., Keane A,, Mannion E., Abukarog I, Burke M., O'Brien P,
Waldron D.

University College Hospital Galway, Palliative Medicine,
Galway, Ireland

Background: Stroke is the third leading cause of death in
Ireland and the single largest cause of adult disability. 20%
of patients die in the first month and 35% are significantly
disabled following a stroke. Outcomes are best within
dedicated stroke units. Challenges to provision of palliative
care in this subgroup include the unclear illness trajectory
impacting on decisions re: timing of referral, allocation of
services, service delivery, and symptom control.

Objective: To describe admissions to the stroke unitin 2010
in terms of their palliative care needs. To identify potential
triggers for referral to palliative care services.

Methods: Retrospective chart review of admissions to UCHG
stroke unit during 2010. An audit tool was developed for
data collection. Statistical analysis completed using SPSS.
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Results: 63 patients identified 58.73% male 41.3% female.
Median age 74years (43-98yrs). 74.6% lived with family prior
to admission,15.9% living alone, 9.5% in nursing home.
Median length of stay 13days (1-61days). 76.2% with
baseline KPS =90 (median 100, range40-100). 31.7% with
discharge KPS =90 (median 60, range 0-100). 8 patients
(12.7%) died. 6.3% of admissions to the unit were referred to
Palliative medicine, all for end of life care. Admission GCS <
/=8(chisq8.276 df 1 sig 0.004), TACS stroke subtype
(chisg8.117 df 3 sig 0.044) and Rankin score >/=4
(chisq22.408 df4 sig 0.000) associated with higher mortality.
Patients discharged home (50.8%), long stay unit (22.2%),
nursing home (11.1%), hospice (1.6%) and other hospitals
(1.6%).

Conclusions: In our sample, palliative care services were
involved only for end of life care. Bamfords stroke subtype
(TACS), admission GCS, Rankin score could help guide
prognostication. Assessment of symptom control was
limited by poor documentation. The palliative care needs of
stroke survivors need to be highlighted. An algorithm for
referral to palliative care will be developed for inclusion in
the integrated stroke pathway.
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Promoting Access to Palliative Care for those
Living with Life-limiting, Long Term Conditions:
The Right Way Forward

Highet G.!, Crawford D.', Gibson P?, Drummond [, Boyd K.',
Murray S

"Royal Infirmary of Edinburgh, Palliative Care, Edinburgh,
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Medicine, Edinburgh, United Kingdom, *University of
Edinburgh, Edinburgh, United Kingdom

Contact address: gill.highet@nhslothian.scot.nhs.uk

Aims: The palliative care approach improves care of patients
with advanced conditions but family doctors and hospital
clinicians often report difficulties in recognising when a
patient is at risk of dying in the next 12 months, particularly
in unpredictable, non-cancer dying trajectories. This study
identified complex challenges limiting access to palliative
care for people with advanced organ failure.

Study design and methods: Ward staff in four units of a
large Scottish hospital screened all patients with advanced
kidney, liver, heart or lung disease after an unplanned
admission using the SPICT™ (the Supportive and Palliative
Care Indictors Tool) which identifies patients likely to benefit
from supportive and palliative care. We reviewed the
admission and care planning processes of SPICT™ positive
patients using a mixed methods approach in line with the
initial development phases of MRC Framework for complex
interventions.

Results: The SPICT™ identified 130 patients with clinical
indicators of advanced conditions. Many had multiple
unplanned admissions, poor symptom control, a
deteriorating performance status and increased care needs.
A third died within 6 months. We identified several barriers
to holistic, proactive care: unplanned admissions due to
sudden acute deteriorations, rapid throughput of patients in
hospital wards, complex often negative attitudes to
“palliative care’, and a discharge process focused on rapid
resolution of medical problems. Patients and families used
“healthy” denial to cope and “lived each day as it comes".
Conclusion: The SPICT™ helped clinicians identify patients
with unmet needs at risk of dying in 12 months and enabled
ward staff to consider the value of more proactive,
identification, assessment and care planning. Hospital
specialists need to offer palliative care alongside appropriate
disease management in a way that respects patients’ coping
styles whilst offering them meaningful choices about their
current and future care.
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Family Carer Perspectives on Palliative Care
Education and Service Provision for People with
Learning Disability

McLaughlin D.', Barr O, Mcllfatrick S.2, McConkey R.?
"Northern Ireland Hospice, Education and Research, Belfast,
United Kingdom, University of Ulster, School of Nursing,
Belfast, United Kingdom

Contact address: dorry.mclaughlin@nihospice.org

The international literature highlights concerns regarding
the palliative care that people with learning disabilities are
often offered (Michael, 2008; Wageman et al, 2010). There
are also limited referrals of people with learning disabilities
to hospice services (Stein, 2008; Ryan et al, 2010). Yet
palliative care services need to be tailored for this

population, and their family carers.

Aim: The aim of this doctoral study was to develop a multi-
media resource, to enable professionals to provide palliative
care to people with learning disabilities and their family
carers.

Design: A sequential, exploratory mixed methods design
was used. In Phase 1 a purposive sample of five family carers
of people with learning disabilities were recruited to semi-
structured interviews. Data were thematically analysed
(Newell and Burnard, 2006) and findings reflected holistic
care aligned with the National Gold Standard Framework for
End-of-Life Care (GSF). This informed a proforma in Phase 2-a
regional scoping study of end-of-life service provision to
people with learning disabilities within sixty-six services.
Descriptive statistics were used.

Results: Four themes emerged from the interviews:
‘resilience in caring; ‘information and preparation; ‘co-
ordinating care’and learning needs of professionals. A
response rate of 71.2% (n=47) was obtained from the
scoping study which provided evidence of services’
response to family carers of people with learning disabilities
needing end-of-life care. A multi-media resource using a
robust service user perspective, including that of a family
carer, was developed.

Conclusions: The long term caring role of family carers of
people with learning disabilities enables expertise to inform
professional education and practice in palliative care.
Findings suggest professionals should recognise this long
term role and work in partnership with family carers in
addressing the needs of people with learning disabilities at
end-of-life.

Funder: HSC R&D Division
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Mapping the Teaching of Palliative Medicine in
European Universities: Report from a 2012 EAPC
Survey

Centeno C.', Lynch T.', Garralda E.', Vaquero J.', Ellershaw J.2,
Elsner F?

'ATLANTES Research Program, Institute for Culture and Society,
University of Navarra, Pamplona, Spain, *University of
Liverpool, Liverpool, United Kingdom, RWTH Aachen
University, Aachen, Germany

Background: Teaching Palliative Medicine (PM) at medical
schools is a relatively new topic in the scientific literature.
Aim: To conduct an exploratory study of the teaching of PM
in the university across 53 European countries.

Method: A questionnaire was designed to explore the
situation in each country: questions included the number of
universities teaching PM; the level of education; whether the
subject is elective or mandatory; and the existence of
Chairs/other positions of professor, etc. A combination of
quantitative/qualitative analysis was undertaken on the data
The questionnaire was part of the EAPC Facts Questionnaire
(FQ) which was completed by a’key person’in 47/53
European countries; the information from the FQ is
incorporated within the Second Edition of the EAPC Atlas of
Palliative Care in Europe.

Results: PM is taught at medical schools in the university in
at least 21 European countries. PM is taught at each medical
school in nine countries (Switzerland, Norway, Austria,
Hungary, Slovenia, France, Cyprus, Malta, and Moldova). In
other countries (Poland (9/15), Spain (21/41), Latvia (2/4),
Lithuania (4/9), Germany (21/36), Macedonia (1/3), Czech
Republic (2/7), Portugal (2/7), Italy (3/45) and also UK (no
detailed data available, NDDA) Georgia (NDDA), and Turkey
(NDDA)) PM is offered at some medical schools. PM as a
subject may be either compulsory or optional but there is a
trend towards it being compulsory. Chairs in PM exist in UK,
Hungary, Germany, Poland, Norway, Netherlands, Sweden,
Slovakia, Lithuania, Georgia, Denmark and Austria. In some
countries, Faculties of Medicine only have associate
professors (Belgium, Spain, Netherlands and Slovenia).
Conclusion: In 2012, PM is already being taught in a
significant number of universities and countries within
Europe. Chairs of PM have been identified in countries with
high development of palliative care (PC) and may be used as
afurther indicator of PC development.
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The Impact of a Novel, Online Learning Module
on Specialist Palliative Care Nurses’ Pain
Assessment Knowledge and Practices
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Background: Managing complex pain is core business for
specialist palliative care services and nurses play a key role in
this process. Despite, guidelines recommending routine
pain screening, assessment and reassessment practices,
there is often sub-optimal evidence of this occurring, which
impact on pain management. Addressing entrenched
clinical practice is challenging, and requires consideration of
arange of targeted strategies, including multi-faceted
educational interventions.

Aim: To test the acceptability, feasibility and impact of a
novel on-line learning pain assessment module using a
spaced and repetitive learning format (Spaced Education)
on specialist palliative care nurses pain assessment
knowledge, attitudes and practices.

Methodology:

Study design: A quasi-experimental pre-post test design.
Intervention Pain assessment scenarios were developed by
an expert panel and delivered to participants via email using
a Spaced Education.

Methods: Survey and chart audit data was collected at four
time points: baseline (T1), immediately post intervention
(T2), eight weeks (T3), and sixteen weeks (T4)*. The survey
assessed changes in pain assessment knowledge and
attitudes, while the chart audit appraised the quality of pain
assessment documentation.

Statistics: Descriptive statistics and Multivariate Analysis of
Variance comparing the pre-post test mean survey scores.
Results: Participants (n=74), predominately registered
nurses (82%) working in two specialist palliative care
services enrolled to complete the pain assessment module.
Overall pain assessment knowledge increased post
intervention: [T1] (7.23, SD+1.49); [T2] (8.07, SD+0.94); and
[T3](8.22, SD+0.94). Pain assessment confidence increased
fromT1to T2 (7.38 vs. 8.74). This improvement was reflected
in the chart audit data, where pain assessment
documentation increased from T1 to T2 (2.48 vs. 4.20 per
admission), with the majority (87%) of pain assessments
undertaken by intervention participants at T3.

Conclusion: This pilot suggests that Spaced Education offers
the potential of being an effective format for delivering
specialised clinical content that may translate into practice
change. Further evaluation of this on-line learning
methodology is warranted using more robust research
designs.

*In progress

Funding acknowledgement: This project was funded by the
Curran Foundation and a St Vincent's Clinic Multidisciplinary
Research Grant.
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Lost for Words? Communication Training for
Medical Students as Part of the Palliative
Medicine Curriculum

Griitzner F, Jiinger S., Rolke R., Radbruch L.
Universitdtsklinikum Bonn, Klinik fiir Palliativmedizin/Zentrum
fiir Palliativmedizin Bonn, Bonn, Germany

Contact address: felix.gruetzner@ukb.uni-bonn.de

Background: Communication with patients in a palliative
care context - especially on malignant diagnosis or restricted
prognosis - require high level communication skills. At the
University of Bonn non-professional actors, e.g. volunteers in
palliative care or amateur actors embody scripted roles in
order to create a realistic setting. The role plays reduce
inhibitions and fears related to emotional aspects of medical
work. As a result difficult communication can be managed
with greater self-confidence, and closer to the patient’s
needs.

Method: Communication training was introduced in the
palliative care curriculum for medical students in winter
2011/2012. This mandatory block course combines 28 hours
of lectures, workshops, self-experience, and role-plays.
Fourteen “actor patients” were trained with six role scripts
that had been based on patient stories. The role plays are
performed in small groups of 6 students and moderated by
members of the palliative care team including physicians,
nurses and psychologists. Each 10-minutes role play starts
with a warm-up exercise for both the student acting as the
doctor and the actor. Formalized feedback is given the first
by the student himself and the actor, followed by the
watching students, and rounded up by the moderator
identifying strengths and weaknesses.

Result: In standardised feedback forms students evaluated
this training as extremely helpful and realistic. The intense
performance of the actor patients as well as their age fitting
their role were important factors. The effectiveness of the
role plays depended predominantly on realistic description
of patients and diseases in the storyboards.

Conclusions: Student evaluation demonstrated the
feasibility and effectiveness in teaching and education.
Transfer of this method to training programs and continued
medical education of physicians and nurses are planned.
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Competencies of Nurses Working in Specialized
Palliative Care Services in Romania

Mitrea N.", Rogozea L%, Mosoiu D.V."
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Aim: To determine the level of competencies of nurses
working in specialized Palliative Care (PC) services, to
highlight the barriers in implementing those competencies
and the potential positive results once PC is recognized as a
specialty for nurses.

Method: Prospective survey of nurses working in PC
specialized services, done between January - May 2012. The
questionnaire was developed based on EAPC
recommendations: 3 levels of education and 7 clinical
domains, graded on 1 to 5 Likert scale and 2 open questions
regarding barriers and positive results.

Results: Out of 170 nurses currently working in the existing
20 PC specialized services - according to the PC directory
2010, 148 returned the completed questionnaire (87%). The
respondents declared that, in their clinical practice, they
implement competencies that belong to level A education -
84%, to level B education - 13%, to level C education - 3%.
Out of 7 domains of competence, 6 positively correlated
with the general level of education (p between 0.000 and
0.016). The majority of competencies from each domain
preponderantly implemented in the clinical practice belong
to level A education. The top 3 barriers in implementing
competencies are considered to be: lack of specialized
education (40), lack of financial resources (37), lack of
professional autonomy (33). The top 3 positive results
predicted to happen once PC is recognized as a specialty for
nurses in Romania are: enhancing the quality of services
delivered (63), raise in professionalism/self-esteem (41),
professional autonomy (37).

Conclusions: The majority of respondents have a basic level
of education in PC, aquired during basic training or through
continuous medical education program (level A). The results
underline the need for further training of nurse to reach
competencies at C level ideally a Nursing Specialization
Program in Palliative Care for Romania.
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E-learning Palliative Care Program in Latin
America: Improvements in Knowledge and Self
Perceived Confort Level

Bunge S., Vignaroli E., Cullen C, Rodriguez A., Saravia J.,
Bertolino M., Wenk R.

Programa Argentino de Medicina Paliativa Fundacion FEMEBA,
Buenos Aires, Argentina

Palliative Care (PC) offers effective methods for the control of
distressing symptoms in patients with advanced diseases.
Courses via internet were delivered in Spanish for nurses
and physicians based on a constructivist approach with
asynchronous and synchronous activity. Modular-based: ten
modules; each lasting one-week long with specific topics,
such as communication, pain management, delirium.
Problem-based: every module analyzed the clinical situation
and therapeutic approaches for each stage of the
longitudinal case with specific topics.

Objective: To describe changes in knowledge and self
perceived comfort levels of learners after taking the PC
online course.

Method: Learners were asked to complete an online
questionnaire pre and post course; it consisted of a
knowledge quiz and a survey assessing self perceived
comfort levels considering major PC areas: symptom
control, communication and psychosocial support. Pre and
post responses of 60 nurses and doctors enrolled in 3
courses (2009-11) were analyzed.

Results: A total of 41 doctors and 19 nurses enrolled in the
courses; 75% completed it.

There was a significant increase in knowledge between
the pre-and post-course assessments in all courses.

Over the three years there were significant changes in
comfort levels reported by learners in the assessment and
treatment of pain and other symptoms. There were no
significant differences in comfort levels related to the
assistance and communication with patients and their
families.

Conclusion: Results provided evidence of the effectiveness
of the course in increasing knowledge and self perceived
comfort levels to assess and treat pain and other symptoms.
The e-learning Palliative Care Program in Latin America is a
useful tool which facilitates access to training of palliative
care doctors and nurses.

13th World Congress of the European Association for Palliative Care, Prague, Czech Republic, 30 May — 2 June 2013
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Medical, Philosophy and Law Students’
Attitudes towards Euthanasia in Flanders,
Belgium: Role of Academic Background,
Philosophy of Life, Relevant Knowledge and
Experience

Roelands M., Geurts S., Deliens L., Van den Block L., Cohen J.
Vrije Universiteit Brussel, Brussels, Belgium
Contact address: marc.roelands@vub.ac.be

Research aims: Professionals with different academic
backgrounds are involved in end-of-life decisions (ELD). It
can be expected that persons with different academic
backgrounds have different perspectives to ELD. With
Belgium having a legal euthanasia practice involving
physicians, lawyers, and ethicists, differences were
investigated between medical, law, and philosophy students
in terms of attitudes towards euthanasia and existence of
the euthanasia law. Moreover, associations of these attitudes
with other characteristics were examined.

Study design and methods: In 2012, all 1390 students of
the faculties of medicine, law and philosophy at Vrije
Universiteit Brussel were invited by e-mail to fill in an online,
anonymous questionnaire. Dependent variables were
attitudes towards euthanasia and existence of the law.
Independent variables were student’s discipline, philosophy
of life, attendance of a course about end-of-life actions,
experience with euthanasia or palliative sedation in a
relative or friend, and years of education. Logistic regression
analysis was performed.

Results: 391 questionnaires were returned; 4% of the
students completely rejected euthanasia and 4% rejected
the existence of the euthanasia law. More medical students
(OR=2.67), students without experience (OR=2.16) and
catholic students (OR=2.02) accepted euthanasia only under
certain conditions instead of always. A positive attitude
towards the existence of the euthanasia law was more likely
among catholic (OR=16.76) and humanist students
(OR=8.44) compared to other life stances, including Muslim.
Conclusion: Existence of the euthanasia law was equally
supported by students with different academic
perspectives. More medical students accepted euthanasia
only under certain conditions. The need for clear
communication about these conditions should be
emphasized in students'training. Philosophy of life is a factor
to be considered in understanding differences in these
attitudes.

No funding.
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Palliative Sedation from the Perspective of
Terminally Ill Patients - A Report from a
Qualitative Study

Ohnsorge K.', Gudat H2, Rehmann-Sutter C>
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Research aims: Palliative sedation until death (PS) is
associated with highly debated ethical issues and often
provokes serious concerns in health care professionals and
relatives. This paper investigates the subjective ideas and
wishes of palliative care patients themselves regarding the
option of PS.

Methods: In a semi-structured interview study on terminally

ill cancer patients'wish to die (N=30; 116 interviews) we also

asked patients and relatives about their views on PS. Data

analysis: Grounded Theory and Interpretive

Phenomenological Analysis.

Results: Two topical levels emerged:

(1) Informative level: Many patients reported that they knew
little about PS if anything at all. Only few patients felt well
informed. Generally, patients understood that in PS they
will sleep continuously until they die, and they will find
redemption from suffering. Most patients who received
information reported that already the knowledge about
the availability of this option gave them reassurance and
reduced fear.

(2) Level of moral significance: Patients were careful about
the moral implications of PS, asking i.e. whether and how
PS can be meaningfully distinguished from (assisted)
suicide. Others were concerned about the burden for
their loved ones having to assist them without the
possibility to communicate. Several patients who desired
to die, but for whom hastening death was not a moral
option, saw PS as a morally acceptable alternative.
Relatives struggled with the prospect to loose contact
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with their loved ones, but found it more important to

accept ‘social death’over seeing their relative suffer.
Conclusions: These results show that patients and relatives
have relevant moral questions to solve in regard to the
option of PS. Improvement of information and open
conversation about PS in clinical contexts is ethically
important, as knowledge about the availability and the
understanding of the concept of PS can considerably
improve palliative patients'’situation.

87% in 1999 to 92% in 2008.
— minor transgressions of the the law remain unprosecuted

but e.g. non-reporting is becoming less frequent.
Conclusions: In Belgium PC and legal PAD were more
synergistic than antagonistic. As ethically disputable
practices have rather decreased, “practical slippery slope”
effects did not materialise. However, as extensions of the
scope of the law are envisaged, there is some suggestion of
a”logical slippery slope”.
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Ethical Aspects in Palliative Care for Patients
with Cardiac Disease - Case Series Observations

Alt-Epping B, Nauck F.
University Medical Center Géttingen, Department of Palliative
Medicine, Géttingen, Germany

Background: Epidemiology, prognosis, symptom burden
and other reasons favour palliative care support also for
patients with underlying cardiac disease. It is unclear,
though, to what extent a disease specific palliative care
approach for patients with cardiac disease is required. Here,
we focus on disease specific and distinguishing ethical
questions in the care for patients with cardiac disease that
have to be taken into consideration when expanding
palliative care on this particular group of patients.

Method: We therefore retrospectively analysed institutional
data (palliative care unit, outpatient clinic, consultation
service, home care) with respect to patients with cardiac
disease and describe a case series of ten index patients
suffering from congestive heart failure that illustrate disease
specific ethical questions and conflicts.

Results: The ethical issues discussed comprise: redefining
palliative treatment goals, role of focal symptoms for
involving palliative care services, terminal care, advance care
and emergency procedure planning, the role of disabeling
internal devices (ICD) as part of a palliative care concept,
palliative care for patients with external left ventricular assist
devices (LVAS) and for patients where heart transplantation
is still under discussion, the role of formal ethics
consultation, and non-cardiac palliative care patients with
unexpected cardiac complications.

Discussion: Ethical decision making is shown to be a major
component of specialized palliative care support for patients
with cardiac disease, and the given ethical conflicts focused
on disease specific issues not fully congruent to ethical issues
in palliative care for cancer patients. Therefore, as palliative
care aims to reach out for patients with cardiac (and other
non-cancer) disease, answers to these new ethical questions
have to be found urgently, and a disease adapted palliative
care approach seems to be even more needful.
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The Belgian Model of End-of-Life Care: Heresy,
Experiment, Prototype?

Bernheim J.L., Chambaere K., End-of-Life Care Research Group
Ghent University & Vrije Universiteit Brussel, End-of-Life Care
Research Group, Brussels, Belgium

Contact address: jan.bernheim@vub.ac.be

Research aims: Physician-assisted dying (PAD) is legal only
in the Benelux countries. Elsewhere palliative care (PC) and
PAD are often considered incompatible for fundamental
reasons and antagonistic because PAD might stunt the
development of PC, endanger vulnerable patients and
compromise public confidence in health care.

How does the Belgian experience inform this debate?
Methods: Review of the historical, legislative, regulatory and
epidemiological data
Results:

- the Flemish Federation of Palliative Care has endorsed
“comprehensive PC’; including the possibility of PAD, in
order to prioritise the patient’s values and to promote
“total care” also in the practice of PAD. However, individual
caregivers’ conscientious objections are respected

- concomitant with the euthanasia law, a PC law mandated
universal access to PC, doubled its public funding and
integrated PC in social security. In 2007 PC was at an
overall development level similar to the UK, ahead of
several EU countries

- the largest per capita participation in the EAPC
conferences was Belgian.

—among all deaths in 2007, ~30% benefited from PC and 2%
were by PAD, half of the latter after a PC pathway.

- spiritual and existential care is more intensive in cases of
PAD.

- vulnerable patients are under-represented among PAD
recipients, there is more consultation before end-of-life
decisions and life-abbreviation without explicit request
has decreased.

- confidence in the health-care system has increased from
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Forgoing Artificial Nutrition or Hydration (ANH)
at the End of Life in Belgium

Chambaere K., Loodlts I, Deliens L., Cohen J.
End-of-Life Care Research Group, Ghent University & Vrije
Universiteit Brussel, Brussels, Belgium

Objectives: The purpose of this study is to examine the
frequency of decisions to forgo -withhold or withdraw-
artificial nutrition or hydration (ANH) at the end of life in
Belgium and to describe background characteristics of the
patients and the decision making process.

Methods: Postal questionnaires regarding end-of-life
decisions (including ANH) were mailed to physicians
certifying a large representative sample (n=6927) of Belgian
death certificates in 2007.

Results: Response rate was 58.4%. A decision to forgo ANH
occurred in 6.6% of all deaths (4.2% withheld, 3.0%
withdrawn). Being female, dying in a care home or hospital,
and suffering from nervous system diseases (including
dementia) or malignancies were the most important
patient-related factors positively associated with a decision
to forgo ANH. Physicians indicated that the decision to forgo
ANH had had some life-shortening effect in 77% of cases,
and estimated this effect at one week or more in 21%.
Forgoing ANH was requested by the patient in 10%. Not
consulting with the patient was mostly due to
incompetence (coma or dementia). The family and other
caregivers were mostly involved in the decision making.
Conclusion: An important proportion of deaths in Belgium
are preceded by a decision to forgo ANH. These are ethically
challenging decisions for all involved as nourishment
epitomizes the basic care for a person in need and ANH
decisions impact on patients’longevity. The finding that only
10% of patients themselves requested ANH to be forgone
shows that the family and care team are mostly burdened
with these decisions. Though physicians in Belgium are
legally entitled to withhold or withdraw any clinically
‘pointless’ treatment on their own accord, the gravity of ANH
decisions calls for a model of shared decision making,
preferably with the patient. Developing a protocol for timely
discussion (particularly in institutional end-of-life care
settings) may help to ensure such a decision model.
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The Association between Past Grief Reactions,
Quality of Hospice Care Assessments and
Bereaved Caregivers’ Perceptions of Parenteral
Hydration during the Last Weeks of Life

Torres-Vigil 1."*3, Hansen M.C.", Cohen M.Z.%, de la Rosa A2,
Jackson S.E."3, Bruera E?

"University of Houston, Graduate College of Social Work,
Houston, TX, United States, *The University of Texas MD
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Rehabilitation Medicine, Houston, TX, United States, *The
University of Texas MD Anderson Cancer Center, Dorothy .
Height Center for Health Equity & Evaluation Research,
Houston, TX, United States, “University of Nebraska Medical
Center, College of Nursing, Omaha, NE, United States

Context: Barriers to the conduct of clinical trials with
palliative care patients and caregivers are numerous, yet
evidence based end of life clinical practice is vital.

Aims: To identify the demographic, clinical, psychosocial
and health system-related factors associated with the overall
benefits of parenteral hydration (PH) for hospice cancer
patients during last weeks of life as reported by bereaved
caregivers.

Methods: Bereaved caregivers previously enrolled in a
randomized, double-blind controlled trial investigating the
efficacy of PH in hospice cancer patients were interviewed 3-
23 months after their loved one’s death to identify their
attitudes and beliefs regarding PH using a 16-item, Likert-
type scale, their quality of hospice care perceptions (Family
Evaluation of Hospice Care) and their past and present grief
levels (Texas Revised Inventory of Grief). Secondary data
analyses were conducted to identify predictors of caregiver
PH perceptions using linear regression analysis.

Results: Seventy-six interviews with bereaved caregivers
were completed (78% response rate). Most caregivers
agreed/strongly agreed (76%) that PH was beneficial for

their loved one. The majority (84%) reported that the quality
of hospice care received was “very good” or “excellent”and
46% were classified as having an absence of grief following
their loved one’s death. Factors significantly associated with
favorable PH perceptions were:‘excellent’ratings of hospice
care (P =0.003), absence of past grief (P = 0.035) and female
caregiver gender (P = 0.040).

Conclusion: Findings suggest that clinical research in
hospice populations is feasible and significantly associated
with improved levels of satisfaction with standard care and
initial adjustments to death. Longitudinal studies with
diverse groups of caregivers are needed to establish the
direction of these associations and examine how PH in the
hospice context may influence satisfaction with care and the
bereavement process.

Palliative Care in the Elderly
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Implementation and Audit of the ‘Proactive
Elderly Persons’ Advisory CarE’ Planning Project
or Modified ‘PEACE Project’: A Collaboration
between Geriatric and Specialist Palliative Care
Services to Improve End of Life Care for Elderly
Patients Using a Future Care Planning Tool

MucciE, Benson D.L?

'East Sussex Health Trust, UK, Geriatrics, Hastings, United
Kingdom, *East Sussex Health Trust, UK, Palliative Medicine,
Hastings, United Kingdom

The Proactive Elderly persons’ Advisory CarE planning
project, or modified PEACE Project, was undertaken in an
acute hospital between February and August 2012.The
project aimed to introduce a future care planning document
for elderly patients approaching the end of their lives which
would prevent inappropriate and potentially harmful
hospital readmissions. The project focussed on elderly
patients from nursing homes, where evidence suggests that
hospital readmission rates at the end of life are high and that
palliative care provision needs to be improved. Almost all
patients eligible for the project had cognitive impairment
which prevented their participation in care planning. Most
often therefore, the PEACE document recorded discussions
between carers and the Geriatric team which could advise
on best interest decisions at a future date.

The original PEACE document was developed at Kings
College Hospital, London. Locally, a number of modifications
to this document were made through consultation with the
Palliative Care team including compliance with the Mental
Capacity Act 2005, reference toJust In Case’ medications
and the Liverpool Care Pathway in the last few days of life,
and inclusion of a DNACPR decision. In contrast to the Kings'
project, local Hospice services supported the introduction of
the PEACE tool into nursing homes.

An audit of patient outcomes was completed in October
2012. Of the 42 patients eligible for the study only 2 patients
were readmitted to hospital; both for treatment of acute
infection in accordance with their PEACE plan. At follow-up16
patients had died; but importantly none were readmitted to
die in hospital. 39 patients had contact with hospice services,
and each of the 16 who died had a DNACPR decision in
place. The PEACE project shows that future care planning for
complex, elderly patients approaching the end of their life is
possible, and may prevent inappropriate hospital
readmission and promote better palliative care.
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Hospitalizations of Nursing Home Residents
with Dementia in the Last Month of Life: Results
from a Nationwide Study

Houttekier D.", Vandervoort A.", Van den Block L."%, van der
Steen J.T?, Vander Stichele R, Deliens L."*

"Vrije Universiteit Brussel, End-of-Life Care Research Group
Ghent University & Vrije Universiteit Brussel, Brussels, Belgium,
2Vrije Universiteit Brussel, Department of Family Medicine,
Brussels, Belgium, *VU University Medical Center, EMGO
Institute for Health and Care Research and Expertise Center for
Palliative Care, Department of General Practice & Elderly Care
Medicine, Amsterdam, Netherlands, *Ghent University,
Heymans Institute of Pharmacology, Ghent, Belgium, *VU
University Medical Center, EMGO Institute for Health and Care
Research and Expertise Center for Palliative Care, Department
of Public and Occupational Health, Amsterdam, Netherlands
Contact address: dirk.houttekier@vub.ac.be

Introduction: Nursing home residents with dementia at the
end of life may find hospitalizations burdensome; evidence
from epidemiological studies in Europe is sparse, as is
knowledge about who is involved in hospitalization
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decisions and whether or not information was transferred
with the resident.

Methods: We used a survey with cluster-randomized
sampling among Belgian nursing homes in 2010. Nurses
from the sampled nursing homes registered retrospectively
information about care in the last three months of life of
residents who died with dementia.

Results: In the final month of life 19.5% of nursing home
residents with dementia (N=198) were hospitalized,
including 4.6% admitted to an intensive care unit. For 11.1%
of all residents a do-not-hospitalize advance directive was
present, for 54.0% a do-not-hospitalize GP-order. None of
the hospitalizations occurred at the request of the resident;
37% were at the request of relatives; curative or life-
prolonging treatments were the most frequent reasons
given. In-house palliative care consultants were involved in
none of the hospitalization decisions. Information about the
resident’s nursing care or medical treatment was transferred
in almost all hospitalizations, information about wishes and
preferences for future care in 19%. Residents without a do-
not-hospitalize GP-order were more likely of being
hospitalized (AOR: 4.9; 95%Cl: 2.1-11.1). Eventually, 8.5% of
hospitalized residents died outside the nursing home.
Discussion: The hospitalization rate in the last month of life
in Belgian nursing home residents with dementia was
significant. Timely and open communication with residents
and relatives about future hospitalizations and
documentation of do-not-hospitalize advance directives or
GP-orders in the resident’s medical files may prevent
avoidable hospitalizations.
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Living or Existing: An Action Evaluation of the
Namaste Care Programme in 6 Dementia Homes
with Nursing

Stacpoole M.', Simard J.M?2, Volicer L?, Hockley J."

1St Christophers Hospice, Care Home Project Team, London,
United Kingdom, *University of New South Wales, Nursing and
Midwifery, Tampa, FL, United States, *University of South
Florida, School of Aging Studies, Tampa, FL, United States
Contact address: m.stacpoole@stchristophers.org.uk

Aim: To evaluate the NAMASTE CARE programme in 6
nursing homes to establish the impact of the programme
on: quality of life for residents with advanced dementia,
family perceptions of care, and staff satisfaction.

Design: An action evaluation where the evaluator works

with staff to implement and evaluate the NAMASTE CARE

programme.

Methods: 6 nursing homes specialising in dementia care

were purposively selected to implement NAMASTE CARE.

Resident criteria: Bedford Alzheimer’s Nursing Severity Scale

score of 17 or more. Residents were recruited through

personal consultees.
Quantitative measures:

« Residents: Baseline demographics including medications
and recent interventions; Charlson Index; Symptom
Management in End of Life Dementia (SM-EOLD);
Doloplus2; Neuropsychiatric Inventory-NH. Measures
repeated monthly.

« Families: Comfort Around Dying EOLD Satisfaction with
Care EOLD.

« Staff: pre/post implementation staff satisfaction
questionnaires

Qualitative measures:

« Staff focus groups - pre/post implementation.

« Family focus groups - post implementation.

« Nursing managers interviewed - post implementation.

NAMASTE CARE programme implementation:

« Full day workshop for key champions; 2 days in each home
educating all staff and demonstrating the programme.
Weekly follow up visits by nurse researcher.

Result: Initial results highlight benefits including reduced

agitation, improved interaction and communication in

residents. Final collection of data will be complete by January

2013 and analysis will be presented at the conference.

Conclusion: The NAMASTE CARE programme has the

potential to transform end of life care for residents with

advanced dementia. The programmes focus on comfort and
pleasure reducing agitated behaviour and thus the reliance
on anti-psychotic medication. Family and staff are
increasingly satisfied with the care as they realise the
benefits of the programme outweigh medical interventions
such as expensive inappropriate hospitalisation.
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Meeting the Prime Ministers Challenge -
Improving End of Life Care for People with
Dementia Following the Gold Standards
Framework Dementia Care Training Programme

Thomas K., Stobbart-Rowlands M., Giles L.

The Gold Standards Framework Centre CIC, Shrewsbury, United
Kingdom
Context: The importance of End of Life Care for people with
dementia is increasingly important. There is evidence of the
problems of inappropriate hospital admissions for people
with dementia, and that hospital admissions may not always
be beneficial for people with dementia, and that
hospitalisation can actually do them harm in many cases, with
an increase in mortality and morbidity compared with those
without dementia. In addition they suffer poorer quality of life
sometimes during hospital admissions, due to severe
disorientation, distress and anxiety, sometimes leading to
behavioural issues. There is some evidence (Alzheimer's
Society Survey) that the chances of receiving inappropriate
interventions and dying during admission for people with
dementia are double the average rate. In addition, care for
people with dementia on a hospital ward poses particular
problems for hospital staff, sometimes leading to
inappropriate over use of psychotropics and sedatives.
Method: The programme GSFTraining in Dementia Care
covers 4 key areas:
1. Increased awareness of the diagnosis and prevalence of
dementia.
2. Improved communication and Advance Care Planning
with people with dementia.
3. Reductions in inappropriate hospitalisation and being
cared for and dying in their usual place of residence.
4. Improved assessment and management of pain and
distress in people with dementia.

The programme is available on DVD or through the GSF
distance learning Virtual Learning Zone, with appropriate
resources. We report on a pilot study of 100 learners in
different settings and disciplines details to be supplied.
Results: The training programme is anticipated to show
improvements in staff confidence in caring for people with
dementia towards the end of their life, and in the four key
areas of reducing hospitalisation, increasing ACP discussion,
supporting carers and better use of assessment tools for
pain and distress. These findings are in line with the UK's PM
Challenge in dementia.
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What Influences Place of Care and Death of
Older People with Advanced Disease, Including
Dementia? A Systematic Review of Qualitative
Evidence

Gysels M., Johnston B2, Bausewein C2, Petkova H., Shipman
C3 Murtagh F?

"University of Amsterdam, Amsterdam, Netherlands, *University
of Dundee, Dundee, United Kingdom, *Kings College London,
London, United Kingdom

Contact address: mhgysels@gmail.com

Aim: Planning for quality end of life care in terms of access
to services and preferred place of death needs to build on
best available evidence. We systematically reviewed
qualitative evidence on preferences and factors influencing
place of care and death for older people with advanced non-
cancer conditions, including dementia.

Methods: Part of a large systematic review on place of death
for patients with non-cancer. Six electronic databases,
reference lists, cited references were searched. Original
studies relating to older people with advanced disease, in all
languages, study types and publication status were
included. Study quality was assessed with a standard scale. A
narrative synthesis was conducted.

Results: 23 qualitative studies relating to older people were
identified, with 7 of these specific to dementia. The studies
investigated issues of:

1. Hospice care: access to hospice care was problematic.

Hospices were poorly attuned to dementia care.
2.Home care: against an explicit normative ideal for home

care at the end of life, studies revealed what determined

changes towards hospital care.

3. Entry into care homes: diverse and difficult decisions for
families precede placements.

4. Decision making: older people’s preferences varied and
changed towards death.

Preferences were not necessarily related to values and
were often influenced by considerations of family burden.
Conclusions: Advance care planning is crucial in achieving
preferred place of care and death for older patients and
those with dementia. Preferences and factors influencing
place of care/death were complex, influenced by families’
needs, and frequently evolved over time.

HS&DR funding acknowledgement: Funded by the NIHR
Health Services and Delivery Research Programme (project
number 08/1813/257).

Department of health disclaimer: The views & opinions
expressed therein are those of the authors and do not
necessarily reflect those of the HS&DR Programme, NIHR,
NHS or the Department of Health.
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Better Dying in Residential Care-homes with the
Liverpool Care Pathway - An Intervention Study

Brénnstrém M., Furst CJ.%3, Petzold M.*, Lindgvist O.°

'Umed University, Dept of Nursing, Umed, Sweden, ?Stockholms
Sjukhem Foundation, Research & Development Unit in
Palliative Care, Stockholm, Sweden, *Karolinska Institutet, Dept
of Oncology-Pathology, Stockholm, Sweden, “Akademistatistik
- Centre for Applied Biostatistics, Sahlgrenska Academy,
University of Gothenburg, Gothenburg, Sweden, *Karolinska
Institutet, Dept of LIME/MMCG, Stockholm, Sweden

Contact address: olav.lindqvist@ki.se

Integrated care pathways are increasingly developed and
used in health care in general, as well as in end-of-life (EOL)
care. The Liverpool Care Pathway for the Dying Patient (LCP)
is one such integrated pathway, originally developed to
guide care, aid decision-making and improve quality of care
in the last hours and days of life for patients with cancer.
However, there has been a lack of robust research regarding
the effect of care pathways to improve EOL care, particularly
in non-cancer settings. This is in part due to the many
challenges in conducting such studies in this population.

The aim of this study was to evaluate the effects of the LCP
on patients’symptom distress and well-being during their
last days in life compared to usual care (UC) in a total
population of residential care homes (RCH) in one
municipality in northern Sweden.

In this controlled before-and-after study of all 19 RCH in
the municipality, with approx. 1,000 residents, were
included. The RCH are organized in two different
administrative areas. To avoid contamination between
groups, one administrative area was randomly allocated to
intervention and the other to control. All RCH:s in each area
were included. After a 15 months baseline-period, UC
continued in the control area, while the staff implemented
and used the LCP according to guidelines during the
following 15 months in the intervention area.

The perspective of close relatives, after the death of the
elderly person, was evaluated using the Edmonton
Symptom Assessment System (ESAS) and Views of Informal
Carers - Evaluation of services (VOICES). Multiple linear
regression analysis shows significant improvement in
assessments of several symptoms on ESAS between
baseline and follow-up in the intervention area, but not in
the control area.

This study thus indicates that implementing LCP can be
beneficial for EOL care in non-cancer settings for the elderly.

Assessment
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Clinical Tools to Assist with Specialist Palliative
Care Provision

Bostanci A."?, Hudson P2, Philip J."?
ICentre for Palliative Care, Fitzroy, Australia, 2University of
Melbourne, Melbourne, Australia

Aims: The aim of this project was to recommend key clinical
tools that may assist with the admission and coordination of
care provision for patients and family caregivers across
specialist palliative care settings.

Methods: The process of developing the list of

recommended tools involved four phases:

1.a survey with the objective of documenting which clinical
tools are currently used in the palliative care sector in
Victoria, Australia;

2.a literature review, with the objective of identifying further
clinical tools specific to palliative care;

3.an appraisal process, in order to establish a shortlist of
clinical tools that merit detailed consideration;

4. a multi-disciplinary expert specialist focus group meeting,
with the objective of endorsing a suite of clinical tools that
meet the aims of this project for the specialist palliative
care provision in Victoria, Australia.

The analysis was guided by nine domains of palliative
care: Multi-Domain or Needs Assessment; Pain;
Family/Caregiver Needs; Emotional Distress; Spirituality;
Symptoms; Performance/Function; Quality of Life; Prognosis;
Care of Dying Patient.

Results: By progression through the 4 phases, 12 key clinical

tools were identified, which cover the above domains of

palliative care and the requirement for a suite of clinical
assessment tools to facilitate initial screening assessments,

on the one hand, and comprehensive assessment in a

particular domain and follow-up, on the other.

Conclusion: The results of this project provide a valuable

resource that can enhance assessment and care planning

within specialist palliative care.

Funding: The project was funded by the Department of
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Health in Victoria, Australia, to support the initiatives of the
Palliative Care Clinical Network.
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Screening for Depression in Specialist
Community Palliative Care: Does Using a Single
Question Identify Depression as Well as Clinical
Interview?

Lovell N.", Taylor L.!, Wood F.!, Ward J.2, Hosker C.

"West Yorkshire Foundation School, Leeds, United Kingdom, 2St
Gemma's Hospice, Leeds, United Kingdom, 3St James University
Hospital, Leeds, United Kingdom

Background: Depression affects a quarter of patients
receiving palliative care and is associated with reduced
quality of life. Screening for psychological problems at key
points in the patients’ pathway is recommended but there is
no consensus as to how to do this.
Aims: To test the precision of a single screening question for
depression against a semi-structured interview in patients
referred to specialist community palliative care.
Methods: The single question (“have you felt depressed,
most of the day, nearly every day for two or more weeks?”)
was compared with the validated Mini International
Neuropsychiatric Interview (MINI). Sensitivity, specificity,
positive predictive value, and negative predictive value were
calculated. The study was approved by an NHS research
ethics committee.
Results: Fifty patients, 24 women and 26 men were
included. Forty nine patients had malignant disease. 14
patients had depression diagnosed by the MINIand 10
answered 'yes'to the single question, with 8 positive on both
tests, and 34 negative on both tests. Sensitivity of the single
question was 0.80 (95%(Cl 0.44 to 0.97) and specificity was
0.85 (0.70 to 0.94). The positive predictive value was 0.57
(0.29 to 0.82) and the negative predictive value was 0.94
(0.81 t0 0.99).
Conclusion: The screening question has good sensitivity
and specificity in community palliative care patients. It is
likely to be most useful for screening to identify those
patients who need more in depth assessment of their mood.
This research received no specific grant from any funding
agency in the public, commercial, or not-for-profit sector.
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Validation of an Inflammatory Based Biomarker
Prognostic Score (mGPS) in Combination with
Performance Status in an International Cohort
of Advanced Cancer Patients

Laird BJ.A."?, Mcmillan D, Fayers P? Klepstad P?, Hjermstad
M.J2?* Kaasa S2, Fallon M.!

"University of Edinburgh, Edinburgh, United Kingdom, 2NTNU,
European Palliative Care Research Centre, Trondheim, Norway,
3University of Glasgow, Glasgow, United Kingdom, “University
of Oslo, Oslo, Norway

Background: Performance status in combination with the
inflammation based Glasgow Prognostic Score (mGPS) has
been proposed as an approach to prognosis in advanced
cancer. Work to date has examined this in a single dataset.
The aim of this work is to validate this approach
(performance status in combination with mGPS) in an
independent dataset.

Methods: Analysis was conducted on an international
biobank of patients with cancer. Prognostic markers
previously identified as being of potential value were
assessed: EORTC QLQ-C30 patient reported outcomes,
performance status and mGPS (using C-reactive protein and
albumin). The relationship between these variables and
survival was assessed using Kaplan-Meier and Cox
regression methods.

Results: Data were available on 631 patients from 6
countries. The majority of patients (85%) had good
performance status (ECOG1-2) and were under the care of
an oncology department (78%). The median survival was
7.03 months (IQR 2.5-7.33). On multivariate survival analysis,
mGPS was superior to performance status in terms of
survival prediction: HR 1.45, 95%Cl 1.28-1.63, p< 0.001
versus HR 1.35,95% Cl 1.15-1.60, p< 0.001. Performance
status and mGPS were the most powerful prognostic
markers. When used in combination, mGPS and
performance status act synergistically improving survival
prediction; survival at 3 months ranged from: 93%(mGPSO,
ECOG1) to 18% (mGPS2, ECOG3).

Conclusions: The findings support mGPS in combination
with performance status and externally validate this
approach in an independent dataset of advanced cancer
patients. The findings also demonstrate the mGPS may be a
stronger prognostic factor than performance status in
advanced cancer patients.
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Assessing Decision-making Capacity at the End
of Life: Concordance between Clinician-rated
Capacity and Performance on the MacCAT-T

Kolva E.', Rosenfeld B.", James R.', Brescia R, Comfort C
"Fordham University, Psychology, Bronx, NY, United States,
2Calvary Hospital, Palliative Care Institute, Bronx, NY, United
States

Contact address: kolva@fordham.edu

Despite the clinical, ethical and legal magnitude of end-of-life
decision-making, little is known about the decision-making
capacity of patients with advanced cancer. Clinicians are
largely responsible for determining when these patients are
no longer competent to make treatment decisions. The
purpose of this study is to assess decision-making capacity in
terminally ill cancer patients, specifically concordance
between clinician-rated capacity and performance on a
validated measure of capacity. Patients with advanced cancer
receiving inpatient palliative care (n = 58) completed the
MacCAT-T, a semi-structured interview that evaluates
decision-making capacity with regard to four commonly-
used legal standards of competence: ability to express a
choice, understand information relevant to treatment
decisions, appreciate the significance of the treatment
decision and rationally manipulate relevant information.
Impairment on each subscale was calculated using a
comparison group of healthy age-matched adults (n = 50).
Participants’ physicians independently rated decision-making
capacity. Participants were largely female (56.9%), Caucasian
(65.5%), and mean age was 69.5. Most participants were able
to express a treatment choice (67.2%). However, participants
evidenced moderate and severe levels of impairment on the
appreciation (17.2%, 39.7%), understanding (37.9%, 27.6%)
and reasoning (39.7%, 37.9%) subscales respectively. Cohen’s
coefficient kappa was used to assess inter-rater reliability
between physician-rated capacity and performance on the
MacCAT-T. Agreement between ratings was slight, kappa
ranged from 0.06 to 0.16. Although clinician assessments are
considered the gold standard in capacity assessment,
agreement between clinician assessment and performance
on the MacCAT-T was poor. These findings should inform the
development of instruments to measure key functional
abilities relevant to specific domains of capacity as they
pertain to the different legal standards.
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Satisfaction with Palliative Care in a Nationally
Representative Sample of Cancer Patients

Groenvold M."?, Neergaard M.A?, Korngut S.', Spielmann M.4,
Rix BA?, Timm H., Johnsen AT

'Copenhagen University Hospital Bispebjerg, Dept. Palliative
Medicine, Copenhagen, Denmark, ?University of Copenhagen,
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University Hospital, Palliative Team, Aarhus, Denmark, “Danish
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Aims: To study satisfaction with palliative care among
patients with incurable cancer and a life expectancy of less
than 6 months.

Methods: The Danish Medicine Agency Registry allows
identification of incurably ill patients in the palliative care
phase: these patients are entitled to free medicine, and are
registered when this is granted following application from
their doctor. We were allowed to contact consecutive cancer
patients granted free medicine, and mailed the FAMCARE-
P16 patient satisfaction questionnaire. Each item has five
response categories: very dissatisfied/dissatisfied/
undecided/satisfied/very satisfied. The proportion of
dissatisfied/very dissatisfied patients was estimated for each
of the 16 items.

Results: Of 458 patients who were alive when contacted, 188
(41%) responded. Cancer sites: 26% lung, 14% colorectal, 8%
pancreas, 7% breast, 6% prostate, 39% other. Women: 48%.
Above 70 years: 43%. Within the previous 3 months almost all
patients had been in contact with a hospital and their GP, half
had received help from a nurse/helper in their home, and a
third had been in contact with palliative care specialists. The
proportions of dissatisfied/very dissatisfied patients ranged
2-19% on the 16 items. The highest levels of dissatisfaction
was seen for'Speed with which symptoms are treated’ (19%),
‘Information provided about your prognosis’ (18%), ‘Doctor’s
attention to your description of symptoms’(15%),
‘Information given about side effects’(13%), and 'How
thoroughly the doctor assesses your symptoms’(13%). The
lowest level of satisfaction was seen for‘The availability of
nurses to answer your questions’ (2%).

Conclusion: The Danish Medicine Agency Registry allows
identification of incurable cancer patients irrespective of
where they are treated and thereby makes it possible to

study the level of satisfaction with palliative care in a
nationally representative sample. The results indicate
dissatisfaction with key aspects of palliative care.
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Clinical Signs of Impending Death in Cancer
Patients

HuiD.", dos Santos R? Swati B.', Silva T.B? Kilgore K.", Crovador
C.S2 Chisholm G., Yu X3, Swartz M.D., Perez-Cruz PE.', Leite
R.D.A2 Nascimento M.S.D.A2 ReddyS.!, DevR.', Hall S.’,
Fajardo J.", Bruera E.

'MD Anderson Cancer Center, Houston, TX, United States,
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Aims: The fundamental process of dying has not been well
characterized in cancer patients. We determined the
prevalence, onset and likelihood ratios (LRs) for clinical signs
associated with the dying process in advanced cancer patients.
Methods: We systematically documented 80 physical signs
on consecutive advanced cancer patients admitted to
palliative care units at 2 tertiary care cancer centers every 12
hours from admission to death or discharge. We examined
the frequency and median time of onset of each sign from
death backwards, and calculated their LRs associated with
death within 3, 5 and 7 days.

Results: 203/357 patients died. 20/80 signs had very high
positive LR (>10) for impending death. Multivariate logistic
regression analysis identified that inability to close eye lids,
non-reactive pupils, grunting of vocal cords, and respiration
with mandibular movement were associated with imminent
death within 3 days (Table 1). Death rattle, drooping of
nasolabial fold, and decreased response to verbal stimuli
were associated with death in 5 days and 7 days (Table 2).
The positive LRs for doublet combinations of these signs
were between 20 and 30. These signs occurred in 30-70% of
patients and mostly in the last 3 days of life.

Conclusion: We identified highly specific physical signs
associated with impending death among advanced cancer
patients.

Table 1. Signs of Impending Death in 3 Days

Sign Prevalence Median Sensitivity Specificity Negative Positive
(%) Onset  %(95%Cl) %(95%(l) Likelihood Likelihood

inDays Ratio Ratio
(95%(0) (95%(C1)  (95%0C1)
Inabilityto 93 (46) 15 214 97.9 08 136
dose eyelids (1.0-15) (209-21.8) (97.7-98.1) (0.8-0.81) (11.7-15.5)
Gruntingof  86(43) 15 19.5 97.9 0.82 138
vocal cords (1.0-20)  (19-19.9) (97.7-98.1) (0.82-0.83) (10.3-13.4)
Respiration 92 (46) 15 2 97.5 08 10
with (1.0-20) (215-224) (97.3-976) (0.8-0.81) (9.1-109)
mandibular
movement
Non-reactive 53 (26) 20 153 9 0.86 167
pupils (15-3.0) (14.9-157) (98.8-99.1) (0.85-0.86) (14.9-18.6)

Table 2. Signs of Impending Death in 5 and 7 Days

Sign Prevalence Median Sensitivity Specificity Negative Positive
(%) Onset  %(95%(Cl) %(95%Cl) Likelihood Likelihood
in Days Ratio Ratio

(95%C1) (95%C1)  (95%C1)
Death rattle
Day5 112(55) 1.5(1.0-20) 199 98.7 081 187
(19.4-204) (98.5-989) (0.81-0.82) (16.5-20.9
Day7 12(55) 1.5(1.020) 183 99.2 082 19.7

(17.8-18.7) (99-99.3) (0.82-0.83) (17.7-21.7)

Drooping of nasolabial fold

Day5 138(68) 2.5(15-3.0) 296 976 0.72 157
(29.1-30.1) (97.4-97.8) (0.72-0.73) (13.7-17.8)

Day7 138(68) 271 98.1 0.74 185
(26.6-27.6) (97.9-983) (0.74-0.75) (16.3-20.8)

Decreased response to verbal stimuli

Day5 121(60) 2.0(1.5-40) 265 974 0.75 126
(26.1-26.9) (97.2-97.6) (0.75-0.76) (11.1-14.2)

Day7 123(61) 246 98 0.77 153
(24.2-25) (97.8-98.2) (0.77-0.77) (134-17.2)

Place of Death
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Aim: To explore bereaved family caregivers’ experience of
care of older patients (with and without dementia) dying on
acute hospital wards.

Background: Hospital is considered an undesirable place to
die. Current UK policy aims to avoid unscheduled
admissions and increase the number of patients who die at
home. Nevertheless, the majority of deaths occur in hospital,
and this number is set to rise as the proportion of the
population dying in advanced age with complex
comorbidity and associated intensive care needs continues
to increase. There is a pressing need for greater
understanding of the experience of death in acute hospital
settings and how this may be improved.

Setting: 4 acute wards in a UK general hospital.

Method: Qualitative study including triangulated data from
ward observation (245 hours), interviews with staff (38),
bereaved family carers (13), and patient medical records
review (42). Thematic analysis using constant comparative
method.

Results: The experience of dying varied across wards and
family responses were strongly determined by prior
expectations of outcome and the circumstances of each
case. However, the hospital was not generally viewed as an
undesirable or inappropriate place to die. Some families
wanted their relative to remain on the ward. Others altered
their initial preference as they came to doubt their capacity
to cope at home. Some families reported negative or even
traumatic experiences. Others described a‘good’ (or‘good
enough’) death as depicted in the dominant paradigm of
palliative care. However, the findings indicate substantial
shortcomings in staff responses and ward facilities and
hospitality for family caregivers engaged in the effort,
sometimes involving a prolonged vigil, to accompany the
patient to the moment of death.

Conclusion: Rather than being vilified, the hospital needs to
be rehabilitated and better resourced to improve the care of
dying patients and their families.
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Trends and Projections for Place of Death in One
of the Most Ageing Populations in Europe
(Portugal, 1988 - 2030)

Gomes B.", Sarmento V.P', Ferreira PL? Higginson I.J.!

'King’s College London, Cicely Saunders Institute, Department
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Kingdom, 2Universidade de Coimbra, Centro de Estudos e
Investigacao da Universidade de Coimbra, Coimbra, Portugal
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Background: With a population of 10 million and more than
100,000 deaths per year, Portugal has the 5 most ageing
population in the European Union (EUROSTAT 2010).
Evidence on projections for place of death in Portugal to
inform service development is lacking.

Aim: To examine past trends in hospital deaths by age and
sex, and to project future trends until 2030, to inform
palliative care services development in Portugal.

Study design and methods: Whole-population study of
adult (18+ years) deaths in Portugal (continent, Acores and
Madeira) from 1988 to 2010.Death certificate data were
provided by the Portuguese Statistics Institute. Age- and
sex-specific hospital death proportions were determined.
We projected future age- and sex-specific hospital deaths,
applying the average annual slopes of the last five years
(2006-2010) to EUROSTAT mortality projections.

Results: Annual numbers of deaths increased 11.1%, from
95,154in 1988 to 105,691 in 2010, and are projected to rise
further by 5.6% in 2030 (111,584 deaths). Proportions of
hospital deaths increased steadily by a mean of 0.8% or
1030 deaths per year, from 44.7% (42,571 deaths) in 1988 to
61.7% (65,221 deaths) in 2010, in all age groups (except the
youngest, 18-34 yrs), with a rise of >20% in the older age
groups (64-75 and 85+) and was more prominent in women.
Assuming the last five-year trends continue, the proportion
of hospital deaths will increase to 74.6% in 2030 with 18,070
more annual hospital deaths.

Conclusions: If current trends are maintained, hospital
deaths will rise by more than a 1/4 by 2030 despite contrary
preferences. It is likely that Portuguese hospitals resources
are insufficient to cope with this situation. Home palliative
care services are scarce and not planned to increase in the
next years, but if hospital death trends are to be reversed,
and patients’ preferences for dying at home are to be
accommodated, investment in home care support is crucial.
Funding: Calouste Gulbenkian Foundation.
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Place of Death Correlates with Bereaved
Relatives’ Grief Intensity: A Population-based
Case Control Study of Home and Hospital Death

Gomes B!, CalanzaniN.", Hall S.", Koffman J.!, Mccrone P?,
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Aim: To determine whether grief intensity in bereaved
relatives varies according to place of death.

Methods: Case-control study nested in a population-based
mortality followback survey of adult patients who died from
cancer and their relatives(n=596 dyads), London (UK,
2009/10). Cases were 175 patients who died at home and
controls were 177 patients who died in hospital. Grief
intensity was measured by the Texas Revised Inventory of
Grief(TRIG), assessed by relatives(median 7 months after
patient’s death). Relatives reported their feelings and
behaviours at time of death(TRIG |) and of TRIG
completion(TRIG Il). Higher scores reflect greater grief
intensity. We compared TRIG | and Il scores in the two groups
using t-tests and conducted multivariate linear regressions
of the scores(place of death as exposure variable).

Results: Grief intensity was similar in the home and hospital
groups [M 20.52(SD=7.91) and 20.78(SD=8.25) respectively,
inTRIG | sub-scale ranging 8-40, t-test(318)=-0.281, p=0.779;
M 45.02(SD=11.26) and 43.11(SD=14.10) respectively, in
TRIG Il sub-scale ranging 13-65, t-test(299)=1.327, p=0.185].
However, once confounders were taken into account
(stronger grief reactions associated with spouses/partners,
presence at time of death, family discussion of place of
death preferences and time off work during the 3 months
before the patient died), grief levels were less intense when
the patient died at home compared to hospital. Associations
with place of death were significant both for grief around
the time of death(p=0.020) and in subsequent
months(p=0.023).

Discussion: In a population-based sample, using a validated
measure and adjusting for key confounders, we observed
that relatives of patients who die at home experience less
intense grief than relatives of patients who die in hospital.
Interventions to enable home death may minimise
bereavement-related distress. This may have implications for
demand of health services.

Funding: Cicely Saunders International
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Hospital Death of People with Dementia and
Pneumonia in Belgium: Study of Incidence and
Risk Factors Using Death Certificate Data

Houttekier D.", Reyniers T.!, Cohen J.", Van Den Noortgate N.?,
Deliens L."?

'Vrije Universiteit Brussel, End-of-Life Care Research Group
Ghent University & Vrije Universiteit Brussel, Brussels, Belgium,
2Ghent University Hospital, Department of Internal Medicine,
Division of Gerontology and Geriatrics, Ghent, Belgium, *VU
University Medical Center, EMGO Institute for Health and Care
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of Public and Occupational Health, Amsterdam, Netherlands
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Introduction: Only few people suffering from dementia
would want to die in hospital. In particular for people with
dementia with pneumonia a hospitalisation at the end of life
may be of little benefit and result in unfavourable outcomes.
The aim of this study is to estimate the incidence and risk
factors of hospital death in people dying from or with
dementia and pneumonia.

Methods: We used death certificate data of all deaths in
Belgium in 2008 (N=101685) to examine characteristics of
deaths caused by both dementia and pneumonia.
Information about the urbanization level of the place of
residence, available hospital beds, residential (without
continue skilled nursing) and skilled nursing home beds in
the proximity of the deceased was linked through the ZIP-
code of the place of residence.

Results: Overall, of patients dying from or with dementia
and pneumonia (N=1420), 47.2% died in hospitals. Of those
living in nursing homes at the time of death, 25.6% died in
hospitals. Risk factors for hospital death were being single
(AOR:2.83, 95%Cl:1.30-6.16) and living in urbanized areas
(AOR:2.48, 95%Cl:1.47-4.18) for those living in their private
home at the time of death and a higher availability of
residential nursing home beds (AOR per unit: 1.02,
95%Cl:1.01-1.03) for those living in nursing homes. Those
who died from or with Alzheimer disease and pneumonia
were less likely to die in hospital as compared to unspecified
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dementia and pneumonia, both in those living at home
(AOR:0.36, 95%Cl:0.20-0.62) and in residential care (AOR:0.47,
95%Cl:0.31-0.70).

Conclusion: Nearly half of the people dying from or with
dementia and pneumonia died in hospitals; a quarter of
those living in care homes. The results suggest
shortcomings in the Belgian healthcare system in avoiding
unnecessary hospitalization of vulnerable populations.
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Perceived Quality of Home Cancer Care at the
End of Life: Which Factors Are Associated with
Bereaved Relatives Being Highly Satisfied with
the Care Provided by GPs?

Pivodic L.", Harding R? Monteiro Calanzani N.?, McCrone P?,
Hall S.2, Deliens L."#, Higginson I.J.%, Gomes B?, on behalf of
EURO IMPACT

"Vrije Universiteit Brussel, End-of-Life Care Research Group,
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Institute of Psychiatry, London, United Kingdom, *Vrije
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Background: Studying relatives’satisfaction with home
cancer care at the end of life is important when examining
quality of care. It is particularly crucial to determine the
factors related to high satisfaction with GP home care as this
is known to facilitate home death.

Aims: To examine bereaved relatives’satisfaction with end of
life home care received by cancer patients and to examine
associations between satisfaction with GP care and service
and non-service factors.

Methods: Mortality followback survey. From death
registrations in four health regions in London (UK, one year
period 2009-10) we identified the persons who registered
deaths from cancer. They completed a postal questionnaire
on the care that patients had received in the last three
months of life by GPs, palliative care specialists, and other
nurses (district/community/private). Analysis involved
descriptive statistics and multivariate logistic regression of
being highly satisfied with GP care (excellent/very good vs.
good/fair/poor/very poor).

Results: Questionnaires were completed for 596 decedents
(39% response rate) of whom 548 stayed at home at least
one day in the last three months of life. Excellent/very good
care was reported by 49% of respondents for GP care, 78%
for specialist palliative care and 68% for care by other nurses.
High satisfaction with GP care was associated with good GP-
family communication (OR=8.1 [3.3; 19.8]), perceived GP
competence (OR=9.1 [3.3; 24.9]) and symptom relief
(OR=16.7 [4.9; 56.5]) and was more likely in cases of home as
opposed to hospital death (OR=3.8 [1.6; 8.6]). No effect of
age and socioeconomic deprivation was found.
Conclusions: Although bereaved relatives’satisfaction with
end of life home cancer care is generally high, it is less so for
care by GPs. Satisfaction with GP care may be increased, and
home death potentially facilitated, by helping GPs to
improve pain and symptom control and communication.
Funding: Cicely Saunders International, EU FP7
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Pain in People with Dementia: Deployment of
Pain Assessment in a Long Term Care
Institution

Vankova H., Holmerova I, Hradcova D., Jedlinska M.

Charles University in Prague, Centre of Expertise in Longevity
and Long Term Care, Faculty of Humanities, Praha, Czech
Republic

Contact address: h.van@seznam.cz

Situation in Long term care institutions specialized on care
of older adults with dementia in the Czech Republic will be
discussed, regarding to communication about pain with
clients and within the interprofessional team.

The grant NT11325 of the Ministry of Health of the Czech
Republic:“Long-term care for seniors: quality of care in
institutions”is focused on indicators of quality of care. Pain
may be considered one of the most important indicators,
data mapping prevalence of pain in LTC institutions are
being collected. The project,Geriatric and Organisational
Supervision” is seeking possible ways of intervention.

Methods used for assessment in non-verbal residents:
PAINAD and MOBID scale are instruments for pain
assessment in people with advanced dementia, using
observation. For both of these scales Czech version was
published. PAINAD and MOBID were offered as tools for
education of interprofessional team of Czech LTC institutions
and eventually one or both were accepted for regular use for
assessment of pain in people with advanced dementia. The
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Free communication sessions

experience with Czech version of PAINAD and MOBID in
practice will be discussed.

Methods used for intervention: education, train the
trainers, consultancy and organisational self-assessment.
Results: Pain was present in more than 70% of residents
with dementia at baseline. Preliminary results on the effect
of pain assessment deployment in a Czech long term care
institution for people with dementia will be presented.

Especially in advanced stages of dementia with
communication deficits, challenging behaviour may be the
most noticeable sign of pain. It is vital that professional
carers are able to understand this possible interrelation
between BPSD and pain/discomfort, being trained to
recognize non-verbal signs of pain.

Supported: By the grants NT11325 and NT13705 of the
Ministry of Health of the Czech Republic.

Children and Young People/
Spirituality
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Educating Adult Palliative Care Teams about
the Needs of Transition Age Young People: What
Do they Need to Know?

Sivell S.", Lidstone V.2, Taubert M.>, Thompson C, Nelson A."
'Cardiff University School of Medicine, Marie Curie Palliative
Care Research Centre, Wales Cancer Trials Unit, Cardiff, United
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Kingdom, *Marie Curie Hospice, Cardiff and the Vale, Penarth,
United Kingdom, *Ty Hafan, Sully, United Kingdom

Contact address: sivells2@cf.ac.uk

Aims: The prognosis of life-limiting conditions of childhood
has improved and an increasing number of young people
are accessing adult Specialist Palliative Care (SPC) services.
Adult SPC teams are inexperienced in caring for the complex
needs of these young people and have some concerns
regarding skills, knowledge and service capabilities. We
aimed to identify the training needs of SPC teams regarding
the care of young adults.

Methods:

Delphi: An online Delphi process collated expert opinion on
format, delivery and content of the package. Round 1
participants (n=44) answered free text questions, generating
items for Round 2. In Round 2, 68 participants rated the
extent to which they agreed/disagreed with the items on 5-
point Likert type scales. Median and mean scores assessed
the importance of each item. Interquartile range scores
assessed level of consensus for each item; items lacking
consensus were re-rated by 35 participants in Round 3.
Focus Groups: Focus groups were held with young people
pre-transition, post-transition, parents/carers of young
people post-transition and staff from a local adult hospice.
Discussions explored the care and support needs of young
people and their families, and the training needs of SPC
teams. Data were analysed using thematic analysis.

Results:

Delphi: Consensus was reached on a range of suggested
formats, on who could deliver the training, and on several
clinical, psychosocial and practical topics. Training should be
delivered as a continuous/rolling programme and not as‘a
one-off.

Focus Groups: Discussions centred on: challenges of caring
for young people; barriers to transition; staff education and
training; facilitating transition.

Conclusions: Recommendations include a
continuous/rolling programme of education, tailored for
content and mode of delivery, and incorporated into
working practice. A template to guide handover and a single
point of contact would facilitate the transition process.
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Understanding Posttraumatic Growth in
Parents of Children with Life-limiting Illnesses

Cadell S.

Renison University College - University of Waterloo, Waterloo,
ON, Canada

Contact address: scadell@uwaterloo.ca

Research aims: Caring for a child with a life-limiting illness
(LLI) is a stressful and unenviable circumstance. While there
is growing evidence that posttraumatic growth can co-occur
with stressful events and activities, less is known about how
this growth occurs or how growth can be nurtured. The goal
of this study was to explore the process of growth among
parents who are or have been caring for a child with a LLI.
Methods: This was a mixed methods study using
quantitative data gathered from 273 parent caregivers of
children with LLI from Canada and the U.S.A. and qualitative
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data from interviews with a sub-set (n=23) of parents.
Survey packages included demographic information and
previously verified scales measuring meaning in caregiving,
optimism, self esteem, spirituality, depression, caregiver
burden, and posttraumatic growth. Structural equation
modeling identified models of possible factors that allow
these parent caregivers to experience growth. Semi-
structured interviews were transcribed and analyzed using
thematic analysis to explore parents’experiences of growth.
Results: The most promising structural equation model
shows that particular personal resources reflected in personal
wellbeing are precursors to the process of positive meaning
making, which in turn contributes to growth. Interviews with
parents clarify the ways in which growth occurs and how
professionals may help or hinder the process.

Conclusions: Parents’ experiences of caring for children with
LLIs are unique and complex. This research highlights the
importance of meaning making in the emergence of
posttraumatic growth and describes how positive meaning
making is experienced by parents. This contributes to better
understanding of the process of growth for parents and
suggests tools to help professionals support families. This
research was supported by the Canadian Institutes of Health
Research.
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A Delphi Study to Identify Global Priorities for
Research into Children’s Palliative Care:
Preliminary Results
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Aims: In 2011, ICPCN commissioned a Delphi study to
identify global priorities for research in children’s palliative
care (CPC). Although other Delphi studies have been
conducted on CPC, none have an international focus. The
aim is to use the results to inform the international CPC
community of perceived research needs to inform the
development of an international research agenda.
Method: Following a literature review a research protocol
was developed. Phases 1&2 commenced, following IRB
approval. Experts from 10 countries and a variety of
disciplines, developed a base line list of priority areas for
research & identified individuals to be involved in the Delphi
rounds. Once the Delphi survey was finalized & the
participant list aggregated, the Delphi process was
undertaken (Phase 3). An online survey was sent to potential
participants asking them to rate areas for research in terms
of priority. These were reviewed & followed by a 2nd Delphi
round. In Phase 4 a final list of the priorities for global
research will be developed.

Results: To date, 145 participants completed the Delphi
process [largest number from Europe (32%), lowest the
Middle East (1%)]. Areas for research identified in the base
line list of priority areas were reduced to 70 following
content analysis. Results from the 1st Delphi round show 20
areas of research identified as priorities by 75% or more of
the respondents. The majority of the priorities identified
were clinical (33%). Preliminary results suggest the top
priorities include research into managing pain without
strong opioids, measuring outcomes of care, funding & the
need for CPC. The 2nd Delphi round is currently underway.
Challenges to undertaking the study included IRB approval,
identifying participants, & terminology.

Conclusion: Global priorities for research into CPC are being
identified & will inform the research agenda for ICPCN &its
partners, particularly in areas that will benefit from regional
&international collaboration.
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Identifying Research Priorities in Spiritual Care
Research: Final Results of the EAPC Spiritual
Care Taskforce’s International Survey
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Background/aim: Spiritual care is a core component of
palliative care, but neglected in clinical practice and
research. An aim of the EAPC Spiritual Care Taskforce is to
inform the development of evidence-based spiritual care by

determining research priorities.
Methods: From April-Sept 2012 delegates (n=6000) of the
EAPC Lisbon congress and national and international
associations were invited to participate in an online survey
developed by the Taskforce’s Research Subgroup.
Respondents chose the 5 most important research priorities
from a list of 15 topics. Free text questions asked about
additional research priorities and the single most important
research question. Demographic data were collected.
Descriptive statistics were used to rank listed research
priorities. Thematic content analysis was used to identify and
rank additional research priorities and most important
questions.
Results: 971 responses (713 European) were received from
87 countries. Mean age 49, 64% female, 65% Christian, 10%
spiritual but not religious. 52% reported their work as
‘mainly clinical; including 293 palliative care physicians, 112
nurses and 111 chaplains. There was wide agreement in the
priorities identified in the quantitative and qualitative data.
Highest priority areas were:
1) Responding to spiritual needs - evaluating interventions,
determining effectiveness,
2) Helping staff talk about spiritual issues - conversations
models, overcoming barriers in attitudes and
3) Identifying those with spiritual needs - screening,
assessment.

Understanding patients’spiritual needs and preferences in
multi-faith, multi-cultural populations was a cross-cutting
theme. < 2.5% said no further research was needed in
spiritual care.

Conclusion: There is unanimous international support for
research focussing on spiritual care interventions,
conversation models and screening and assessment.
Knowledge of priority areas can guide patient-centred,
inclusive and culturally sensitive research.
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Psychosocial Support to Seriously Ill Cancer
Patients with Under-aged Children in Palliative
Care

Manuel M., Langkilde L., Damkier A.
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Aim of project:
1) identify parental need for child-oriented support,
2) barriers to involve children in the terminal process,
3) determine an effective framework for support.
Design: Patients with children < 18yrs in specialist palliative
care, were offered semi-structured conversations at referral
till 6 months post-death of patient. Conversations, with a
psychologist and a social counsellor, took place in the home
and covered topics and concerns brought up by parents
supplemented by therapists drawing upon an earlier pilot
study and family-focussed grief theory. At each session
parents completed MYCAW questionnaires stating main
concerns and topics of discussion were registered. Upon
completion of therapy the surviving parent provided a
content and structure-oriented evaluation.
Results: 32 families participated with a median number of
conversations of 3 pre- and 3 post-death. Mean time of
participation before death was 58 days. The majority of
parents had many worries about their child and was ill-
equipped to inform and prepare the child for the
forthcoming death. Barriers inhibiting dialogue between
parents and child were due to fear of unduly burdening the
child, lack of recognition of the severity of the illness situation
and uncertainty of how to handle the child’s reactions.
Structural aspects of importance to parents were home
visits, conversations with parents alone, the possibility of
including the child in conversations and flexibility in
providing conversations according to parental need.
Conclusion: There is an unmet need among terminal cancer
patients and their spouses to engage with palliation
professionals about child-related concerns. Parents
exhibited improved confidence in providing care and
support to their child. Child-focussed support and therapy
interventions for parents should be provided according to
parental need and focus on provision of information to the
child, preparing the child for the death of a parent and on
the child’s coping.
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Cognitive Interviewing Study
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Background: An increasing number of older people live and
die in care homes, but relatively little is known of their
spiritual needs or how to assess them. Although many
residents do not have a recognisable terminal illness;
multiple health problems and losses, increasing frailty and
dependency, and awareness that they are likely to die in the
home can result in psychological and spiritual distress.
Objective: To examine how care home residents interpreted
and responded to the FACIT-Sp-12, a frequently used and
validated measure of spiritual distress.

Methods: A convenience sample of 17 older people living in
three care homes in London was recruited. Residents
completed FACIT-Sp-12 in face-to-face interviews and
cognitive interviewing was employed to explore resident
responses. A Framework approach was used as the basis for
analysis. The framework of themes was developed a priori
based on the four stages from Tourangeaus'’s cognitive
model. These comprised comprehension of the question;
retrieval from memory of relevant information; decision
processes; and response processes.

Results: Most residents completed the FACIT-Sp-12 with
relatively little missing data. Residents had most difficulty
with comprehension of questions, particularly where
concepts were more abstract (e.g. harmony, productivity),
and in selecting appropriate response options (e.g.
categories didn't reflect their views, or were not meaningful
in the context of the statement).

Conclusions: The FACIT-Sp-12 could provide valuable
insights into the spiritual concerns of care home residents,
however, data may be neither valid nor reliable if they do
not comprehend the questions as intended and respond
appropriately. Providing clear and detailed instructions,
including definition on the concepts involved would
improve the validity of this measure for this population, and
older people in other settings, reduce missing data, without
substantially affecting the reliability or validity of the
measure.

Pain and other Symptoms
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Do Corticosteroids Have Imnmediate Analgesic
Effect in Cancer Patients with Metastatic
Disease? A Randomized, Placebo Controlled
Trial
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Aims: Corticosteroids (CS) are used for additional pain
control in cancer pain patients receiving opioids. In a
systematic review we concluded that CS may have a
moderate analgesic effect in cancer pain, but with “very low”
level of evidence. Therefore, this randomized comparative
study was conducted to investigate if CS are useful to treat
cancer pain.

Methods: Adult cancer patients with average pain last 24
hours =4 (NRS 0-10) despite ongoing opioid treatment were
recruited from five centres. After randomization the patients
received methylprednisolone 16 mg twice daily or placebo
for seven days in a double-blind design. Primary outcome
was average pain intensity on day seven (NRS 0-10);
secondary outcomes were analgesic consumption (oral
morphine equivalents), overall satisfaction (NRS 0-10),
fatigue, and appetite (EORTC QLQ-C30 (0-100)). Twenty-two
patients were needed in each group to show a clinical
significant difference of 1.5 (NRS 0-10) with a p< 0.05and a
power of 0.90.

Results: Fifty patients were included from April 2008 to
January 2012, and 47 completed the study. On day seven
there were no differences in average pain intensity (CS: 3.6,
(Cl: 2.8 - 4.4); placebo 3.7 (3.0 - 4.4)) or in change in opioid
consumption (day seven versus baseline: CS 1.19 (1.00 -
1.38); placebo 1.20 (0.90 - 1.51)). CS reduced both fatigue
(CS:-17 (-27 - -6); placebo 3 (-5 - 11) (p< 0.01)), and loss of
appetite (CS:- 24 (-38--11); placebo 2 (-8 - 11) (p< 0.01)).
Overall satisfaction was 5.4 (4.1 - 6.7) in the CS versus 2.0 (0.7
-3.3) in the placebo group (p< 0.01).

Conclusion: Methylprednisolone 32 mg daily did not
improve pain or decrease analgesic consumption in cancer
patients with advanced disease, but the patients treated
with CS reported better treatment satisfaction and clinically
significant improvement in fatigue and appetite compared

to the placebo group.
Funding: Telemark Hospital Trust

Abstract number: FC 13.2
Abstract type: Oral

Adding Low Dose Methadone to Regular Opioid
Treatment - Results on Pain Control and
Adverse Effects in 53 Patients with Cancer-
related Pain

Fiirst P, Lundstrém S.
Stockholms Sjukhem Foundation, Palliative Center, Stockholm,
Sweden

Background: Previous studies have reported improved pain
control after adding low dose methadone to regular opioid
treatment in severe cancer-related pain, but clinical
experience suggests increased prevalence of adverse
effects.

Aim: To investigate the relation between pain control,
opioid doses and adverse effects when adding low dose
methadone to regular opioid therapy for treatment of
cancer-related pain.

Method: All patients over 18 years receiving oral methadone
in addition to another opioid at the Palliative Center at
Stockholms Sjukhem from 2006-2011 were identified from
patient records. Doses of regular opioid, opioid PR.N. and
methadone where studied together with levels of pain
control and side effects during the first week on methadone.
Results: 53 patients were included. The mean regular
morphine equivalent dose (MED, excluding methadone) was
347 mg/day at initiation and 475 mg/day on day 7. The mean
PR.N. MED was 368 mg/day on day 1 and 47 mg/day on day
7.The mean total MED was 715 mg/day on day 1 and 535
mg/day on day 7. The mean methadone dose on day 1 was
8.5 mg/day and 13.8 mg on day 7. Four patients (8%) where
assessed as having none or mild pain when starting
methadone, 20 (38%) had moderate and 29 (55%) severe
pain. On day 7, 70% had none or mild pain, 20% moderate
and 10% severe pain. Nine patients (17%) showed signs of
confusion on day 1and 22 (55%) on day 7. Six patients (11%)
showed signs of sedation on day 1, and 20 (50%) on day 7.
Mean survival time from addition of methadone was 17 days.
Conclusions: The addition of low dose methadone was
associated with decreased total opioid doses and improved
pain control, but increased cognitive and sedative side
effects. The positive effects on pain control are in line with
the few previously published studies, but increase in side
effects indicates the need for more rapid down titration of
opioid doses. Accumulated evidence now warrants
randomized controlled trials.

Abstract number: FC 13.3
Abstract type: Oral

The Evaluation of a Nurse Practitioner-led Pain
Management Team in Long Term Care

Kaasalainen S.', Brazil K2, Akhtar-Danesh N.,
Hadjistavropoulos T

"McMaster University, Hamilton, ON, Canada, Queen’s
University, Belfast, United Kingdom, *University of Regina,
Regina, SK, Canada

Contact address: kaasal@mcmaster.ca

Aim: This study evaluated the effectiveness of implementing
a Nurse Practitioner (NP)-led, inter-professional (IP) pain
management team in long-term care (LTC) team on
improving

(a) resident outcomes (i.e., pain, functional status, agitation,
depression);

(b) clinical practice behaviours (i.e., documentation of pain
assessments, use of non-pharmacological and
pharmacological interventions);

(c) quality of pain medication prescribing practices; and

(d) IP collaboration.

We also obtained some preliminary information on the
costs of implementing this approach.

Design: Using a controlled before-after study, six LTC homes

were allocated to one of three groups:

1) an NP-led Pain Team;

2) NP but NO pain management team; or,

3) no NP, no pain management team.

Over the one-year intervention period, there was a 32%
dropout rate for the full intervention group, Group 1 (45/139),
30% dropout rate for the partial intervention group (33/108),
and a 25% dropout rate for the control group (24/98).
Results: Implementing an NP-led Pain Team in LTC
significantly reduced residents’pain and improved functional
status compared to usual care without access to an NP.
Positive changes in clinical practice behaviours (e.g.,
assessing pain, developing care plans related to pain
management, documenting effectiveness of pain
interventions) occurred over the intervention period for both
the NP-led Pain Team and NP-only groups; these changes did
not occur to the same extent, if at all, in the control group.
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Conclusion: The findings from this study showed that
implementing an NP-led Pain Team can significantly improve
clinical practice behaviours of LTC staff and improve resident
pain and functional status. LTC homes should employ an NP,
with preference for the NP being situated onsite as opposed
to an offsite consultative role, to facilitate more consistent
and timely access to pain management.

Abstract number: FC 13.4
Abstract type: Oral

The Relationship between Pain Management
Index (PMI) and Pain Interference. Are Negative
PMI Values all Problematic?

Higashi T.', Yoshimoto T2 Yoshida S, Yamashita I.%, Matoba
M.*, Special Project for Awareness and Relief of Cancer
Symptoms (SPARCS)

"University of Tokyo, Public Health/Health Policy, Tokyo, Japan,
2Social Insurance Chukyo Hospital, Palliative and Supportive
Care, Nagoya, Japan, *Aomori Prefectural Central Hospital,
Aomori, Japan, “National Cancer Center Hospital, Palliative
Care Medicine, Tokyo, Japan

Background: To examine the adequacy of pain treatment
for cancer patients, the pain management index (PMI) is
frequently used. The PMl is calculated based on the
concordance between the pain severity and the class of
analgesics prescribed. The validity of the defined
concordance, however, needs to be confirmed, especially in
cross-cultural settings.

Methods: We analyzed the baseline data of a performance
improvement project for pain treatment in Japan. Between
July and October 2012, we prospectively asked all enrolled
patients for presence/absence of pain in the past 24 hours, if
present, the level of worst pain on a 0-10 numeric rating
scale (NRS, 0:none, 10: worst imaginable), pain medications
used, and the pain interference in their daily activities. The
PMI was calculated by subtracting the drug class score (0:
none, 1: non-opioid analgesics, 2: weak opioids, 3: strong
opioids) from the pain severity score (0: NRS 0, 1: NRS 1to 4,
2:NRS 5 to 6, 3: NRS 7 to 10). The PMI ranged from -3 to 3
with the negative values conventionally considered as
inadequate pain treatment. We analyzed the proportion of
pain interference for the each level of PMI using the reports
in the first three days of hospital stay.

Results: During the period, 489 cancer patients had pain or
took any analgesics, and gave 1013 answers in total. Overall,
PMIs were negative in 637 (63%) answers. However, among
the patients with a PMI of -1, only 35% reported that pain
interfered their daily activities, which was not significantly
higher than that among those with a PMI of 0 (43%, P=0.11).
Reports of pain interference were more frequent among
those with PMI of -2 and -3 (72% and 66% respectively,
P<0.01).

Conclusion: The PMI of -1 may not necessarily indicate the
inadequate pain treatment. The PMI of -2 or less may be
more appropriate criteria to examine the adequacy of pain
treatment.

Funding: This project is funded by the grant-in-aid from the
Ministry of Health, Labour, and Welfare of Japan.
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Abstract type: Oral

Depression and Use of Anti-depressants in
Patients with Advanced Cancer. Results from an
International Multi-centre Study

Janberidze E.'?, Hiermstad M.J."?, Brunelli C%, Loge J.H."*, Lie
H.C?, Kaasa S.", Knudsen A.K.", on behalf of EURO IMPACT
'European Palliative Care Research Centre (PRC), Faculty of
Medicine, Norwegian University of Science and Technology
(NTNU), Trondheim, Norway, Department of Oncology, St
Olavs Hospital, Trondheim University Hospital, Trondheim,
Norway, *Regional Centre for Excellence in Palliative Care,
South Eastern Norway, Oslo University Hospital, Oslo, Norway,
“*Fondazine IRCCS Instituto Nazionale dei Tumori, Department
of Palliative Care, Pain Therapy and Rehabilitation, Milan, Italy,
*Oslo University Hospital, National Resource Center for Late
Effects after Cancer Treatment, Oslo, Norway, *Department of
Behavioral Science, Institute of Basic Medical Sciences,
University of Oslo, Oslo, Norway

Background: Depression is common in advanced cancer
patients and is often unrecognized and inadequately
treated. Use of antidepressants (ADs) in this patient
population is shown to be effective for symptom relief.
Aims: To examine the use of ADs in international large
sample of advanced cancer patients.

Methods: In an international, cross-sectional study (the
EPCRC-CSA) symptoms in patients from 17 centers across
eight countries were assessed. In addition medical variables
including disease status, medication and Karnofsky
Performance Status (KPS) were registered by health care
providers, while information about subjective symptoms
was completed by patients. Depression was self-reported
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using the Patient Health Questionnaire (PHQ-9), based on
the DSM-IV criteria, and on a 0-10 NRS.

Results: Out of 1051 patient registrations, 969 patients
completed the PHQ-9 depression measure. Of these, 48%
were females, mean age of 62 years (SD 12.4), mean KPS of
71 (SD16.3) and 84% had metastatic disease. Mean pain
intensity score for the last 24 hours was 2.1 (SD 2.3). 131
(13.5%) patients used ADs for symptoms other than
pain.133 (13.7%) patients met the PHQ-9 criteria for major
depressive disorder (MDD), of whom 33 (24.8%) were
receiving ADs for symptoms other than pain. Mean NRS-
score for depression was 1.9 (SD 2.3) for the entire sample,
1.6 (SD 2.1) for all patients categorized as depressed, 2.8 (SD
2.7) for those receiving ADs, and 4.7 (SD 2.6) for those
depressed and receiving ADs.

Conclusion and discussion: Low numbers of patients with
MDD are receiving AD. There is a need to increase the
awareness of depression in patients with advanced cancer. It
is reason to believe that more patients may benefit from ADs.
Acknowledgment: EURO IMPACT, European Intersectorial
and Multidisciplinary Palliative Care Research Training, is
funded by the European Union Seventh Framework
Programme (FP7/2007-2013, under grant agreement n°
[264697)).

Abstract number: FC 13.6
Abstract type: Oral

Definition, Categorisation Framework and
Terminology of Episodic Breathlessness:
Consensus by an International Delphi Panel

Weingdrtner V.', Bausewein C>** Higginson .J3, VoltzR.’,
Simon S.T."3*

"University Hospital of Cologne, Department of Palliative
Medicine, Cologne, Germany, 2Munich University Hospital,
Interdisciplinary Centre for Palliative Medicine, Munich,
Germany, *King’s College London, Cicely Saunders Institute,
Department of Palliative Care, Policy and Rehabilitation,
London, United Kingdom, “Institute of Palliative Care (ipac),
Oldenburg, Germany

Contact address: vera.weingaertner@uk-koeln.de

Aims: Episodic breathlessness is a common and distressing
symptom in patients with advanced disease. Still, it is not yet
clearly defined. The aim of this study was to agree on a
definition, categorisation framework and terminology of
episodic breathlessness.

Methods: A web-based Delphi survey (three rounds) was
conducted with international experts in the field of
breathlessness. A structured questionnaire was used to
identify specific aspects and to reach agreement on
statements on definition, categorisation and terminology on
a 5-point Likert scale. Responses were analysed
anonymously. Descriptive analysis was used and consensus
was defined in advance as >70 % agreement. Comments
were analysed using framework analysis.

Results: 31/ 68 (45.6%), 29/67 (43.3%) and 33/ 67 (49.3%)
experts responded in the 1st/2nd/3rd round, respectively.
Participants were from USA, Canada, Europe and Australia,
between 20-79 years, about 60% male, and >75% rated their
own expertise regarding breathlessness as moderate to high.
After the 3rd round, consensus was reached on a definition
(84.4% agreement), categorisation (96.3%) and terminology
(episodic breathlessness) (92.9%). The final definition
includes general aspects on the symptom occurrence, e.g.
its intermittent, time-limited character and independence of
underlying continuous breathlessness, as well as qualitative
aspects of the symptom, e.g. a severe worsening of intensity
or unpleasantness of breathlessness in the patient’s
perception. Episodes may be predictable or unpredictable,
depending on whether any triggers can be identified.
Conclusion: Based on this Delphi survey, there is high
agreement on clinical and operational aspects of episodic
breathlessness among international experts. The consented
definition and categorisation may serve as a catalyst for
clinical and basic research on episodic breathlessness in
order to improve symptom control and quality of life.
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Abstract number: PD 1.1
Abstract type: Poster Discussion

Delirium in Patients Admitted to an Inpatient
Palliative Care Unit

Zuriarrain Reyna Y., Barrios Pitarque |.?

"Hospital Centro de Cuidados Laguna, Palliative Care Unit,
Madrid, Spain, *Hospital Centro de Cuidados Laguna, Madrid,
Spain

Introduction: Palliative patients have a high risk of delirium.
The diagnosis is mainly clinical. Terminal sedation may be
required.

Objectives: To determine the frequency of deliriumin a
palliative care unit (PCU) in patients to income (DI) or during
hospitalization (DDI) and describe the characteristics of
patients, type of delirium, triggers, treatment and survival,
and how many terminal sedation is required.
Methodology: Observational, retrospective, longitudinal of
all patients admitted to a palliative UCP for a period of 6
months, excluding those who die in the first 24 hours.
Delirium is considered if were descript in the clinical chart
and /or was reflected in the medical criteria of DSM-IV
delirium.

Results: N: 175 patients, 1 patient was dismissed by death in
< 24 hours, 64% were male, mean age 76 years (43-108),
95% cancer, 103 (59%) present delirium: DI: 56 (51%) and
DDI: 47 (49%). Terminal delirium: in 74 cases (72%), with a
median survival of 7.5 days (1-43). Terminal sedation in 9
cases (12%).

The Most frequent type of Delirium was hypoactive (39%)
been in the same percentage Hyperactive and mixed 31%.
The most frequent triggers were pharmacological 62%
being present more than one factor in most of cases (62%
drug, Metabolic 54%, Infections 39%, 7% organic brain
disease, Other 6%). Metabolic factors are most frequent in
the DI and pharmacological and infectious in the DDI.
Haloperidol was the most commonly used drug for delirium.
The drug most commonly used for sedation was midazolam
(mean dose 50-100mg/dia), 67% was associated with
Levomepromazine (50-100mg/dia).

Conclusions: The frequency of delirium and precipitating
factors found are similar to other studies, with different
predominant factors in the DI regarding DDI. The hypoactive
delirium was the most commonly diagnosed and most
widely used drug were haloperidol. Rarely was necessary
terminal sedation in our PCU.

Abstract number: PD 1.2
Abstract type: Poster Discussion

Cognitive Performance in Cancer Patients
Receiving Palliative Chemotherapy

Matuoka J.Y.', Kurita G.P Mattos Pimenta C.A.", Vieira EB.M.',
Albuquerque K.A.', Silva M.A.', Sjogren P?

'School of Nursing/ University of Séo Paulo, Department of
Medical-Surgical Nursing, Séo Paulo, Brazil, *Rigshospitalet,
Section of Palliative Medicine/ Multidisciplinary Pain Centre,
Copenhagen, Denmark, *Rigshospitalet, Section of Palliative
Medicine, Copenhagen, Denmark

Objective: To compare the cognitive function in patients
with cancer with that of healthy volunteers.

Methods: Cross-sectional study, in which 181 outpatients
with cancer in palliative chemotherapy and 191 healthy
volunteers were assessed. Data were collected between
2011 and 2012. Trail Making Test A and B (TMT), Digit Span
Test (DST), Continuous Reaction Time (CRT), Finger Tapping
Test (FTT) and Mini-Mental State Examination (MMSE) were
used to evaluate different domains of cognitive function.
Hospital Anxiety and Depression Scale (HADS), Karnofsky
Performance Scale (KPS) and Fatigue Pictogram were also
used. Chi-square test, T-test and Wilcoxon test were applied.
Results: Patients mean age was 50.7y (SD=10.6), schooling
mean 11.3y (SD=3.4), KPS mean 88% (SD=9.7), pain intensity
mean 1.1 (SD=2.2, variance 0-10), depression mean 5.7
(SD=3.8, variance 0-18) and anxiety mean 6.6 (SD=4.2,
variance 0-20). Colorectal (38.7%) and breast (21%) cancers
were the most frequent diagnoses, 53% had metastasis.
Both groups were similar regarding schooling and income
and had mild to moderate fatigue. Groups, however, differed
in age (volunteers mean 40.9 y, SD=13.4). Patients had
slower performance compared to controls in TMT-B [113 sec.
(SD=87.1); 95 sec. (SD=79.9), respectively, P< 0.001]. There
were no significant differences between groups in the other
neuropsychological tests and both had good performance
considering cut-off scores.

Conclusion: Similar cognitive performance was observed
between both groups; however, patients had worse
cognitive performance in one test which requires interaction
among attention, psychomotor speed, and mental flexibility.
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It may suggest impairment for complex tasks and it can
compromise patient’s performance at work and daily life.
One should consider that this sample had good physical
performance, no significant pain or fatigue and no
depression or anxiety. Samples with different clinical
condition could present different results.

Abstract number: PD 1.3
Abstract type: Poster Discussion

An Experimental Model in Cancer Pain to
Investigate the Effects of Pain and Opioids on
Cognitive Function

Kurita G.P"? Malver L.P>*, Andresen T3, Polianskis R.*, Drewes
AM_., Christrup L*, Hejsted J.", Sjogren P?

'Rigshospitalet, Copenhagen University Hospital, The
Muiltidisciplinary Pain Centre, Copenhagen, Denmark,
2Rigshospitalet, Copenhagen University Hospital, Section of
Palliative Medicine, Copenhagen, Denmark, *Mech-Sense,
Aalborg Hospital, Department of Gastroenterology, Aalborg,
Denmark, “Aalborg Hospital, Multidisciplinary Pain Centre,
Aalborg, Denmark, *Faculty of Health and Medical Sciences
University of Copenhagen, Department of Drug Design and
Pharmacology, Copenhagen, Denmark

Contact address: geana@rh.regionh.dk

Aims: To study the effects of pain and opioids on sustained
attention.

Methods: Randomized, double-blind, placebo controlled,
cross-over study with 23 healthy Caucasian male volunteers
(age 20-28 ). Sustained attention, the ability to respond
rapidly to external stimuli for an extend period of time, was
evaluated by Continuous Reaction Times (CRT) software.
Results were presented in 10" (fastest times), 50" and 90
percentiles (slowest times). Three sessions for each
participant were conducted.

1st session: CRT was tested under the influence of
experimental pain of mild and moderate intensities induced
by a pneumatic tourniquet cuff with a computer-controlled
air compressor;

2nd session: CRT was tested under the influence of placebo
(saline) or remifentanil 0.1 ug kg™ min™';

3rd session: a model of pain relief as well as breakthrough
pain was instituted by adjusting the tourniquet cuff on the
calf to increase pain sensation after pain relief with
remifentanil or placebo. Assessments occurred when the
volunteers reported stable pain or 10 minutes after steady-
state infusion. The Ethics Committee has approved the
studly.

Results:

1st session: Moderate and mild pain slowed CRT significantly
from baseline, but no differences when comparing mild with
moderate pain.

2nd session: slower performance on remifentanil when
compared to placebo (50*: P=0.007; 90*: P< 0.001).

3rd session: A decrease in pain intensity was observed with
remifentanil, while the placebo effect was minimal (P<
0.001); volunteers had slower CRT when receiving
remifentanil (10%; P=0.02; 50" and 90*: P< 0.001). When pain
was increased (breakthrough pain), only a minor effect was
noted prolonging reaction time (50™: P=0.045).

Conclusion: Remifentanil had effect on sustained attention,
while pain intensity seems to have little interference on it.
The results suggest that opioids interfere more with
cognitive function than pain itself.

The study is supported by The Danish Cancer Society.

Abstract number: PD 1.4
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Renal Itch - Systematic Evidence on New Tools
in the Fight

McLoughlin H.J.!, Murtagh FE, Vinen K2

'Kings College London, Cicely Saunders Institute, Department
of Palliative Care, Policy & Rehabilitation, London, United
Kingdom, ?Kings College Hospital. NHS Foundation Trust, Renal
Medicine, London, United Kingdom

Contact address: hannahmcloughlin@doctors.org.uk

Background: Pruritus is a common problem in end-stage
kidney disease, with up to 77% of dialysed and 74% of
conservatively managed patients reporting itch.
Itimpacts on mental and physical function, sleep, and is
associated with depression and worse survival. Despite this
it remains poorly managed.
Aim: To identify, assess and synthesize the evidence on
management of renal itch, to better inform patient care.
Method: Systematic literature search using Medline and
Pubmed was performed using the keywords “itch’, “pruritus’,
“renal failure” and “management’, and supplemented by
reference list and cited reference searching.
Results: 31 papers from Medline and 20 from Pubmed were
included with 30 further papers from reference lists.
Systemic and topical treatments were reported as being
effective in renal itch with most evidence from

haemodialysis patients and little in conservatively managed
patients.

Good evidence supports multiple systemic treatments
including cholestyramine (1 RCT), opioid k-receptor agonists
(2 randomised control trials (RCT)), thalidomide (1 RCT),
gabapentin (2 RCT) and sodium cromolyn (1 RCT). There is
limited evidence to support the use of mirtazepine (case
report), ganisetron (open label trial (OLT)) and ketotifen
(case report).

Topical therapies include simple emollients and oils (2 OLT,
2 RCT), oils containing polidocanol (1 OLT), pramoxine lotion
(1 RCT), tacrolimus ointments (2 OLT) and capsaicin creams
(2RCT, 1 0OLT).

Non-pharmalogical therapies have shown efficacy in itch
but with less robust evidence. UVB light showed usefulness
in OLTs. Homeopathy has been studied in a RCT with good
reduction in itch. Acupressure and acupuncture have limited
evidence compared to sham procedures (2 review papers).
Conclusion: This work elucidates the management options
when managing renal itch. These treatments can be used in
the more stable haemodialysis patient troubled by itch but
can also be used in the more unwell palliative and co-
morbid renal patients.

Abstract number: PD 1.5
Abstract type: Poster Discussion

The Use of Pain Assessment Tools in the
Acute Setting

Lord K., White N., Scott S., Jones L., Sampson E.L.

UCL, Marie Curie Palliative Care Research Unit, Mental Health
Sciences, London, United Kingdom

Contact address: k.lord@ucl.ac.uk

Aims: People with severe dementia admitted to acute
hospitals often receive poor care, many die in this setting
and are at risk of under-detection and under-treatment of
pain. An aim of the BePaid study (Behaviour and Pain in
Dementia Study) was to assess the detection of pain in this
setting in this population.

Design and methods: A longitudinal cohort study in 2 UK
acute hospitals. Each participant was assessed every 3-5
days during admission, using the following tools: PAINAD
(Pain Assessment in Advanced Dementia) at rest and during
movement, the FACES Pain Scale and the question‘Do you
have any pain?’ (self-report is considered to be the “gold
standard”).

Results: 230 patients were recruited. 14% of our sample had
little or no verbal expression. On the PAINAD, 28% of
participants were assessed as in pain at rest but 65% had
pain on movement. In total, pain was observed at nearly
50% of all visits during the study. On the PAINAD scale, 28%
were rated as mild pain (score 1-3), 11% as moderate (score
4-6) and 5% severe (score 7-10). The PAINAD had good inter-
rater reliability (Kappa = 0.74). The FACES pain scale was less
effective; 49% were unable to complete this scale for
themselves. Our self-report measure was of limited utility;
28% assessed on the PAINAD as being in pain answered that
they were not in pain.

Conclusion: The PAINAD scale was a usable and reliable tool
for measuring pain in the acute setting. The data highlights
the importance of observing for pain at rest and during
movement. People with dementia had difficulty completing
the FACES pain scale, and also at times said they were not in
pain when an observational tool suggested that they were.
Clinicians working with in the acute hospital need to be
aware of the complexities of pain assessment, using a
mixture of observational and self-report tools may be the
best way to detect pain in people with severe dementia. This
project is funded jointly by Alzheimer’s Society and the
BUPA Foundation.

Abstract number: PD 1.6
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A Systematic Review of Prognostic Tools in
Advanced Cancer

Simmons C.PL.", McWilliams K.', McMillan D2, Fearon K2, Fallon
M., Laird B.!

"University of Edinburgh, School of Molecular and Clinical
Medicine, Edinburgh, United Kingdom, 2University of Glasgow,
University Department of Surgery, Glasgow, United Kingdom,
3University of Edinburgh, Department of Clinical Surgery,
Edinburgh, United Kingdom

Contact address: barry.laird@ed.ac.uk

Introduction: Accurate prognostication is necessary in
advanced cancer to ensure optimal management.
Numerous prognostic tools have been developed but few
meet the required standards of outcome measure
development and validity.

Aim: Examine the prognostic tools for use in advanced
incurable cancer and assess their accuracy of survival
prediction.

Methods: A systematic review was undertaken. Databases
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(Medline, Embase Classic and Embase) were searched, to
identify studies examining prognostic tools in advanced
incurable cancer. Descriptive and quantitative analyses were
performed on eligible studies.

Results: Initial search yielded 616 articles. 52 articles met the
selection criteria. The prognostic tools identified were the
PaP (Palliative Prognostic Score) (8 studies), D-PaP (Delirium-
PaP) (2 studies), BCI (B12/CRP Index) (2 studies), PPI
(Palliative Prognostic Index) (6 studies), PPS (Palliative
Performance Scale) (18 studies), mGPS (modified Glasgow
Prognostic Score) (7 studies), and the GPS (Glasgow
Prognostic Score) (9 studies). Summary of statistical results
for each tool: mGPS HR range 1.346 - 2.712; GPS HR range
1.51-2.35; PaP log rank range 25.65-322.65 and HR 0.214-
0.722; PPS ORrange 1-3.21, HR range 0.039 - 18.022, RR
0.178 - 0.427, c statistic 0.74 overall; PPl PPV range 78-93%
and sensitivity range 63-85%; D-PaP log rank 326.87 and C-
index 0.73; BCI (graphic and tabular results) log(B12)b HR 1.2
and log (CRP)b HR 1.23 on cox model findings. All 7 tools
predicted survival in advanced incurable cancer. The
external validity of the PaP and mGPS/GPS tools was also
demonstrated in single cancer types, emphasising versatility
and applicability.

Conclusion: The PaP, D-PaP, BCl, PPI, PPS, GPS and mGPS
have been extensively validated in patients with advanced
incurable cancer. The heterogeneity of the statistical analysis
and study populations means that direct comparison is
challenging.

Abstract number: PD 1.7
Abstract type: Poster Discussion

Identification of a Tool to Measure Quality of
Life in Paediatric Palliative Care Patients

Loll J.", Nolte-Buchholtz S.', von der Hagen M.2, Smitka M."?
'Children’s Hospital, Technical University Dresden,
Department for Pediatric Palliative Care "Brueckenprojekt’,
Dresden, Germany, 2Children’s Hospital, Technical University
Dresden, Department for Pediatric Neurology, Dresden,
Germany

Aims: Quality of life (QOL) represents a central evaluation
criterion in palliative care. Therefore methods for a reliable
and valid measurement of QOL are needed. Multiple-item-
measurements have the advantage of covering different
dimensions, providing a complete profile of QOL. Single-
items were thought to be a cost effective, easy and less
exhaustive alternative to measure QOL. Aim of this study
was to identify a useful tool for measuring QOL in children
with life-limiting conditions.

Design: This study included 102 children (age range: 8-18
years) suffering from life-terminating diseases and their
caregivers. The participants were identified using IMPaCT-
criteria [Craig et al. 2008]. The interviews contained multiple-
item questionnaires (KindI-R, Kidscreen-27) and two single-
items.

Results: The correlation coefficient after Pearson was found
to be 0,64 between the summated scores of KindI-R and
Kidscreen-27 of the child versions. The scores of the proxy
versions of KindI-R and Kidscreen-27 showed a correlation
coefficient after Pearson of 0,67. Dividing the results of the
scores into two groups by building one group of low QOL
and one of normal and superior quality of life showed a
sensitivity of 0,83 and a specifity of 0,68 between the results
of the child version of the KindI-R and the proxy version of
the single-item with the question “How high would you
estimate the todays QOL of your child?”

Conclusion: The KindI-R and Kidscreen-27 displayed
correlation coefficients, suggesting the tests to be suitable
for measuring QOL in paediatric palliative care. Regarding
the summated scores and comparing them with the results
of the single-items, the single-item “How high would you
estimate the today’s QOL of your child?”is a good screening
test to identify children with low QOL.

Abstract number: PD 1.8
Abstract type: Poster Discussion

How well Do European Palliative Care
Guidelines Consider the Assessment and
Management of Pain for People with Impaired
Cognition?

Sampson E.L.", Lewis J2, Pautex S, Shvartzman P*, Van den
Block L5, Sacchi V.7, van der Steen J.T4 Van Den Noortgate N.J.°,
COST ACTION TD1005: Pain Assessment in Patients with
Impaired Cognition especially Dementia

"University College London, Marie Curie Palliative Care
Research Unit, London, United Kingdom, ?Camden and
Islington NHS Foundation Trust, London, United Kingdom,
3University Hospital Geneva, Geneva, Switzerland, “Clalit Health
Services, Pain and Palliative Care Unit, Beer-Sheva, Israel, *Ben
Gurion University of the Negev, Family Medicine, Pain and
Palliative Care Unit, Beer-Sheva, Israel, *Ghent University & Vrije
Universiteit Brussel, End-of-Life Care Research Group, Brussels,
Belgium, ’Lincoln County Hospital, Lincoln, United Kingdom,

8YU University Medical Centre, EMGO Institute for Health and
Social Care Research, Dept. General Practice & Elderly Care
Medicine, Amsterdam, Netherlands, °University Hospital Ghent,
Geriatric Medicine, Ghent, Belgium

Contact address: e.sampson@ucl.ac.uk

Aim: To assess whether European general palliative care
guidelines consider the needs of people with cognitive
impairment (Cl) (dementia, learning disability, delirium),
examine which pain assessment tools are recommended
and describe pain management recommendations.
Methods: Cross-national European survey using the EU
funded Co-operation in Science and Technology (COST)
Action “Pain & Impaired Cognition” network. Two members
from each country identified their country’s most widely
used guideline. We recorded whether guidelines explicitly
referred to people with Cl and their pain management at the
end of life through the use of validated tools and therapeutic
strategies. Guideline methodological quality was assessed by
the member from each country using the Appraisal of
Guidelines Research and Evaluation (AGREE) scale.

Results: COST members from 13 countries assisted; UK,
Netherlands, Italy, Belgium, Israel, Iceland, Finland, Norway,
Romania, Spain (10) had generic palliative care guidelines.
Cyprus and Switzerland did not. In Germany these were
under development. In 8/10 countries the identified
palliative care guideline included pain management, of
these, 7 mentioned Cl (3 dementia, 2 learning disability, 4
delirium, 1 coma/vegetative state). A range of pain
assessment tools were recommended for people with Cl;
verbal rating scale, visual analogue scale, PACSLAC, PAINAD,
Doloplus and DiSDAT. Only 2 guidelines (Netherlands &
Finland) provided guidance on pain management in people
with CI. The AGREE quality score varied from 62%-94%.
Higher quality guidelines with more stakeholder
involvement in development were more likely to consider
people with Cl.

Conclusion: Only 2 of 10 European palliative care guidelines
we assessed advised on pain management in people dying
with Cl. Because in Europe 7.3 million people have dementia
and 1/3 of people over the age of 65 will die with this
disease, national palliative care guidelines should consider
this population.

Abstract number: PD 1.9
Abstract type: Poster Discussion

Building Research Capacity in a Sub-Saharan
Academic Setting: Lessons to Share

Leng M.EF.'?, Downing J., Namukwaya E.', Grant L?, Jack B,
Kivumbi G.", Murray S°

'"Makerere University, Palliative Care Unit, Kampala, Uganda,
2Cairdeas International Palliative Care Trust, Aberdeen, United
Kingdom, *University of Edinburgh, Global Health Academy,
Edinburgh, United Kingdom, *Edge Hill University, Ormskirk,
United Kingdom, *University of Edinburgh, Primary Palliative
Care Research Group, Edinburgh, United Kingdom

Contact address: dr@mhoira.net

Aims: Few academic services for integrated palliative care
team exist in sub-Saharan Africa with minimal evidence of
their effectiveness. A key aim of our unit is the establishment
of a context rich research capacity to develop new and
existing researchers and thus increase research activity,
publication and enhance the evidence base to provide
optimal patients care.

Design: Local stakeholders (hospital practitioners,
volunteers, NGOs, charity workers) with national and
international partners (Ministry of Health, NGOs,
Universities) developed a 5 year research capacity building
strategy.These included research skills masterclasses and
research modules within the Uganda based BSc in palliative
care, research dissertations, a national research workshop
and a pioneering Advanced Research School. Regular
academic supervision and mentorship is offered and
research roles built in to all unit personnel. Grant funding
was sought to support these activities.

Results: To date 40 participants completed masterclasses, 32
studied the BSc modules, 130 attended the workshop and
25 the Advanced Course, and one PhD is underway. 20
research projects are complete, 21 led by new researchers,
12 of whose work has been presented at conferences. The
strategy has resulted in a measurable increase in African
based research activity.

Conclusion: Building research capacity and integrating an
evidenced based approach requires multiple approaches,
with medium to long term planning to support the
translation of knowledge into further publications, rich
collaborations and improved practice. Collaborating
nationally, regionally and internationally, research capacity
can be supported and result in early increases in research
activity. This paper will discuss the development, challenges
faced and lessons to share to ensure an effective strategy.
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The Impact of Volunteers Support in the Care of
Palliative Patients and their Families:
Systematic Review of Qualitative and
Quantitative Research

CandyB.', Burbeck R.', Low J.", Bravery R?, Sampson E.L."
"University College London, Marie Curie Palliative Care
Research Unit, London, United Kingdom, °Marie Curie, London,
United Kingdom

Contact address: b.candy@ucl.ac.uk

Research aims: Despite the general acknowledgment of
volunteers’ contribution to palliative care, and the interest at
least in the UK (as demonstrated by current research
funding) of increasing their role in direct care, the effect
volunteers have on patient and family outcomes has not
been systematically evaluated. To undertake a systematic
review of the evidence on the impact on patient and family
well being of volunteers with direct contact with patients
and families in specialist palliative care.

Study design and methods: We searched relevant
electronic databases, scanned reference lists of included
studies, contacted relevant researchers in the field, and
undertook handsearches of selected journals to find
quantitative and qualitative studies which met our inclusion
criteria. We applied quality appraisal criteria. Because of lack
of extractable data, we undertook a largely narrative review.
Results: We found 6 quantitative and 3 qualitative studies
undertaken in both hospice and home-care settings. The
evidence on the impact of volunteers on patient and family
outcomes is sparse. Many studies are cross-sectional in
design and focus on satisfaction ratings showing high
satisfaction with care involving volunteers. Two comparative
studies show better outcomes or higher satisfaction for
patients receiving care involving volunteers compared with
either those receiving care not involving volunteers or with
lower volunteer involvement. Companionship was the
volunteer activity most commonly appreciated by study
respondents. Studies do not consider possible harms or
disbenefits of volunteer involvement.

Conclusions: Research into the impact of volunteers in
specialist palliative care settings is weak and would benefit
from well designed studies comparing outcomes for
patients and families with and without volunteer
involvement. This will help to plan better services to make
the best of use available resources.

Funded by: The Dimbleby Marie Curie Cancer Care Research
Fund.

Abstract number: PD 2.2
Abstract type: Poster Discussion

Teenagers’ Advice to the Health Care Staff
Caring for Dying Parents of Teenage Children

Hakola P!, Bylund Grenklo T?, Levealahti H.", Kreicbergs U2,
Valdimarsdottir U2, Ternestedt B.-M., Steineck G., Fiirst CJ.°
'Stockholms Sjukhem, Stockholm, Sweden, *Karolinska
Institutet, Stockholm, Sweden, *University of Iceland, Reykjavik,
Iceland, “Ersta Skéndal University College, Stockholm, Sweden,
*Sahlgrenska Academy at University of Gothenburg, Institute of
Health and Care Sciences, Géteborg, Sweden, *Karolinska
Institutet and Stockholm Sjukhem, Stockholm, Sweden

Background: To lose a parent to death is among the most
traumatic event a child can experience. Still, little is known
about what kind of support teenage children losing a parent
to cancer would have wanted from the health-care staff.
Aim: To investigate cancer-bereaved teenagers'advice to
the health care staff caring for dying parents of teenage
children.

Method: The study is part of a nationwide population-based
epidemiological study of 622 out of 851 (participation rate
73%) cancer-bereaved youth who lost a parent between the
ages of 13 and 16, in 2000 to 2003. Data was collected with
study-specific questionnaire 6 to 9 year post-loss. In this
paper we investigated the answers to the last question in
the survey: Which advice would you like to give the health-care
staff that encounters teenage family members of parents with
cancer? Manifest content analysis was used for the analysis.
Result: The teenagers describe a variety of advice for the care
staff. However, the majority of advice concerns the teenagers’
own need for open, honest and clear information. Some state
that parents are not always able to provide their children
with this information and that responsibility should shift to
professionals. Answers also touch on how staff should act
and what they should do when meeting a teenager who has
lost or is about to lose a parent to cancer.

Conclusion: Swedish youths having lost a parent to cancer
have given us advice, including clear-cut communication
about the prognosis in different disease stages and pointing
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out that the non-sick parent may fail to communicate the
truth. It is unclear to what extent we can implement these
advices directly or need a formal prospective evaluation of a
change in routines.

Abstract number: PD 2.3
Abstract type: Poster Discussion

Factors Associated with Dying at the Place of
Wish: A Cross-country Comparison of Cancer
Patients with the EURO SENTI-MELC Study 2009-
2010

Ko W.', Miccinesi G2, Beccaro M2, Vanthomme K., Donker G.A?%,
Onwuteaka-Philipsen B, Alonso TV.A.V, Deliens L.'5, Van den
Block L.", on behalf of EURO IMPACT

'Ghent University & Vrije Universiteit Brussel, End-of-Life Care
Research Group, Brussels, Belgium, ?Cancer Prevention and
Research Institute, ISPO, Clinical and Descriptive Epidemiology
Unit, Florence, Italy, *IRCCS AOU San Martino - IST, Regional
Palliative Care Network, Genova, Italy, *Scientific Institute of
Public Health, Public Health and Surveillance, Brussels, Belgium,
*Netherlands Institute for Health Services Research NIVEL,
Utrecht, Netherlands, °EMGO Institute for Health and Care
Research and Expertise Center for Palliative Care, Department of
Public and Occupational Health, VU University Medical Center,
Amsterdam, Netherlands, ’Public Health Directorate General,
Health Department, Junta de Castilla y Ledn, Valladolid, Spain
Contact address: winne.ko@vub.ac.be

Aims:

1) To study demographic and clinical factors associated with
dying at a preferred place for cancer patients

2) To study cross-country differences in the intensity of
factors

Methods: A mortality follow-back study was undertaken in
2009-2010 via representative nationwide networks of
general practitioners(GPs) in Belgium(BE), the
Netherlands(NL), Italy(IT) and Spain(ES). GPs reported
aspects of end-of-life care of deceased patients weekly on a
standardised questionnaire. All non-sudden cancer deaths
aged 18+ were included. Association between 7 factors
(age, gender, number of GP contacts, communication about
palliative care, GPs provision of palliative care, patients’
treatment wishes, patients’ decision-making capability) and
preference met on place of death separately (excluding
Spain) was assessed through bivariate and multivariate
logistic regressions.

Results: A total of 1920 deceased patients were identified.
837 patients were included in the final analyses if GPs were
informed about the preference. Over 70% of the sample
aged 65 or above, 54% being male and most frequently had
lung malignancy. Bivariate analyses showed having more
than four contacts with GPs in the last week of life
(ORs[95%C.L]IT:3.0[1.2-7.6], NL:8.0[1.6-39.8], BE:9.3[3.0-28.7])
and receiving GPs provision of palliative care until death
(ORs[95%C.1.]: IT:4.2[2.4-7.2], NL:7.4[3.2-17.3], BE:11.6[6.1-
22.2))are the only factors associated with dying at the place
of wish. Provision of palliative care by GPs until death
remains the only significant factor in the multivariate
analyses consistently in all countries. (ORs [95%C.L.]:
IT:4.6[2.5-8.5], NL:14.2[-39.8], BE:9.3[3.0-28.7])

Conclusion: Receiving palliative care provided by GPs until
death is associated with realising a cancer patient’s preferred
place of death after adjusting for demographic and clinical
characteristics. Though the cause-and-effect is unclear, the
data show GPs' crucial role in providing primary palliative
care in all countries.

satisfied the inclusion criteria. Five recurring themes were
identified. Hospitalised patients experienced a significant
symptom burden with relatively poor symptom control.
Patients and families reported difficulties communicating
with health professionals. The hospital environment was
criticised for being noisy and lacking privacy. Although
families generally felt they were involved in decision making
as much as they wanted to be, a number of factors were
identified as impacting on their ability to participate
effectively in end of life decision making. Being treated with
kindness and respect by hospital staff were valued highly.
Conclusion: Despite the fact that most people express a
preference to be cared for and die at home or in a hospice,
hospitals play a significant role in providing palliative care.
This review has identified that, largely as a result of study
design, our knowledge of patient and family experiences of
palliative care in an acute hospital remains limited to
discrete aspects of care. These experiences carry significant
burden for patients and families. Further research is required
to explore the total patient and family experience taking
into account all aspects of care including a focus upon the
potential benefits of hospital admissions in the last year of
life.

Abstract number: PD 2.5
Abstract type: Poster Discussion

Palliative Care in Brazil: Service Profile

Othero M.B, Parsons H.A.
Grupo MAIS, Saber MAIS - Educacdo e Pesquisa, Séo Paulo, Brazil
Contact address: h.parsons@grupomaissaude.com.br

Introduction: Palliative care emerged in Brazil in the 1990s,
expanding since. There are no studies on service availability
and delivery. Itis estimated, however, that there is a dearth
of resources for the demand. According to official data,
725,000/1,031,691(70%) deaths in 2006 were of patients
with chronic diseases or cancer, likely in need of palliative
care assistance. This study is one result of the First Brazilian
Encounter of Palliative Care Services, held in September
2012 in Séo Paulo.

Objectives and methods: To establish the availability and
characteristics of palliative care services in Brazil. Specifically,
team composition, type of services provided, patient
population, and funding sources. We conducted descriptive
analyses of the data submitted by participating services,
who were invited from all over the country.

Results: 31 palliative care services were surveyed, from 15
cities around Brazil. Oncologic patient population prevails (19
of 26 services that answered,73%). A minority of services
cater to pediatric populations (4/26,15%). Twenty services
reported team composition as follows: 20/20(100%) had
physicians and nurses, 16/20(80%) psychologists, 15/20(75%)
had social workers, physiotherapists and dietitians,
7/20(35%) had speech therapists, 5/20(25%) had spiritual
assistants, 4/20(20%) had pharmacists, 3/20(15%)
occupational therapists and 2/20(10%) music therapists.
Twenty three services (74%) reported on service modalities,
with the majority (16/23, 70%) delivering care in more than
one setting (inpatient units, hospices, home care, and others).
The majority of the services are government-funded (64%).
Conclusions: This sample provides insight on Palliative Care
delivery in Brazil. It seems that it is widely varied across the
country, ranging from well-established multiprofessional
teams to smaller initiatives. To our knowledge, this is the first
study on palliative care delivery in Brazil. Further more
generalizable studies are needed.

Abstract number: PD 2.4
Abstract type: Poster Discussion

Patient and Family Experiences of Palliative
Care in Hospital: What Do We Know? An
Integrative Review of the Literature

Robinson J."? Gott M., Ingleton C

"University of Auckland, Faculty of Medical and Health Sciences,
Auckland, New Zealand, *Auckland District Health Board,
Hospital Palliative Care Team, Auckland, New Zealand,
3University of Sheffield, School of Nursing and Midwifery,
Sheffield, United Kingdom

Contact address: jrobinson@adhb.govt.nz

Aim: The aim of this review is to synthesise current
international evidence regarding experiences of palliative
care in an acute hospital setting from the perspectives of
patient and family.

Design: A systematic review of the literature was
undertaken followed by a process of data extraction and
synthesis. Quantitative and qualitative studies that provided
data regarding experiences of palliative care in a hospital
setting from the perspectives of patients and families were
included. Major and recurring sub-themes were identified
from a summary of the data.

Results: The search identified 301 studies which were
examined for relevance to the review topic; 32 studies
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Abstract type: Poster Discussion

Hospitalization in End Stage, Oldest Old,
Dementia Patients: Is this what We - and they-
Want?

Antonione R, Vigo C, Baglio V., Guadagni M.
Clinica Medlica, Ospedale Cattinara, Trieste, Italy
Contact address: rantonione@units.it

Introduction: End stage dementia in oldest old patients (pts)
is characterized by multiple symptoms and high levels of
morbidity. International guidelines point at maintaining
quality of life, suggesting home care or hospice assistance, in
consideration of uncertain benefits from hospitalization.
These pts in contrast, still appear to be a common
“phenomenon”in acute guards where therapeutical
approach seems questionable.

Aim of the study: Investigate the approach, treatment
regimens and outcome in end stage oldest old dementia pts
in our acute medical guard.

Study design: Observational, retrospective. From January 1
to 31 December 2011. Inclusion criteria: pts admitted to our
medical guard deceased within 6 months from admission;
severe dementia (Dementia Severity Rating Scale 6-7);
unable to walk, pressure ulcers from immobilization, unable
to express verbally; Karnofsky score < 30-40%; age > 75

years (y).

Results: On 2829 admissions, 339 pts were included (11.9%;
male/female = 112/227). Mean age: 88.8 y (69% of pts were
over 85 y). Admission diagnosis: fever 34.8%;
cachexia/dehydration 14.1%; dyspnea 12.9%; stupor/coma
11.8%; bowel disfunction 6.5%; stroke 4.4%; pain 2.6%;
others 11.8% (nutritional access dislocation, bleeding,
cancer). Globally, 71.7% underwent antibiotic therapy of
which 99% via intravenous line; 64.3% had intravenous
hydration. Invasive procedures (nutritional accesses, urinary
catheters, central venous lines, ventilation) were performed
in 35.1% of pts. 34.8% deceased during hospital stay. Of 221
dismissed pts, 41.1% had at least one hospital admissions
before death.

Conclusions: There is striking evidence that oldest old
dementia pts are still treated in acute guards where
therapeutical approach seems not different from younger
non palliative subjects. Knowledge must be implemented to
find strategies aiming at reducing hospitalization, modifying
approach and increasing quality of life in palliative pts also in
acute settings.

Abstract number: PD 2.7
Abstract type: Poster Discussion

Effectiveness of Music Therapy in Advanced
Cancer Patients Admitted to a Palliative Care
Unit

Planas J.', Escude N.?, Ruiz A.I, Pedret M.%, Luna M.%, Prat T,
Mercade J?, Gomez C?, Taghikhani R, Rossetti A, Loewy J.,
Farriols C.!

'Palliative Care Setting, Hospital de 'Esperanca, Parc de Salut
Mar, Department of Medical Oncology, Barcelona, Spain,
?Master of Music Therapy, University of Barcelona, Barcelona,
Spain, *Palliative Care Setting, Hospital de I'Esperanca, Parc de
Salut Mar, Department of Psychiatry, Barcelona, Spain,
“Palliative Care Setting, Hospital de I'Esperanca, Parc de Salut
Mar, Barcelona, Spain, *The Louis Armstrong Center for Music &
Medicine, Beth Israel Medical Center, New York, NY, United States

Introduction: Music Therapy is the clinical and evidence-
based use of music interventions to accomplish
individualized goals within a therapeutic relationship by a
credentialed professional who has completed an approved
Music Therapy program.

Aims: To analyze the effectiveness of music therapy
interventions for patients with advanced cancer admitted to
a palliative care unit (PCU). Study design: Prospective
randomized controlled study. Inclusion criteria: patients with
advanced cancer, older than 18 years, Karnofsky
performance status of 30 or more.

Methods: All patients (treatment group and control group)
were evaluated: musical history, state anxiety, level
depression (HADS), well-being (analogue scale of well-being
0: worse, 10 better well-being) and physical and emotional
symptoms (sum of 9 items) pre-session and upon entry and
final Music Therapy treatment sessions. Treatment group
received 4 Music Therapy sessions on alternating days, with
each musical intervention lasting 30 to 45 minutes.

Results: N=70 (35 treatment, 35 controls). The characteristics
of both, treatment group and control group, were similar.
Statistical differences between cases and controls were
found in the following parameters: well-being scale, number
of symptoms, as well as anxiety and depression (HADS)
(Table 1).

Table 1. Parameters at the beginning and at the end

(Case Case Control Control  Pvalue
(beginning)  (end)  (beginning)  (end)
Well-being scale 53 17 59 5.1 <0.001
Symptoms 1.0 13 16 6.7 <0.01
HADS 22 16.8 16.5 186 <0.001

Statistical differences were not found in asthenia and pain
(marginal).

Conclusions: Music Therapy in advanced cancer patients
admitted to a PCU showed benefits in quality of life, anxiety
and depression, and decreased the number of symptoms.
This study suggest that Music Therapy is recommended for
advanced cancer inpatients.

Abstract number: PD 2.8
Abstract type: Poster Discussion

What Does “Spiritual Care” Stand for in
Pediatric Palliative Care? A Well-grounded
Approach: The Web-based Ontology of
Spirituality

Stiehl T, Fiihrer M.", Borasio G.D.2, Kunzmann C2, Schmidt A3,
Roser T*

"Ludwig-Maximilians University Munich, Coordination Center
for Pediatric Palliative Medicine, Miinchen, Germany, *Centre
Hospitalier Universitaire Vaudois (CHUV), Service de Soins
Palliatifs, Lausanne, Switzerland, *FZI Research Center for
Information Technologies, Karlsruhe, Germany, “Ludwig
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Maximilians Universitdt, University Hospital, Campus
Grosshadern, Research Center for Spiritual Care, Miinchen,
Germany

Contact address: tanja.stiehl@elkb.de

Background: Most articles on spiritual care in pediatric
palliative care focus on single aspects such as the spirituality
of the parents or the spiritual quality of life. Other articles
show the usefulness of spiritual care in this context. Our aim
was to explain the complexity of spiritual care in pediatric
palliative care practice.

Method: We analyzed the records of 143 patients from a

German specialized outpatient pediatric palliative care unit

(SOPPC) between 2004 and 2009. All members of the

multidisciplinary team use those records for documentation.

Sections are: sociodemographic data, medical report,

nursing, social work, and additional information. Although

there is no separate section on spiritual care, spiritual,
religious, and cultural aspects could be identified
throughout the records. The methodology was developed
following an IT-based ontology. We collected and structured
all data on spiritual, religious and cultural aspects in order to
develop a comprehensive concept of spirituality within

SOPPC.

Results:

Main topics concern implicit spiritual needs (beyond faith) in

relation to culture, concepts of ‘family; understanding of

death and nursing problems.

1. Explicit spiritual themes are:"Why?” (mostly combined
with:“Who is guilty?”), almightiness/helplessness,
transcendence, eternal love and eternity/finiteness.

2.The spirituality and spiritual needs of the child may differ
from those of the family. Spiritual care interventions
address the child, the family or both.

Analyzing cases based on this ontology may help in realizing

spiritual care interventions that meet the specific needs of

the children and their families: ritual, pastoral counseling,
meaningful silence, spiritual guidance.

Discussion: The ontology provides a model to describe the

complexity of spiritual care in pediatric palliative care and

allows for the integration of spiritual care into current
practice.

Abstract number: PD 2.9
Abstract type: Poster Discussion

A Strategic Development Using ‘High’
Facilitation to Implement and Sustain the Gold
Standards Framework for Care Homes in 71NHs
across 5 PCTs

Hockley J.M., Care Home Project Team

St Christopher’s Hospice, Care Home Project Team, London,
United Kingdom

Contact address: j.hockley@stchristophers.org.uk

In 2008, St Christopher’s Hospice, UK set up the Care Home
Project Team to implement the Gold Standards Framework
for Care Homes (GSFCH). The team covered a population of
1.4 million with 71 NHs and consisted of 5.5 FTE clinical
nurse specialists (CNSs) funded through local charities. A
"high’facilitation model was adopted to counteract the ‘low’
context of care homes.
Aim: To implement the GSFCH and set up a sustainability
initiative to: reduce inappropriate hospital deaths; empower
NH staff/general practitioners in advance care planning
(ACP), Liverpool Care Pathway or equivalent (LCP), and do
not attempt resuscitation (DNaCPR) orders to improve
quality of end of life care.
Methods: CNSs worked across specific areas to build
relationships with local NH managers, their general
practitioners and local commissioners. Over a 5-year period,
all NHs completed the programme. Audit details were
undertaken prior to NHs commenced the GSFCH. NH
managers were encouraged to join a local sustainability
cluster group (7-8 NHs). The groups met regularly and
consisted of:
« a palliative care (PC) Induction Day/6 monthly - all new
staff (didactic)
« 4-day PC training - nurses/carers (experiential)
« Action learning/bi-monthly - NH managers (critical
thinking)
Results: Inappropriate deaths in hospital were reduced by
21% across the five PCTs. In 2007/8 prior to commencing
GSFCH, 57% residents (n=324) died in 19 NHs undertaking
the programme. In 2011/12, across 71 NHs, 78% residents
(n=1,351) died in the NH. Similar data is represented in
increased use of LCP. DNaCPR, and ACP. The team is now
fully funded by local PCTs.
Conclusion: Specialist palliative care is in a position to work
strategically with NHs to develop high quality EoLC. It
requires CNSs, who understand the ‘low’ context of care
homes, to develop relationships in order to empower NH
staff. Although results are encouraging, it is now important
to measure the quality of care during the last month of life.
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Abstract number: P1-001
Abstract type: Poster

CRPS-I with Neoplastic Origins Treated with
Perineural Catheter Placement

Varrassi G., Guetti C2 Berrettoni R, Di Martino C2 Angeletti
PM.?, Paladini A%, Marinangeli F?, Angeletti C>

'General Manager AUSL Teramo, National Health Care Service,
Teramo, Italy, 2Department of Health Sciences, Anesthesiology
and Pain Medicine, University of L'Aquila, LAquila, Italy,
*Operative Unit of Anesthesiology, Intensive Care and Pain
Medicine, Civil Hospital ‘G. Mazzini; Teramo, Italy

Introduction: Complex Regional Pain Syndrome | (CRPS-I)
clinically appears with paraneoplastic manifestations. The
clinical case we present, shows results of a female patient
affected by CRPS-I, secondary to a left brachial plexus
infiltration caused by mammary carcinoma, treated with
continuous infraclavicular brachial plexus block.

Clinical case: A 55 years old woman arrived at the
algological observation with a diagnosis of locally infiltrating
mammary carcinoma. She had already undergone a left
breast quadrantectomy with subsequent homolateral
armpit emptying. The patient reported pain located on the
left harm and showed signs and symptoms of CRPS-I
associated with a neoplastic lesion. The patient showed
continuous pain (VNRS=8-9), paresthesia, hyperalgesia,
perspiration anomaly in the painful area, dyschromia and
thermoregulatory modifications of the left upper limb,
associated with hypostenia of the harm, tremor and
dystonia. A neuropathic component became more evident
with the manifestation of tingling, pin and needles,
hypoanalgesia, allodynia.

After a therapy with opioids failed, we judged adequate to
use an invasive regional analgesic technique, valid for the
manifestation of a neurovegetative syndrome, with a severe
neuropathic characterization. An inflaclavicular catheter has
been placed following the Raj technique. The analgesia
obtained with ropivacaine HCI 0,2% after the initial bolus of
3ml, has generated the total anesthesia of the harm areas
affected by CRPS-I, while several bolus of ropivacaine HCI
0.2%, for a maximum of 1ml each bolus, every 6-7 hours, has
assured an excellent resolution of pain (VYNRS=0-1).
Conclusion: The technique presented in this case, has been
able of minimizing the pain, reducing the motor and
sensorial disability of the injured limb, improving the
patient’s psychological aspect and her quality of life in the
short and medium term.
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Introduction: Pain associated with difficult wounds often
remains undiagnosed and under-treated. Only 6% of
patients with chronic ulcers are treated with an effective
analgesic therapy, even though 75% of them indicate the
pain as moderate or severe. Untreated pain negatively
influences the process of healing as well as the patient’s
compliance and quality of life.

Clinical case: An 84-year old woman (weight: 45 kg) with
an ulcerated cutaneous T-cell lymphoma, localized in right
scapulo-humeral articulation, came to our attention. She
had severe pain (v-NRS=10) radiating to the upper limb and
ipsilateral cervical region. Pain disrupting her night sleep.
She was prescribed transdermal buprenorphine (BUP-TD)
17.5ug/h/84h and tramadol 50mg as needed. After 7 days,
the patient showed a reduction in pain intensity (v-NRS=6).
Nonetheless, episodes of breakthrough pain (BTp)
continued with vNRS=10, BTp>6 episodes/24h. No side
effects were noticed, except for slight sleepiness. BUP-TD
was incremented to 35ug/h and tramadol replaced with
sublingual buprenorphine (0.2 mg). Pain was controlled (v-
NRS=2) and night sleep improved. However, pain could still
not be controlled during wound dressing, and patient
refusing to undergo the procedure of debridement.
Therefore, sublingual buprenorphine was prescribed 30 min
before wound curettage. An adequate level of analgesia was
obtained, which greatly improved patient compliance.
During the following month, she was subjected to wound
dressing two times per week, during which pre-emptive use
of sublingual buprenorphine was made.

Discussion: The use of buprenorphine is extremely flexible
when counteracting hyperalgesia and managing pain, even
in case of mixed pain from difficult wound. The reported
case highlights how BUP-TD formulation associated with
sublingual administration, exploits pharmacokinetics in the
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phases immediately prior to starting the procedure of
debridement, with good efficacy and tollerability also in
older patient.
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Aims: Pregabalin (PGB) is an antiepileptic drug indicated for
neuropathic disorders and fibromyalgia. In Japan, PGB is
approved only for treating neuropathic pain. PGB has been
labeled a Schedule V drug with the lowest potential for
abuse.

Methods: We review 2 cases of patients who discontinued
PGB and showed unexpected extreme symptoms.

Results: Case 1, a 69-year-old man with malignant myeloma
was taking 75 mg of PGB once daily with 20 mg oxycodone
for neuropathic pain caused by fracture of the 10" vertebra.
Because of nausea, he could not take PGB without taper.
Thirty hours later, he developed hyperactive delirium. After
administration of PGB (75 mg), the delirium rating scale
(DRS) score decreased from 24 to 3.

Case 2, a 50-year-old man with renal cell carcinoma and
bone metastasis was being treated with sunitinib. For leg
neuralgia, he received 150 mg of PGB twice daily for 28 days
with 40 mg oxycodone and acetaminophen. He
discontinued PGB and acetaminophen by himself. Thirty
hours later, he felt disoriented and called an ambulance. He
developed delirium with fatigue and appetite loss.
Restarting of PGB ameliorated most symptoms, and DRS
score decreased from 16 to 2.

Conclusion: Two patients ware continued on the same
dosage of PGB without euphoric feelings that was
suspected to be abuse before delirium. However, rapid
discontinuation of PGB may increase the risk of delirium by
eliminating inhibition of excitatory neurotransmitters. PGB
binds to calcium channels and acts as a gamma-
aminobutyric acid analog that is a major inhibitory
neurotransmitter in the brain. PGB is approved for treatment
of generalized anxiety disorders. Gastrointestinal (Gl)
symptoms like vomiting are common among cancer
patients. Proper precautions are necessary when prescribing
PGB to patients who are predisposed to develop Gl
symptoms. It is necessary to consider patient education and
how and when to taper PGB dosage.
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Aims: Cancer patients and their relatives often fear of
opoiods which is a major obstacle to the efficient pain
control. The direct aim of the study is to gather information
on the preconceptions on pain medication by investigating
the specific meanings of the word‘morphine’among
Hungarian students by a specific word association method.
The study is one of the pilots of a broader study among
cancer patients and their family members on attitudes
toward pain medication. The final aim is to design effective
interventions for improving cancer pain control in Hungary.
Methods: 625 healthy adults (age 22+2,43 years) were asked
to give the first 3 words that come into their minds when
reading the word “morphine”. The online questionnaires
collected additional information on demographic data,
health status, and experiences with pain control of the
subjects. The occurrence of cancer in the family was also
detected.

Results: The answers show mainly negative attitudes
towards morphine. The most frequent association was
“illegal drug" 88,1% of the subject give negative associations
like ‘addiction; ‘harm; ‘death; and ‘kill’ Only 36% of them
mentioned more positive associations like‘pain control’or
‘relief’ These results were independent from the
occurrence/nonoccurrence of cancer in the family (Pearson
Chi-square=141,25 and 253,25 =respectively, n.s.) The
presentation gives more detailed analysis of the results.
Conclusion: Working in a hospice institution the author
often experience reluctance on the patients’side to accept
adequate pain medication, which interfere with the
professional efforts to alleviate suffering. In order to handle
these patients’and family members' barriers to pain control,

we have to recognize and understand the preconceptions
and fears, which - as this study proves - are being formulated
long before and independently from the occurrence of
cancer in the family. Thus well established educational
programs are needed in this field in Hungary.
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Background: There is no difference between morphine and
oxycodone on a population level, however there is wide inter-
individual variation in response within and between these
two drugs. Opioid switching is common clinical practice when
patients fail to respond to the first-line strong opioid.

Aims: To explore the circumstances around and results of
opioid switching.

Methods: A randomised controlled trial of morphine versus
oxycodone for cancer-related pain was conducted (n=200).
Doses were titrated according to response using the
immediate release preparations. Where inadequate
analgesia or intolerable side effects, patients were switched
to the alternate opioid, and re-titrated. The dose conversion
ratio of morphine: oxycodone, 2:1 was used in both
directions. Pain and adverse reaction scores were recorded
at the points of clinical response and non-response.
Results: There were 2 distinct opioid switching types: early
switching when pain was uncontrolled and/or intolerable
side effects experienced despite dose titration and late
switching when an initial good response was subsequently
lost. Per protocol analysis showed 50/165 patients required
opioid switching. Pain and side effect scores at the point of
switching were similar for both early and late opioid
switchers. Response to second-line opioid was similar in
both early and late opioid switching.

Discussion: Opioid switching improved clinical outcome in
both early and late groups. Failure of opioid response may
be driven by different mechanisms: early switching may
indicate an innate, genetically determined intolerance whilst
late switching may be due to an acquired tolerance. Several
factors are known to interfere with opioid responsiveness,
including disease progression, change in type of pain, the
development of pharmacological opioid tolerance and the
accumulation of metabolites.
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Introduction: Ireland’s opioid consumption is the 8" highest
in Europe. However our morphine consumption was 20%
lower and our oxycodone consumption was 60% higher in
2010 compared to 2006.

Aim: To report the changes in oral WHO Step lIl opioid usage
from 2000-2011 in a 560 bed Irish teaching hospital.
Methods: Inpatient pharmacy dispensing reports for all oral
Step Il opioids were reviewed for 2000 and 2011. Results
were analysed and compared in terms of percentage
change and by conversion to morphine equivalent doses.
Results: There has been a 464% rise in Step Il opioid usage
in our institution from 2000-2011. There was almost 7 times
as much oxycodone dispensed as morphine in 2011,
equating to almost 14 times the oral morphine equivalent.
The use of this one drug has increased by more than 21 fold
since 2000. There was also a corresponding 240% drop in
the amount of morphine used.

Discussion: The manufacture and consumption of opioids is
increasing worldwide, but it is not obvious what has caused
the relatively greater surge in oxycodone usage. The
appointment of consultants in oncology and palliative
medicine at our institution has no doubt contributed to the
total opioid usage reflecting an improvement in practice.
Most of the current evidence on pain management does not
support the use of any one Step Il opioid over another. The
recently published NICE guidelines on opioids in palliative
care recommend morphine as the first line sustained release
agent. Furthermore the local guidelines at our institution
also recommend morphine as first line as it is as effective
and low cost. In Ireland sustained release oxycodone is
approximately three times more expensive than the
equivalent morphine sustained release dose.

This recent sudden and sustained rise in oxycodone
consumption raises questions around medical education,
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supervision and promotion influencing prescribing. Another
hypothesis is reluctance among medical staff to prescribe
‘morphine’
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Education of patients regarding pain management can
improve patient empowerment and, consequently, reduce
pain intensity. To investigate the effect of education on pain
intensity, a multicentre phase 3 study is currently ongoing
that randomizes a total of 450 patients between
radiotherapy with or without nurse-led education regarding
pain management in patients with painful bone metastases
(worst pain score =5 on a 0-10 numeric rating scale (NRS)).
The primary endpoint is pain intensity. Here we report on
lack of pain knowledge in patients randomized in the
education group.
Patient characteristics, pain intensity (NRS) and patients’
thoughts regarding pain management are assessed at
baseline, using a structured interview. Patients are asked
whether they completely agree-completely disagree ona 5
point Likert scale with the following statements
1) cancer pain can be relieved effectively
2) pain medication should be given only when pain is severe
3) most cancer patients will become addicted to pain
medication
4) itis better to give the lowest amount of pain medication,
so that larger doses can be used later if pain increases

5) itis better to give pain medication around the clock than
only when needed

6) non-pharmacological interventions can relieve pain

7) patients are often overmedicated

8) use of pain medication can be changed without
consulting a physician.

Lack of knowledge is identified if the answers on
statement 1, 5, 6 are completely or fairly disagree or on
statement 2-4, 7 or 8 completely or fairly agree.

64 patients are included, mean age 64 +10 years. Mean
worst pain was 8.2 +1.3. 60% used opioids. Most patients
(91%) lacked knowledge of at least one statement (median
2, range 1-5). Lacks were found most frequently in statement
4(66%), 2 (41%) and 3 (31%). Patients'knowledge was best
about statement 6 (7% disagreed).

Most patients lack sufficient pain knowledge, which
advocates pain education. At EAPC 2013, updated results
will be provided.
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Introduction: Postchemiotherapy
neuropathy(chemotherapy induced peripheral neuropathy -
CIPN) is one of the complications of cancer treatment.
Neuropathy is a condition that has many causes, because of
different mechanism of action chemotherapeutics agents
on nervous system.

The symptoms are: numbness, irritation and pain, usually
in the extremities. Patients describes pain as burning,
shooting pain with disturbing feeling of touch, warmth and
the cold and motoric abnormalities. There is no one effective
pain management. Many types of medications are used:
anti-seizure medications, antidepressants and Capsaicin and
Lidocaine patches. It is known that the CIPN escalation
depends on the summary dose of chemotherapeutics,
therefore limiting the treatment is the most often applied
way of protecting sick persons against complications of this
type.

Goal: Attempt to cure CIPN with alfa linolic acid (a-LA).

Method: 11 patients were subjected to the treatment and
observation from recognized clinically CIPN Pain
localization: chest 4, low extremities 4, upper extremities 2,
(two patients had pain of both 2), mouth (mucous) 1.
All patients were treated with opioids and adjuvantes.
Pain at beginning of therapy in NRS scale was NRS7, 7.
Patients received intravenous infusion (the dose of 600
mag) for 5 consecutive days. Therapy was continued at home
in the 3x600mg p.o dose through two months.
Results: At 10 patients symptoms resolved or diminished
intensivity and/or area of pain sensations during the time of
intravenous treatment. One patient didn’t respond.
Average pain score after infusions was NRS3.
At two patients symptoms returned after 3month. No major
side effects were observes.
Conclusion: The linoleic acid seems to be interesting
alternative in curing the neuropathy.
In an observational study a-LA was beneficial in cases where
gabapentine was not successful.
We didn't established the best dose of a-LA and duration of
treatment.
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Background: The existence of BTcP is controversial
especially since the commercialization of new specific
treatments. The reported prevalence of BTcP varies from
24% to 95% depending on its setting and definition. BTcP is
a common symptom still underdiagnosed because
frequency, time to peak intensity and duration of episodes
vary both within and between individuals

Methods: In a prospective, national, multicentre survey
(March to September 2010) in 11 centres treating cancer
patients, practitioners evaluated during 1 week all patients
experiencing severe cancer pain requiring opioids, using
patient and observer-rated measures.

Results: 76 patients were included, 35 filled in the Patient
Self-Report, 473 BTcP episodes were evaluated. The mean
number of episodes per patient was 13.5 + 7.9. Mean (SD)
intensity of BTcP episodes was different depending on the
mode of evaluation: 7.5 + 1.7 according to the practitioner
(numeric scale 0to 10) and 5.1 + 2.1 according to the patient
(VAS). Distribution of patients was different according to
pain intensity of BTcP: VAS 5 and 6: 8%, VAS 7: 20%, VAS 8:
34.7%, VAS >9:7%. Time to peak intensity was rapid for
53.8% and progressive for 46.2%. The mean amplitude of
intrapatient intensity variation was 2.94 + 1.84 cm. Duration
of episodes was < 30min for 54.1% of patients, 30 to 60 min
for 37.8% and more than 60 min for only 8.1% of them.
Conclusion: This survey demonstrates the significant
variability in all the characteristics of BTcP, both within and
between patients and leads to reconsider the process of
dose titration according to tolerability and acceptability
profile. Physicians should be aware that there is not one but
many different BTcP episodes. The successful diagnosis of
breakthrough cancer pain depends on frequent and
appropriate pain intensity evaluation. One optimal
individualized management should be based on a better
understanding of BTcP and a better knowledge of specific
Rapid Onset of action treatments.
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Aims: Pain management is a major task in palliative care.
Patients often experience cancer related pain. Nevertheless
patients may also experience non-malignant pain such as
musculoskeletal pain. Low-level laser therapy (LLLT) is used
in physiotherapy for management of non-malignant
musculoskeletal pain. Previous research has shown pain
reducing effects by the use of LLLT. However, studies
regarding management of non-malignant pain with LLLT in
a palliative care setting are scarce. The aim of the study was
to investigate if LLLT can help palliative care patients to
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reduce non-malignant pain and improve physical functions.
Methods: A single subject experimental design with an
ABA-design was applied.

The first phase (A1): Baseline, no treatment, data collection
at 3 times.

The second phase (B): Treatment phase, the participants
were treated 2-3 times weekly, for a total of 5-11 treatments.
Data was collected after all treatments.

The third phase (A2): Follow-up, no treatment, data
collection at 1, 2, 3, 4 weeks, 2 months and 3 months after
the last treatment. Four participants were included in the
study and received LLLT for different origins of pain, such as
fibromyalgia, vertebral compression fracture, low back pain,
arthrosis, neck pain and shoulder pain. Patient Specific
Functional Scale and Visual Analogue Scale were used for
evaluation. A cluster laser probe, (4 super pulsed 904 nm)
was used for all participants. Data was plotted graphically for
visual inspection.

Results: Decreases of pain intensity were found in all four
participants with a clear change during the B phase in which
the LLLT treatment was applied. Improvements in physical
functions were also found indicating that findings affect
body function and activity.

Conclusion: The LLLT treatment may be a beneficial
treatment for managing pain of non-malignant origin in a
palliative care setting, but more studies are warranted.
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Aims: Ketamine is an anaesthetic agent that can be used as
an analgesic in palliative care. A variety of routes and
regimens have been described. The literature provides only
limited evidence to support particular regimens. A potential
side-effect of ketamine use is urinary tract toxicity. A supra-
regional audit was undertaken to look at the use of
ketamine, and the attitudes and experiences of healthcare
professionals of its use.

Methods: Healthcare professionals, including doctors,
nurses and pharmacists, completed an internet survey on
their attitudes towards the use of ketamine. Alongside this,
data on the use of ketamine was collected prospectively via
a data collection proforma.

Results: 50 professionals of varying professions and grades
completed the survey on the use of ketamine. During the
prospective 7 month data collection period, there were 39
uses of ketamine.

Professionals felt more confident in the use of ketamine
compared to methadone, however only 58% had been
involved in initiating ketamine in the previous 12 months.
Confidence in managing urinary symptoms in patients
taking ketamine was low.

There was a lack of consensus over the preferred route of
use. Professionals’ previous experiences of using ketamine
influenced the route and regimen selected. Titration
regimens also varied between different units and clinicians.
The majority of patients’ opioid dose remained unchanged
after the initiation of ketamine. Where it was decreased, this
was done after side-effects were observed rather than as
ketamine was first introduced. The degree to which patients
were monitored during the titration phase differed from unit
to unit.

Conclusion: There is currently no standardised regimen for
using ketamine in palliative care. Professionals’ previous
experience of ketamine influences their practice. Regional
guidelines on the use of ketamine as an analgesic will be
introduced as a result of this audit.
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Aims: Methadone is used as an analgesic in palliative care.
The evidence base for its use is limited. The complex
pharmacology of methadone means that individual
responses to it vary, and it can therefore be difficult to titrate.
When rotating to methadone from another opioid, there is a
lack of consensus over approaches to dose conversion. A
supra-regional audit of existing regional guidelines on the
use of methadone was conducted. An additional survey of
healthcare professionals working in palliative care was also
conducted to evaluate their perceptions of and confidence
in using methadone.

Methods: Healthcare professionals, including doctors,
nurses and pharmacists, completed an internet survey on
their attitudes towards the use of methadone. Alongside
this, data on the use of methadone was collected
prospectively via a paper proforma.

Results: 46 professionals completed the survey on their
attitudes to the use of methadone in palliative care. During
the prospective 7 month data collection period, methadone
was used in only 10 patients.

Most patients were on large doses of opioids (equivalent to
more than 500mg oral morphine daily) before conversion to
methadone. Of the 10 patients commenced on methadone,
4 died before they could be discharged.

Only 30% of professionals surveyed had been involved in
the initiation of methadone in the previous 12 months. All
professional groups recorded an average confidence level of
less than 7 out of 10 in using methadone.

Conclusion: Methadone is used infrequently in palliative
care and tends to be used late in the disease process when
other approaches have been unsuccessful. There is little
consensus on dose conversion and titration methods. Many
professionals lack confidence in its use. Following the results
of the audit, regional guidelines have been updated.
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Aims: Parecoxib (‘Dynastat’) is a selective COX-2 inhibitor
used in the short-term management of acute post operative
pain through intramuscular or intravenous injection. There is
a paucity of literature on the use of parenteral selective COX-
2 inhibitors in palliative care. We have experience of using
Parecoxib via continuous subcutaneous infusion (CSCI). This
audit assessed current prescribing practice for our use of
Parecoxib CSCI.

Methods: Retrospective chart audit of hospice in-patients
treated with CSCI Parecoxib over 9 months. Data regarding
indications, doses, duration of treatment, side effects and
infusion site integrity was collected. Standard: 100%
compliance for documentation of effectiveness of CSCI
Parecoxib, baseline and repeat renal function.

Results: 10 patient episodes recorded. Of these, 9 had pain
from bone metastases and 1 had pain from
lymphadenopathy. Improvement in pain control using CSCI
Parecoxib was documented in 7 cases. 1 additional patient
found PRN subcutaneous Parecoxib more effective. Starting
24 hour dose ranged from 20-80mg and final 24 hour dose
range was 40-80mg. Baseline renal function was recorded in
100% of cases and was repeated in 80%. 2 patients were in
the terminal phase and repeat blood sampling was
inappropriate. Deterioration in renal function was observed
in 3 cases however no dose reductions were necessary. All
infusions used 0.9% saline and no site reactions were
observed. Median duration of infusion was 14.5 days.
Conclusion: Results suggest there is a place for the use of
Parecoxib via CSCl in the management of pain from bone
metastases. This small audit has demonstrated that CSCI
Parecoxib provided good pain relief not complicated by site
reactions, suggesting the drug is both well absorbed and
safe to use via this route. Monitoring of renal function is
essential, however appropriateness depends on the
individual patient. Further larger scale study into the
application of Parecoxib via CSCl is needed.
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Aims: Although opioid therapy has been the mainstay
treatment for cancer pain, the prevalence of opioid-related
adverse events has not been reported in Korea. The study
aims to investigate the prevalence, risk factors and
management of opioid-related adverse events among
cancer pain patients.

Methods: A cross-sectional analysis of 2,395 cancer pain
patients from 30 teaching hospitals in Korea was performed
with data extracted from patient charts and questionnaires.
Clinical characteristics, prevalence and treatments for
adverse events were assessed.

Results: Of 2,395, the overall common adverse events were
constipation (40.3%), dry mouth (37.8%), and asthenia
(37.4%). The common opioid-related adverse events were
constipation (29.7%), dry mouth (17.2%), and somnolence
(14.7%). For the management of adverse events, laxative use
was most common (49.7%). Although about half of patients
used laxatives for prevention-purpose, 18.5% of patients still
developed constipation. The route of opioid administration
was not associated with increased adverse events, especially
for constipation. The impact of adverse events on daily
activities was highest in constipation followed by asthenia,
urinary retention and vomiting. Multiple regression analyses
indicate that cancer type and stage, ECOG, pain intensity
and opioid dose were associated with adverse events. In
particular, opioid use duration > 6 days was associated with
constipation with the odds ratio of 1.67 (Cl 1.24-2.26).
Conclusion: This nationwide study evaluated the prevalence
of opioid-related adverse events for the first time in cancer
pain patients in Korea. As evidenced by the negative impact
of adverse events on patients’daily activities, proper
management is critical. Constipation in particular may need
a mechanistic treatment approach where the cause of
constipation may be addressed by opioid antagonist since
laxatives were still limited in controlling constipation. This
study was funded by Mundipharma Korea Ltd.
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Meaning of Pain for Patients Living with
Advanced Cancer and how it Influences
Functional Behaviour: A Qualitative Research
Study

Jennings R.

St Joseph's Hospice, Therapies Department, London, United
Kingdom

Contact address: rjennings@stjh.org.uk

Background: Health related quality of life incorporates
physical function and independence which are high
priorities for patients with advanced cancer. These two inter-
related domains can be compromised through the
experience of cancer pain. Patient-held meanings of cancer
pain may have potential to influence behaviours which
determine functionality and quality of life.

Study aim: To explore the meanings of pain among patients
living with advanced cancer and to understand how these
influence functional behaviours.

Method: In-depth, semi-structured, qualitative interviews
were conducted among 10 patients with advanced cancer
who had experienced cancer pain for longer than 1 month.
Patient participants were recruited from a hospice palliative
care service. Data was analysed using Interpretative
Phenomenological Analysis to identify emergent themes.
Results: Meaning of pain in advanced cancer is inextricably
linked with loss and bereavement. Meaning of pain is a
dynamic, temporal process underpinned by the following
emergent themes:

(i) nature of cancer-related pain,

(i) multidimensional impact of pain on patients’function
and behaviour,

(iii) ‘Web of Loss": a complex network of losses that result in

and perpetuate cycles of further loss and

(iv) balance of hope and appreciation of life.

The data suggests meaning of pain has an indirect influence
on behaviour, mediated by coping strategies patients adopt,
with potential to promote both constructive and
maladaptive responses in functional behaviour.
Conclusions: The findings further our understanding of the
experience of cancer pain and inform bio-behavioural
approaches to palliative pain management.
Recommendations include

(i) tailoring care to address the existential nature of cancer
pain with attention to the presence of preparatory grief and
(if) promoting constructive coping strategies to support
patients to make sense of their pain and maintain functional
independence within the limitations of advancing disease.
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Cancer Pain Management in a Northern City of
Turkey: Phisicians’ Attitudes and Prescribing
Practices

Suren M., Yildiz Celtek N.2, Onder Y2, Sahin A, Citil R3, Okan 15,
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'Gaziosmanpasa University School of Medicine, Anesthesiology
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Anesthesiology and Reanimation, Tokat, Turkey,
*Gaziosmanpasa University School of Medicine, General
Surgery, Tokat, Turkey, °Gaziosmanpasa University School of
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Aim: Although majority of cancer patients experiencing
pain can be treated successfully by a variety of applications,
yet many patients complained about the pain. The
inadequate management of pain partly lies in the attitude
and knowledge of physicians towards pain control. This
study aimed to evaluate the opinions, knowledge and the
constrainment of physicians dealing with cancer patients
towards the pain management especially on opioid use in a
Northern city of Turkey.

Materials and methods: The study sample was selected
form physicians dealing with cancer patients in a second line
healthcare facility (the only county hospital). A
questionnaire of 9 items were prepared and handed to the
physicians. Some of the main items included in the
questionnaire were the demographic and professional
information about the physician, the frequency of opioid
use in cancer patients, the fear of opioid use due to the
addiction and respiratory depression. The questionnaires
were returned and evaluated by SPSS 18.0 (Chicago, IL).
Results: One hundred and thirty questionnaires were
distributed and 86 were completed and returned back 86
(66.1%) were male with the mean age of 37.97+8.5 years. 74
% were experienced with more than 5 years in their
profession. The frequency of opioid prescribe was
distributed as never in 28.9%, seldom in 24.1%, sometimes
in 26.5%, frequently in 14.5%, always in 2.4%. The prediction
on the frequency of addiction in cancer patients after opioid
use was distributed as no idea in 56.6%, very low in 15.7%,
moderate in 18.1%, high in 7.2% and very high in 2.4%. The
fear about the respiratory depression in opioid using-
patients was always in 1.2%, very little in 14.4%, generally in
10.8%, seldom in 22.9%, never in 18.1% and no idea in
32.1% physicians.

Conclusion: The experience of physicians dealing with
cancer patients in pain management of our region is limited.
Especially the opioid use was hindered by the fear of
respiratory depression and opioid addiction.
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Opioids: Improving Safety and Reducing Risk

Wanklyn S.', Tarver K2, Gibbs M2, Gough N.%, Khan S.A.!

'Dept. of Palliative Care, Guy’s and St Thomas’ NHS Foundation
Trust, London, United Kingdom, 2Macmillan Cancer Centre,
University College Hospital, London, United Kingdom, *St.
Christopher’s Hospice, London, United Kingdom, “Royal
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Contact address: shaheen.khan@gstt.nhs.uk

Aims: Opioid medications are widely used in palliative care
and pain services. The use of these medications should be
subject to evidence-based guidelines with robust safety
mechanisms. We discuss the role of our Opioid Safety and
Improvement Group, which is interdisciplinary and has
representation from several specialties including palliative
care, pain and oncology. The group develops innovative
approaches to the management of patients taking opioid
medications, demonstrating improvement at all stages of
the patient pathway.
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Methods: The group meets every two months. Incidents are
discussed using the group’s “Model for Safety Improvement”.
Causes of errors are explored so that system weaknesses can
be identified and rectified.

Results: Safety initiatives led by the group have contributed

to the downgrading of opioid medication risk status from

‘red’to ‘green’locally. Improvements have been made in key

areas including:

« Syringe drivers - a supplementary chart has improved
safety at the prescribing, set-up and monitoring stages. The
process for discharging patients with injectable medicines
from hospital has improved via an electronic solution.

« Opioid patches - a range of solutions highlighting the need
to monitor, prescribe, administer and dispose of patches
correctly has improved safety.

« Opioid safety across care settings - this is addressed by a
network risk management programme focusing on
improving medicines access, reconciliation of syringe
driver contents and a redesign of the documents used to
record these medicines.

Conclusions: We have demonstrated the benefits of a

collaborative approach in improving opioid safety. This work

has implications for all clinicians involved in palliative care,
pain and oncology. There is potential transferability to
clinical situations involving other high-risk medications.

Dissemination of this work will allow the group to build on

progress with colleagues across clinical and organisational

boundaries.
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Family Caregivers’ Beliefs and Barriers to
Effective Pain Management of Cancer Patients
in Greece

Konstantis A.', Exiara T2, Andreadou A.", Repana D.", Nikoloudi
S.', Risggits A?, Mixailidou A >, Papanastasiou S.2, Karavasilis V.!
'Papageorgiou General Hospital, Thessaloniki, Greece, *General
Hospital of Komotini, Komotini, Greece, *General Hospital of
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Contact address: a_konstantis@yahoo.gr

Introduction: Pain is a common symptom in cancer
patients. Nowadays, there is a shift of care from hospital to
home that increases the extent to which family
caregivers(FC)are involved in pain
management(PM).Identifying their beliefs and barriers to
pain control can improve quality of PM at homecare setting
and patients’ quality of life.

Aims: Perform a reliability and validity study of the Barriers
Questionnaire II(BQ-Il)in Greece and describe FC beliefs and
barriers to effective PM of cancer patients.

Methods: The study planned as a descriptive and cross-
sectional survey of a cohort of FC meeting the eligibility
criteria. They recruited from two regional hospitals and
completed BQ-II. Descriptive statistics and frequency
distributions were generated for responses to all items and
Cronbach-a value for the total scale and
subscales(Physiological Effects,
Fatalism,Communication,Harmful Effects).t-tests were
conducted to assess relationships between demographic
data, previous use of analgesics or patients health status and
FC beliefs regarding PM.

Results: 82 questionnaires were included in the study.
Cronbach-a for BQ-Il is >0.9.Most of the participants
reported worries on analgesics’side effects that often are
assumed as irreversible. They agree on the effectiveness of
medicine and analgesics in treating cancer pain and on
addiction to them. They disagree on the communication of
pain as a factor that distracts doctors from the treatment of
the cancer.

Conclusions: BQ-ll is a valid and reliable scale for defining FC
attitudes and barriers to cancer PM in Greece. Most of their
beliefs can act as potential barriers in effective PM in
homecare settings. Further education and training of health
professionals, interventions targeted to caregivers,
establishment of pain centres, recruitment of hospitals with
pain management specialists, development of home care
teams and a national palliative care plan can change current
practises and improve quality of cancer care.
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Usefulness of Neurolytic Saddle Block with
Intrathecal Combined Phenol and
Dexamethasone for Intractable Sacral Pain due
to Bone Metastasis of Rectal Cancer

Koyama Y.!, Ono K.', Koguchi K2, Nishioka M., Hidaka H.!,
Kusudo K.', Ishii K., Tanaka C.", Taguchi S.', Kosaka M., Saeki M.!
'Fukuyama City Hospital, Dept. of Anesthesia and Oncological
Pain Medicine, Fukuyama, Japan, *Fukuyama City Hospital,
Dept. of Pallative Care, Japan

Aims: Neurolytic saddle block with intrathecal phenol can

provide excellent pain relief of the perianal area in patients
who have been refractory or intolerant of aggressive
conventional management. However, pain due to pelvic
recurrence including sacral invasion is severe and
intractable, and phenol saddle block is ineffective for such a
pain. We experienced two cases in which saddle block with
intrathecal combined phenol and dexamethasone were
effective for sacral pain caused by metastasis of rectal
cancer.

Methods and results:

Case 1: A 73-year-old man, who was given
abdominoperineal resection of the rectum three years ago,
presented with severe perianal pain due to pelvic recurrence
of rectal cancer. At first, intrathecal saddle block with 0.3mL
of phenol 10% in glycerin was recieved. Although perianal
pain was almost disappeared, he complained of buttock
pain due to sacral metastasis and needed oxycodone
160mg/day with adjuvant analgesics. Since his pain
progressed severely during one month, we performed the
saddle block with combined 0.2mL of phenol and 2mg of
dexamethasone intrathecally. After the second approach, his
sacral pain was reduced and controlled well with oxycodone
40mg/day without supplemental analgesics.

Case 2: A 54-year-old man presented with pain of perianal
area and buttocks due to destructive sacral metastasis of
rectal cancer, and not controllable with intravenous fentanyl
250mcg/hour and oral pregabalin 300mg/day. We applied
saddle block with combined 0.2mL of phenol and 2mg of
dexamethasone intrathecally. Just after the block, he
presented with somnolence which was considered the
symptom of withdrawal from fentanyl and that lasted for
approximately one day. Two days after the block, only
intravenous fentanyl 10mcg/hour was needed for relieving
his pain.

Conclusion: We can conclude that saddle block with
intrathecal combined phenol and dexamethasone might be
effective for severe sacral pain due to bone metastasis of
rectal cancer.
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The Systemic Inflammatory Response and its
Relationship to Pain and Other Symptoms in
Advanced Cancer Patients

Laird BJ.A."?, Mcmillan D?, Fearon K., Fayers P? Kaasa S,
Fallon M.", Klepstad P?

"University of Edinburgh, Edinburgh, United Kingdom, 2NTNU,
European Palliative Care Research Centre, Trondheim, Norway,
3University of Glasgow, Glasgow, United Kingdom

Background: Inflammation has been identified as the 7%
hallmark of cancer and is necessary for tumorgenesis and
maintenance of the cancer state. Symptoms are also
common in cancer patients however little is known about
the relationship between symptoms and inflammation in
cancer. The aim of the present study was to examine
symptoms and their relationship to the inflammation in a
large multinational cohort of patients with advanced cancer.
Patients and methods: Data from an international biobank
of advanced cancer patients were analysed. Symptoms and
patient related outcomes were recorded using the EORTC
QLQ C-30. Systemic inflammation was assessed using C-
reactive protein (CRP). The relationship between these
symptoms and systemic inflammation were examined using
Spearman’s rho rank (p) correlations and the Mann-Whitney
U test.

Results: Data were available on 1466 patients across eight
European countries; 1215 patients (83%) had metastatic
disease at study entry. The median survival was 3.83 months
(IQR 1.33-12.17). The following were associated with
increasing levels of inflammation; performance status
(p=0.179), survival (p=0.347), increased pain (p=0.154),
appetite loss (p=0.206) poorer cognitive function (p=0.137),
increasing dyspnoea (p=0.150), increasing fatigue (p=0.197),
worsening physical function (p=0.207), worsening role
function (p=0176), worsening social function (p=0.132),
worsening quality of life (p=0.178). All were statistically
significant at p< 0.001. When CRP was dichotomised
(below/above 11) we obtained almost identical number of
highly significant factors.

Conclusion: The results show the majority of cancer
symptoms are associated with inflammation. Further studies
examining the attenuation of the inflammatory response
and the effect on symptoms would be of interest.
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Hypomagnesemia and Refractory Pain in
Advanced Cancer Patients: Case Series

Lépez-Saca M., Vaquero J."?, Larumbe A2, Centeno C.'?
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Background: There are some drugs of frequent use in
advanced cancer patients under quimotherapy (cisplatin,
cetuximab) or for other indications (antibiotic, PBI) that may
decrease serum concentrations of Mg through
gastrointestinal or renal mechanisms. Preclinical studies in
animals have shown that Mg potentiates the analgesic
effect of opioids and can prevent hyperalgesia perhaps
trough its effect blinded the N-methyl-D-aspartate receptor.
Clinically, hypomagnesemia can produce neurological
symptoms as irritability, hallucinations, tremors or
convulsions, but reports of hypomagnesemia and pain are
unusual.

Clinical cases: We present four clinical cases of excruciating
pain and hypomagnesemia. All patients were hospitalised,
with advanced cancer, recent quimotherapy and under
opioids. A patient was also with ketamine as adjuvant. The
pain was presented in crisis of top intensity with fluctuation
and anarchic response to opioids. We show the evolution of
pain intensity and the blood levels of Mg. Excruciating pain
was associated with Mg in the range of 1.2-1.5 mg/dl.
Intravenous Mg replacement (12 mEq diluted in saline in 30
minutes) follow by same daily dose to cover requirements
was indicated in all of them. Mg levels of 1.9 to 2.2 mg/dI
were associated with relief pain.

Conclusion: Correction of hypomagnesemia can be
associated with pain relief in concreted situations.
Founding: None
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To Be in Pain (or Not); A Computer Enables
Outpatients to Inform their Physician
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Aim: In the outpatient oncology clinic, pain management is
inadequate. Incorporating systematic pain management
into visits to the clinic is likely to improve this. In 2009, we
started an innovative program, including structured
electronic assessment of outpatients’ pain intensity, with the
aim of improving pain management. In this study, we
investigated whether the program improved pain control.
Method: At eight oncology outpatient clinics, patients were
asked to register their pain intensity on a touch screen
computer. These scores were immediately entered into their
electronic medical record. Additionally, a hospital-wide
multidimensional cancer-related pain treatment protocol
and web-based patient education were developed. A data
warehouse system enabled us to extract the patient data
from the electronic medical record anonymously and to use
it for analysis. The main outcome was the adequacy of pain
management; analyzed by the percentage of patients with
moderate to severe pain (current pain intensity, NRS>4)
during the first two weeks and after six months.

Results: During the first six months after implementation, in
8.968 of the 20.071 visits (45%), patients registered their pain
intensity on the touch screen computer. The mean age was
54 years (sd=14) and 53% was male. Forty-four percent
reported to be in pain (NRS>0). During the first two weeks of
the implementation, 14% scored their pain as NRS>4. After
six months, the prevalence of moderate to severe pain
decreased with 33% compared to the start (9% NRS>4).
Conclusions: Although it is difficult to convince patients to
adhere, pain registration by patients themselves is feasible,
provides insight into patients’pain and may serve as a basis
for improved integration of pain treatment into daily
oncology care. For both physicians and nurses, it will be
clearer for which patient pain is a problem, so that pain
treatment can be tailored individually.
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Clinical Benefit and Failure Factors of
Methadone Rotation as Second Line-opioid in
Patients with Advanced Cancer: Preliminary
Results
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Aim: To assess the clinical benefit of rotation (ROP) to
methadone (MTD) as second-line opioid in patients (pts)
with advanced cancer and to identify factors of early failure
to MTD ROP (< = 28 days post ROP).
Material and methods: Prospective study assessing pain on
days 3,7,9,14,21 & 28 post ROP to MTD. Pts on MTD &
average pain < 4 without opioid toxicity on day 28 were
considered responders. Pain was assessed using BPI & opioid
toxicity with (CTCAEv3.0).
Results: Until now it has been included 117 pts (80.7%
sample size). Mean age 58 y-old, men 69%. The most
frequent neoplasms were lung 25% & pancreas 14%. Using
ECS-CP 89% pts had bad-prognostic factor for pain control.
Before MTD ROP pts were on Fentanyl 56%, Oxycodone
18%, Morphine 18% & Buprenorphine 8%. The mean daily
dose of oral morphine before ROP was 200 mg, and the
mean after ROP daily dose of oral methadone was 25 mg.
The causes of ROP were poor pain control 81%, opioid
toxicity 3%, and both 16%. After ROP pts on the study day 3,
7,9, 14,21 & 28 were 96%, 83%, 72%, 61%, 46% y 38%,
respectively. Drop-outs for pain relive assessment (not from
MTD) before day 28 happen in 71 pts; 42% clinical
worsening or death, 25% for analgesic radiotherapy or
invasive analgesia & 33% other causes. MTD Responders
(day 0 vs. 28) average pain 5.5 vs. 2.4 p< .0001; average
breakthrough pain episodes 5.8 vs. 1.1 p=.036. Pain
interference (0-70) 48.9 vs. 18.2 (p< .0001) and mean toxicity
3vs. 2.7 (p=0.61). Only 12 pts (10%) failed to MTD.
Conclusions: Rotation to MTD had produced clinical benefit
in a cohort of pts with bad prognostic pain (>90%). It was
observed a significant improvement in average pain,
breakthrough pain and pain interference without increasing
toxicity. Ninety % pts were on MTD until ending follow-up .
The small number of pts how failed to MTD avoids factor’s
failure analysis.

This study was granted by the Spanish Ministry of Health
FIS EC08/00234
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“It's the Whole Thing, it’'s Not Just the Pain”.
Understanding Pain Control in the Outpatient
Head and Neck Cancer Population: A Qualitative
Study to Explore the Views of Patients Enrolled
in a Proactive Pain Management Programme
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'Royal Marsden NHS Foundation Trust, Department of
Palliative Medicine, London, United Kingdom, *Royal Marsden
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Background: A proactive pain management programme for
head and neck cancer patients in the outpatient setting is
being evaluated in a large RCT. This qualitative study
complements the RCT and aims to explore patients’ views of
this “screen and treat” protocol. Facilitators and barriers to
pain control have been explicitly sought.

Methods: Patients’ views of the pain management
programme and barriers to pain control were explored
using semi-structured in-depth interviews. Patients
randomised to the intervention arm of the RCT were
sequentially approached over a 3 month time period.
Interviews were audio- recorded, field notes taken and
transcribed verbatim. A thematic analysis of the data was
conducted aided by the Framework method.

Results: 6 participants (4 female), from an intervention
group of 13 over 3 months were interviewed. Key themes
were: views of the “Screen and Treat” system; physical pain is
only one component of the cancer experience; significance of
head and neck cancer as a visible cancer; societal values
presenting a barrier to effective pain control; regaining control
and normalisation as an important coping strategy.
Participants were positive about the programme and
expressed that being listened to and having additional
contacts outside of the outpatient setting, was valuable.
Physical pain, although present, was often not prioritised as
a symptom. This may be due to the context of pain
secondary to potentially curative anti-cancer treatments and
the presence of other distressing symptoms including
physical disfigurement following surgery. Re-gaining control
and normalisation were often prioritised at the expense of
pain control through the development of personal
management strategies of which pharmacological
interventions were only one component.

Conclusion: A“total pain” model incorporating physical,
psychological, social, emotional and spiritual elements is
crucial in directing pain management for the head and neck
cancer population.
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Intravenous Opiate and Ketamine
Administration for Rapid Pain Relief in
Outpatient Practice

Simké C.
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Background: Detailed case history and physical
examination provide a good opportunity to establish the
main components of cancer pain generally. However, in a
complex situation or in the case of collaboration problems, it
may be very difficult to quantify the role of certain
components. Tricyclic antidepressants and anticonvulsant
drugs have delayed start of action and have many adverse
effects, so in the case of diagnostic uncertainty, their ex
juvantibus administration is unadvisable. The aim of the
current study was to evaluate a method of rapid titration
with intravenous morphine, fentanyl and ketamine to
achieve rapid pain relief in outpatient settings.

Methods: During a one-year period rapid intravenous
titration was performed in 35 cases in a prospective manner.
Pain was evaluated on a numeric scale of 0-10. In severe pain
situations 0,5 mg/ml morphine or 5 ug/ml fentanyl solution
was titrated slowly at 1 mg/min or 10ug/min speed,
respectively. Over 10 mg morphine, there was a waiting
period up to 5 minutes. After diminishing the permanent,
dull pain, an intravenous ketamine titration was performed
with 0,5 mg/ml solution at 1 mg/min speed, if it was
necessary.

Results: The rapid titration was performed on 28 cancer
patients in 35 cases. Pain was totally stopped in 19, and was
significantly diminished (<VAS3) in 11 cases. In 5 cases, the
results were insufficient or uncertain, because of inadequate
communication. Adverse effects were observed in 9 cases
(somnolence, dizziness and nausea), which were all mild and
short lasting. The intravenous tests helped to determinate
the ratio of nociceptive/neuropathic components and the
measure of opioid dose escalation.

Conclusions: Intravenous opiate-ketamine test is a safe and
effective method to relieve severe, complex cancer pain
rapidly in outpatient settings. It may also help the pain
analysis and the measuring of opioid dose escalation.
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Unsolved Problems of Pharmacotherapy of
Chronic Pain in Cancer Patients in Kazakhstan

Sirota V."?, Kozachenko N.?, Gasyavichus S.?

'Karaganda State Medical University, Department of of
Oncology, Karaganda, Kazakhstan, 2Public Association Credo,
Karaganda, Kazakhstan

Every year more than 30 000 people are taken to the
dispensary registration with newly diagnosed malignancies
In Kazakhstan and more than 17 000 people die of cancer.
The purpose of the study - to realize the right of incurable
cancer patients anesthesia.

Methods: Analysis of needs in pain therapy, the
development of optimal tactics treatment of chronic pain in
cancer patients with the WHO recommendations.

Results: Kazakhstan has a legal and regulatory framework
for effective treatment of cancer patients with chronic pain.
Code of the Republic of Kazakhstan on the people’s health
and the health care system Article 91 “Patients'rights” states
that patients have the right to“alleviate the suffering to the
extent which is allowed with the current level of medical
technology:The list of required narcotic analgesics and
adequate standards for their distribution were developed
and approved by the Ministry of the Republic of Kazakhstan.
But the Republican drug formulary has only 5 kinds of 30
drugs used in Europe and North America. Of the most
powerful analgesics short-only injectable drugs are available
- morphine and fentanyl. Introduction of non-injection
drugs appeared tramadol drops and tablets. Among
sustained release formulations fentanyl transdermal
therapeutic system is registered.

Kazakhstan has free provision of narcotic analgesics for
cancer patients. But there is a very complex multi-system
writing prescriptions for narcotic analgesics, so doctors do
not want to make prescriptions and prescribe analgesics of
line I foralong time.

Conclusions: In Kazakhstan there is a need for skilled care in
the terminal stage of the disease for more than 21 000
people with cancer. More than half of them do not receive
appropriate care and die in agony.
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Clinical Experience Using Sublingual Fentanyl Tabs (SLF) in
Breakthrough Cancer Pain (BTcP)

Sosars V., Keisa-Kirse L., Albina I, Buklovska L.
Riga East University Hospital, Latvian Oncology Centre,
Palliative Care Unit, Riga, Latvia

Aim of the study: To reveal effectiveness of SLF in BTcP
based on the titrated Opioid ATC or Around-the-Clock
analgesia with Tramadol SR up to 200 mg daily, Morphine SR
ranging from 60 to 240 mg/daily or TDS (Fentanyl patches)
from 25 to 300 mcg/h. Titrated ATC pain analgesia in
medium not exceeded 2-3 according the Numeric Scale (NS
0-10).

Study design: 63 palliative care cancer patients (pts) in
advanced stage of disease had the titrated Opioid ATC
analgesia. 562 BTcP episodes were studied with pain
ranging from 6-9 according the NS and in medium it was 8.
SLF dosage for BTcP was titrated as soon as ATC was
adjusted to the pts.

Results: 20 pts (31.7%) received 100 mcg of SLF (23.1%) in
130 episodes; 26 pts (41.2%) had 200 mcg (24.9%) in 140
episodes; 5 pts (7.9%) had 300 mcg (14.2%) in 80 episodes;
10 pts (15.8%) received 400 mcg (28.4%) in 160 episodes; 2
pts (3.1%) had 600 mcg (9.2%) in 52 episodes. BTcP ranged
from 6-9, in medium 8 according NS. Significant pain relief
(up to 80% ) was observed in the first 3-4 minutes. In 2% of
cases mild sides effects were observed such as palpitation,
slight fever, nausea, skin rash, fatigue.

Conclusion: Both ATC and SLF dosages should be titrated
(adjusted) in pts with chronic cancer pain. SLF had rapid
onset and was highly effective in BTcP. SLF were immediately
used as BTcP started. In the case of “dry mouth” syndrome
before taking SLF pts always rinsed their mouth with water.
The most common dosage of SLF was 200 mcg (41.2%). In
98% of cases SLFtabs were well tolerated. In 2% mild side-
effects were observed not influencing considerably the
quality of life (QoL) and more linked with the concurrent
diseases and general condition.

Abstract number: P1-029
Abstract type: Poster

Ketamine’s Role in the Palliative Care
Armamentarium: New Questions and Directions

Strand JJ."?, Kamdar M.>*

"Mayo Clinic, General Internal Medicine, Palliative Care Service,
Rochester, MN, United States, Mayo Medical School, Rochester,
MN, United States, *Massachusetts General Hospital,
Department of Anesthesia, Critical Care and Pain Medicine;
Department of Internal Medicine, Palliative Care Section,
Boston, MA, United States, *Harvard Medical School, Boston,
MA, United States

Contact address: strand jacob@mayo.edu

Objectives:

1. Review current evidence for the use of ketamine as an
analgesic agent in a variety of pain syndromes.

2. Discuss the practice implications of recent data casting
doubt on the role of ketamine in the treatment of cancer
pain

3. Identify future research directions regarding the use of
ketamine in specific pain syndromes.

Ketamine is a dissociative anesthetic with unique
analgesic properties. It has activity as an NMDA-receptor
antagonist with associated effects on a variety of other
receptors. Ketamine's effects at the NMDA receptor have
generated intense interest as a way to reduce opioid
tolerance and central sensitization. These features are
commonly seen in patients with a variety of difficult to
control pain syndromes, including neuropathic pain
syndromes. Ketamine's highly lipophilic nature and muilti-
step metabolism allows it to be administered by parenteral,
oral, topical and buccal routes.

Ketamine has shown clinical efficacy in a number of pain
syndromes including acute pain, malignant bone pain,
topically in severe mucositis and painful vascular ulcers, as
well as an adjunct to opioids in variety of cancer and non-
cancer clinical settings. High-quality randomized studies
have been lacking. However, a research group recently
reported on a placebo-controlled randomized trial that
concluded that ketamine did not have a net clinical benefit,
specifically in the treatment of cancer pain.

Conflicting evidence, questions with appropriate patient
selection as well as practitioner experience have led to
confusion about what role ketamine should play in a
palliative care provider’s armamentarium. Using interactive
case studies with audience participation, this session will
focus on equipping participants with the confidence to
identify clinical scenarios where ketamine may provide
clinical benefit to selected patients. Finally, we will discuss
avenues for research to further clarifying ketamine’s role as
an analgesic agent.
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Ketamine and Uncontrolled Cancer Pain:
Experience of a Palliative Care Unit

Vieira Silva S.", Costa %, Carneiro R Monteiro C.2

'Centro Hospitalar do Porto, Internal Medicine Department,
Oporto, Portugal, ?Instituto Portugués de Oncologia do Porto
FG, EPE, Palliative Care Unit, Oporto, Portugal

Introduction: Almost 80% of patients with cancer experience
moderate to severe pain and 80 to 90% of these have
controlled pain with standard analgesic therapy following
the analgesic ladder of the World Health Organization.
Ketamine seems to have a significant impact as an analgesic
adjuvant in this context especially with neuropathic pain
syndromes that are poorly controlled by opioids.

Objective: To assess the effectiveness of ketamine use in this
palliative care unit and discuss its limitations.

Design: Retrospective study including inpatients treated
with ketamine for severe pain, over a 32-month period at a
terciary palliative care unit.

Results: We included 13 patients, 3 of them treated with
ketamine more than once, corresponding to a total of 16
evaluations. All patients had uncontrolled severe pain, 75%
had both nociceptive and neuropathic pain and 25%
presented with opioid toxicity. Before starting treatment
with ketamine, the medium of oral morphine equivalent
daily dose (MEDD) was 440mg. Ketamine dosage ranged
from 50 to 180mg/day and almost 1/3 of the patients
experienced psychotomimetic side effects, despite the
general use of prophylactic agents as haloperidol and/or
benzodiazepine. Pain scores were reduced in all patients, the
MEDD was reduced in 13% of them and the number of
rescue doses decreased in 63% after 24 hours the ketamine
was introduced. Mean time of survival after ketamine
introduction was 38 days.

Conclusion: Ketamine showed some effectiveness as an
analgesic adjuvant for patients with severe pain, although
with little impact on opioid dose reduction and a significant
rate of side effects. It may be considered using when
standard analgesic options have failed.

Abstract number: P1-031
Abstract type: Poster

Barriers to Adequate Cancer Pain Control - A
Survey among Nurses from Different Hospitals
in Vratsa and Students and Teachers from
Medical College - Vratsa

Yordanov N.', Yordanova D.2

'Comprehensive Cancer Center, Palliative Care, Vratsa,
Bulgaria, University of National and World Economy, Sofia,
Bulgaria

Contact address: dr.n.yordanoff@gmail.com

As a part of a larger project aimed to explore under
treatment of cancer pain in Northwest Bulgaria a multicenter
study was conducted among nurses from different hospitals
in Vratsa and teachers and students 6™ semester of the
Medical College - Vratsa. Exclusion criteria were work in
surgical departments or pediatrics. A questionnaire of 24
questions was used. Respondents had to point their
agreement using O(not agree at all) to 5(completely agree)
scale. Data were processed using SPSS©.

Results: 110 questionnaires were distributed and 97 were
returned. In 4 questionnaires the demographic part was not
filled. The respondents’ places of work were - 22.7% Cancer
center; 11, 3% - Emergency center; 20.6% General hospital;
30.9% students and 9.3% teachers. 32% agree that opioids
cannot control cancer pain, 42.3% agree that opioids are
very addictive, 31.2% agree that is easier to stand pain than
to treat opioids'side effects. 61.9% agree that strong opioids
should be kept in case pain becomes worst and should be
used only in terminal patients - 45.4%. 39.2% agree that
analgesics should be taken only when pain is intensive.
63.9% agree that there are no objective criteria to assess
pain although 79.4% of respondents regularly ask their
patients about pain. 78.1% from the nurses working in
cancer center disagree that painkillers should be taken only
when patient experience pain against 33.0% of the teachers
of the college. 59% from nurses working in cancer center
disagree with the statement that opioids should be avoided
because when the pain gets worse they will not be effective,
against 30% of the nurses from General hospital and 9% of
those from Emergency center.

Conclusion: Major differences in responses of nurses
resulting from their place of work and incorrect answers
given by the teachers and students of medical college show
that special attention should be paid to the education and
training of nurses in the assessment and treatment of cancer
pain.

Other Symptoms

Abstract number: P1-032
Abstract type: Poster

The Clinical and Social Dimensions of
Prescribing Home Oxygen for the Relief of
Refractory Dyspnoea

Breaden K.", Currow D.C.', Phillips J.2, Agar M.'*#, Abernethy
A.P'5, Grbich C¢

'Flinders University, Adelaide, Palliative & Supportive Services,
Adelaide, Australia, *The University of Notre Dame, School of
Nursing, Sydney, Australia, *University of NSW, Sydney,
Australia, *University of NSW, Ingham Institute of Applied
Medical Research, Sydney, Australia, *Duke University Medical
Centre, Department of Medicine, Division of Medical Oncology,
Durham, NG, United States, °Flinders University, Adelaide,
Flinders Prevention, Promotion and Primary Health Care,
Adelaide, Australia

Contact address: katrina.breaden@flinders.edu.au

Refractory breathlessness is a significant problem in
palliative care and long term oxygen is commonly
prescribed for use in the home setting. Frequently, this
prescription falls outside the current international funding
guidelines.

Aim: The aim of this qualitative study is to understand the
factors that most influence Australian specialist palliative
care nurses'initiation of home oxygen prescribing for their
patients. Understanding why palliative care nurses initiate
home oxygen prescriptions and the threshold for doing so,
is important if equitable, needs-based care is to underpin
oxygen management.

Methods: A series of focus groups were held across Australia
in 2011, involving specialist palliative care nurses. Recorded
and transcribed data were coded by the research team for
themes and sub-themes. A summary, which included
quotes, was provided to participants to confirm.

Results: A total of 51 experienced Australian palliative care
nurses participated in nine focus groups held in three
Australian capital cities during 2011.Two major themes were
identified:

1) Logistic / health service issues, involving the local context
of prescribing within the Australian setting, and

2) Clinical care issues which involved assessing the patients’
need for home oxygen and ongoing monitoring concerns.
The results of this study build upon our knowledge
underpinning home oxygen prescribing and highlight areas
for further research.

Conclusion: In Australia, the place of long term oxygen
therapy is changing. Palliative care nurses involved in
initiating or prescribing oxygen often reported using this
therapy as a second line treatment after other interventions
had been trialled and after these had not provided sufficient
symptomatic benefit. Safety issues were a universal concern
and a person living alone did not emerge as a specific issue
amongst the nurses interviewed.

Abstract number: P1-033
Abstract type: Poster

Providing an Ultrasound Guided Paracentesis
Service in the Community Setting

Bruni C, Dormer S., Dent C, Stuttaford J,, Waight C.
Midhurst Macmillan Service, Sussex Community NHS Trust,
Midhurst, United Kingdom

Background: A significant number of patients with
advanced cancer develop ascites. If drainage is needed
(normally to palliate distressing symptoms) then admission
to hospital is usually required. We have developed a
community paracentesis service to avoid unnecessary
hospital admissions and support choice in place of care. This
is especially important to our patients due to the rural area
in which we work. To ensure patient safety we use
ultrasound guidance and have recently developed
comprehensive guidelines and a care plan.

Methods: Electronic notes were examined for patients who
had a community paracentesis over a 12 month period and
data extracted.

Results: 8 patients (6 female) had at least 1 paracentesis
performed, with a total number of 15 procedures. Average
age was 73 (range 57-90). Malignant diagnoses were: 2
Bowel, 2 Ovarian, 1 Hepatocellular, 1 Breast, 1 Pancreatic and
1 Oesophageal. Average time to death after first drainage
was 40 days (range 12-128, 1 patient still alive). There were
no serious complications. 1 patient had IV Albumin
replacement as a planned procedure. 100% of patients had
an ultrasound scan performed by us at least for the first
procedure. Preferred place of death was achieved for 6/7
(86%) of patients; 4 died at home and 2 in a care home. 1
patient died in an acute hospital following an unavoidable
admission not related to the procedure.

Conclusion: Providing an effective community paracentesis
service is possible. In total 15 hospital admissions were
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avoided. This has significant implications for patient choice
as well as potentially reducing costs. We would suggest that
this also facilitated patients dying in their place of choice.
There is increasing emphasis on providing specialist services
in the community and this is supported by national policy. In
addition we give IV bisphosphonates and blood transfusions
in the community setting and we aim to continue to
develop these services in the future.

Abstract number: P1-034
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Hungry Bone Syndrome Related to Prostate
Cancer. A Case Report

Alfaro H.', Farriols C?, Obradors L?, Fargas D Planas J.2
'Palliative Care Setting, Hospital de 'Esperanga, Parc de Salut
Mar, University of Barcelona, Geriatric Departament, Barcelona,
Spain, ?Palliative Care Setting, Hospital de I'Esperancga, Parc de
Salut Mar, Department of Medical Oncology, Barcelona, Spain

Introduction: Hungry bone syndrome is clinically
characterized by the persistent occurrence of bone uptake
that produces hypocalcemia. It is a rare metabolic
complication that can occur in osteoblastic metastases in
prostate cancer, and can make it difficult the symptom
management at the end of life.

Aim: The aim of presenting this case report is to reinforce
the importance of treatment of hypocalcemia in patients
with osteoblastic metastases of prostate cancer in order to
improve their quality of life and to allow the control of
symptoms.

Method: We report a patient who was admitted to the
palliative care unit diagnosed with prostate cancer and
osteoblastic metastasis. He was recieving chemotherapy
and zoledronic acid treatment. The patient presented
hungry bone syndrome due to disseminated osteoblastic
metastases. Zolendronic treatment was removed. He was
initially treated orally with calcium carbonate (1500mg per
day) and calcitriol (1 mcg a day). As it was not effective, the
patient was treated later with a permanent intravenous
infusion pump of calcium gluconate (0,5mg/kg/h), during
about one month.

Results: Hypocalcemia symptoms were prevented and
calcium levels were improved, although it was unable to
obtain normal serum calcium levels although treatment was
continued. The patient died due to the progression of the
disease achieving an adequate relief of symptoms.
Conclusion: It is important to take into account this
metabolic complication with regards to the proper
management of the relief of symptoms and the significance
of the hypocalcemia and its relationship in the use of
disphosphonates in patients with advanced prostate cancer.

Abstract number: P1-035
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Palliative Management and Survival of
Advanced Hepatocellular Carcinoma (HCC)

CabreraM.', Sales P, Vergara M%, Poyato E.", Grimau "
'Corporacién Sanitaria Universitari Parc Tauli (CSUPT),
Palliative Care Service, Sabadell, Spain, ?Corporacién Sanitaria
Universitari Parc Tauli (CSUPT), Liver Unit, Sabadell, Spain

Background: HCC is the fifth most common cancer
worldwide, and its incidence will further increase. There is
little information in the literature on the final stage of this
neoplasm and its control by palliative care teams.
Objective: Our aim was to evaluate the clinical profile of
terminal HCC and their survival.

Patients and methods: Retrospective and descriptive study
of patients referred to our Palliative Care Service between
January 2010 and April 2012 based on demographic, clinical
and evolutive data registered in the medical record.
Results: A total of 45 patients were analyzed. 82.2% were
men. Mean age was 70 years. All patients had liver cirrhosis.
The most frequent aetiology was chronic hepatitis in 42.2%.
33.3% had metastases. The first treatment of choice was the
best supportive care in 42.2%. When the patients were
transferred from Liver Unit to Palliative Care Service (PCS),
77.8% were BCLC D stage and 51.1% had palliative
performance status (PPS) between 50 and 60. 80% lived
with any relative, 17.8% received psychological support and
48.9% had social assessment. The mean time between
diagnoses to PCS evaluation was 17.31 months. Patients
assessed at the time of diagnosis as BCLC D were derived
faster to PCS (1.25 months) compared to patients than BCLC
A stage (34.75 months).The time between PCS evaluation
until death was 60.31 days. The most common symptoms
upon admission to PCS were weakness in 93.3% and
anorexia in 88.9%. The most frequent complication was
delirium in 37.8%. During the monitoring in PCS, all patients
received opioids. The morphine was used in 51.1% and
fentanyl in 26.7%. The initial dose was equivalent to
morphine dose less than 60 mg in 91.1% and between 60
and 120 mg in 8.9%.
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Conclusions: All patients required opioid therapy, usually at
low doses, to achieve adequate symptom control. Whether
patients were referred before the palliative care service,
tracking closely with your usual hepatologist, we could offer
comprehensive care.

Abstract number: P1-036
Abstract type: Poster

Effectiveness of Anticonvulsant Prophilaxis in
People with Brain Neoplasms. A Limited
Systematic Review

Cappelli M."?, Piazza S.", Vicario F., Prino A.", Koffman J.2
'AOU Maggiore della Carita, Novara, Italy, *King’s College
London, London, United Kingdom

Contact address: miriam.cappelli@libero.it

Aims: Seizures occur in at least 30% of people with brain
neoplasms, according to tumor type, location and size.

Antiepileptic drug (AED) prophylaxis has been proposed
to prevent these events. However, little is known on its
actual effectiveness in people with primary or metastatic
brain neoplasms.

In 2000 the American Academy of Neurology (AAN)
evidence-based guidelines discouraged routine AED
prophylaxis in previously seizure-free patients because of
lack of effectiveness and potential side-effects.

A 2009 Cochrane review found poor evidence on
prophylactic AEDs use.

Despite of it, prophylactic anticonvulsive treatment is
widely used, even in palliative care.

The aims of the study are to identify and appraise
evidence of AED prophylaxis effectiveness on seizure
occurrence in previously seizure-free adults with brain
neoplasms.

Methods: Ovid MEDLINE, EMBASE, PUBMED, CENTRAL were
searched from 2007 to March 2012 for randomized and non-
randomized controlled trials and cohort studies comparing
two AEDs or an AED versus placebo or nothing. Citing
papers were searched by Google Scholar.

Papers were screened and data extracted to a
predetermined form. Risk of bias was assessed. Level | (from
randomized controlled trials) and level Il (from observational
cohort studies) evidence were to be defined.

Results: 1759 records were identified, 18 underwent data
extraction. 3 retrospective cohort studies were included to
qualitative analysis.

AED prophylaxis could reduce seizure risk in melanoma
brain metastases patients (level Il evidence). In
postoperative time no evidence of prophylactic AED
effectiveness was found.

Conclusions: The role of AED prophylaxis in brain tumor
patients is still unclear. AAN guidelines and Cochrane review
found no significant evidence on its effectiveness. In the last
five years no randomized controlled trials addressed this
issue. Further research is needed to assess who, when and
how can benefit of AEDs for preventing seizure occurrence.

Abstract number: P1-037
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A Feasibility Trial to Assess the Use of Physical
Activity to Mitigate Cancer Related Fatigue and
Improve the Quality of Life in Terminally Ill
Advanced Cancer Patients in Brazil: A
Preliminary Report

Ferreira A.S.M.", Oliveira F.B.", Zabeu G.V.', Crovador C.!,
Rodrigues L.F', Geraige C.C.", Sorato D.B.", Taveira H.M.!,
Yennurajalingam S.?

'Fundagao Pio XIl - Barretos Cancer Hospital, Palliative Care,
Barretos, Brazil,?’MD Anderson Cancer Center, Palliative Care,
Houston, TX, United States

Objectives: To pilot study to test feasibility and efficacy of
physical activity for reducing fatigue and quality of life in
patients with advanced cancer at the end of 4 weeks and
evaluate patient satisfaction with the physical activity
intervention.

Methods: In this ongoing clinical trial, all advanced cancer
patients presenting with fatigue > 4/10in a 0-10 scale
Edmonton Symptom Assessment Scale (ESAS) were eligible.
As per protocol, all patients performed a 10-minute walk
and exercises for the upper limbs with 1-Ib dumbbells, five
sessions a week, during 4 weeks. The quality of life
questionnaire, EORTC QLQ-C30 and ESAS are filled out at the
beginning, in the end of the 2 weeks and in the end of 4
weeks, the satisfaction scale PGIC (Patients’ Global
Impression of Change scale) was assessed at the end of the
study.

Results: To date, 14/30 eligible patients were enrolled in the
study, only four completed the study, 6 dropped out due to
disease progression, there were a decrease performance
status and they just held 6 days of exercises. Of those who
completed, 3 patients were below 60 years, 2 had a head
and neck cancer and 80% performance status. There was a 1

76

point improvement in the average ESAS fatigue item scores
at D1 and D20 time points. The average EORCT QLQ C-30
showed an improvement of 12.5 points compared to the
baseline. In terms of degree of satisfaction of the patient, 3
patients pointed the item “Better, and a definite
improvement that has a real effect and worthwhile’; in the
PGIC questionnaire.

Conclusion: According to the preliminary results of the
study, physical activity intervention resulted in improvement
of fatigue and quality of life in patients who completed the
study. Further feasibility studies of various types of exercise
interventions are needed.

Abstract number: P1-038
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Compression Therapy without Manual
Lymphatic Drainage Seems Sufficient in
Postmastectomy More Severe Lymphedema -
A Pilot Study

GradalskiT.', Ochalek K3, Dziura I.3, Kurpiewska J.>

'St Lazarus Hospice, Krakow, Poland, ?University School of
Physical Education in Krakow, Departament of Rehabilitation in
Traumatology, Krakow, Poland, St Lazarus Hospice,
Lympedema Clinic, Krakow, Poland

Physiotherapy still remains the golden method of
lymphedema management. However there is an urgent
need of well controlled studies assessing the value of each
component of this therapy. Particularly one of them -
manual lymphatic drainage (MLD) - especially time
consuming additionally requires well trained therapists.

We conducted a prospective randomized study
comparing the early and late effects of two-weeks complex
decongestive therapy, involving MLD with compression
bandaging, remedial exercises and skin care (CDT group)
with patients treated similarly except the MLD (CB group).
Sixty breast cancer survivors having more than 20% upper
limb lymphedema without previous physiotherapy were
enrolled. Groups did not differ according to age, BMI, time
since mastectomy and edema duration. Nine patients (5
within CDT group) dropped out due to therapy regime
incompliance. We observed comparable edema decrease in
both groups: 15% in mean affected limb volumes, 47% in
mean edema volumes and 14% in mean relative volume
change. During the maintenance phase of 6 months follow
up of wearing compression garments a temporary,
insignificant lymphedema progression was observed in
both groups. A congruent improvement in lymphedema
related quality of life (Lymphedema Questionnaire) was
noted in both groups, more pronounced in CDT patients.

This preliminary study indicates that CDT without MLD
seems to be a valuable, time consuming equivalent for
standard lymphedema management.

Abstract number: P1-039
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Pain, Resilience and Psychological
Comorbidities in Home Patients

Guetti C.', Angeletti C?, Di Marco C., Angeletti PM., Paladini
A/, Ciccozzi A", Marinangeli F., Rossi A2, Varrassi G.*
'Department of Health Sciences, Anesthesiology and Pain
Medicine, University of LAquila, LAquila, Italy, *Operative Unit of
Anesthesiology, Intensive Care and Pain Medicine, Civil Hospital
“G. Mazzini’} Teramo, Italy, *Centro di Salute Mentale, Azienda
Sanitaria Locale 1, 'Aquila, Italy, *General Manager AUSL
Teramo - National Health Care Service, Teramo, Italy

Introduction: Psychological risk factors and construct of
resilience can have an influence on cognitive-behavioral
responses to chronic pain. Investigation of resilience,
capacity to adapt to psychosocial adversity,in patients with
chronic pain, may help to choose therapeutic intervention.
Aims of study were to evaluate resilience in patients with
chronic pain, identify potential psychiatric comorbidities,
correlate patients'resilience and presence of comorbidities
with pain intensity.

Methods: During visits at home, carried out by physician
volunteers of local non-profit voluntary care association,
pain intensity(vNRS)and patients' functional
autonomy(Karnofsky-PS)were evaluated. Resilience Scale for
Adult(RSA)questionnaire to evaluate patients level of
resilience and SCL-90 self-assessment questionnaire to
identify most common psychiatric comorbidities associated
with painful conditions, were administered. The results
obtained were correlated with age and pain intensity.
Results: The cohort consisted of 47 patients(26 women;21
men)with an average age of 67.8+20.6, with chronic cancer
and non-cancer pain(vNRS:6.9+1.8).Anxiety and depression
correlated positively with pain intensity and advanced
age(p< 0.05),hence the greater the intensity of pain, the
more frequent the symptoms of anxiety and depression(p<
0.01)Older age correlated negatively with resilience, hence
the older the age the lower the resilience of the sample (p<

0.01).

Discussion and conclusions: Our study found a strong
association between severity of pain and older age. This
relationship may have an impact on the limited capacities of
this population to deal with intercurrent stressful events.
This conclusion is confirmed by the mild levels of resilience
observed in the sampled cohort, when patients were
confronted with chronic pain. Depression and anxiety can
be direct consequences of chronic pain In order to interrupt
vicious cycle between older age, pain and comorbities, it's
necessary to provide effective pain management.

Abstract number: P1-040
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Usefulness of KM-CART for Refractory Malignant
Ascites in Advanced Cancer Patients

Hanada R.', Miki K2, Kato C?, Shimizu R.", Honsho ", Tamai Y.,
Yamasaki K., Okuno S.', Kawahara R."

"Nissay Hospital, Anesthesiology and Palliative Care, Osaka,
Japan, ?Nissay Hospital, Medical Engineering, Osaka, Japan

Aims: Malignant ascites deteriorates the quality of life(QOL)
in advanced cancer patients by causing abdominal
distension, respiratory distress, appetite loss, so on. Cell-free
and concentrated ascites reinfusion therapy (CART) was
conducted for refractory ascites in those patients. Recently, a
novel KM(Keisuke Matsusaki) -CART system has been
developed, which has a membrane clearing function and is
capable of processing larger volumes of ascites compared
with a conventional system. We investigated the usefulness
of the KM-CART.

Methods: The patients were 7 men and 16 women, aged
6119 years, with malignant ascites treated in our hospital
between January and September in 2012. After abdominal
paracentesis under an ultrasonographic observation, as
much of ascites as possible was collected by gravity. The
ascites was filtrated and concentrated about tenfold with a
KM-CART system and the concentrated fluid was infused
back into the patients. Statistical analyses were conducted
with paired-t test or ANOVA.

Results: All patients underwent KM-CART safely during the
average time of 345+135 min. The average volume of ascites
drawn off was 5979+2341ml and that filtered and
concentrated volume was 776+294ml. The average albumin
retrieval rate was 56+15%. All showed improvement of pain
and appetite loss, and nine with respiratory distress were
relieved. One showed fever transiently. Body weight
measured in 16 decreased significantly from 56+11kg to
51+11kg (p< .0001). Blood pressure decreased significantly
from 118+15/75+£10 mmHg to 109+12/67+9 mmHg (p< .05)
without clinical changes, which was recovered to
117£16/69+12 mmHg on the day next. Urinary output
showed a significant increase from 520+385 ml/day to
946+464 ml/day (p<.001).

Conclusions: The KM-CART is safe, easy to use, and possible
to improve the QOL of advanced cancer patients. Thus
ascites control with this system is worthy in palliative care of
those patients if the indication is chosen appropriately.

Abstract number: P1-041
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Palliative Treatment in Lung Cancer Patients
with Respiratory Symptoms

Skrickova J.

Masaryk University Hospital Brno, Department of Respiratory
Diseases and TB, Brno, Czech Republic

Contact address: jskric@fnbrno.cz

Respiratory symptoms that may require palliation include
those caused by the primary cancer itself (dyspnea,
wheezing, cough, hemoptysis, chest pain),or locoregional
metastases within the thorax (superior vena cava
syndrome), tracheoesophageal fistula, pleural effusions, ribs,
and pleura) and can also result from complications
chemotherapy and radiotherapy. Comorbid conditions
can cause or contribute to respiratory symptoms.

For patients with dyspnea, it is recommended that they be
evaluated for potentially correctable causes, such as
localized obstruction of a major airway, a large pleural
effusion, pulmonary emboli, or an exacerbation of
coexisting COPD or congestive heart failure. If one of these
problems is identified, treatment with appropriate methods
is recommended. For patients whose dyspnea does not
have a treatable cause, opioids are recommended. Also
recommended are oxygen, bronchodilators, and
corticosteroids. For patients who have cough, it is
recommended that they be evaluated for treatable causes.
For patients who have troublesome cough without a
treatable cause, it is recommended that opioids be used to
suppress the cough.

For patients with large-volume hemoptysis,
bronchoscopy is recommended to identify the source of
bleeding, followed by endobronchial treatment. In patients
with symptomatic malignant pleural effusions,
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thoracentesis is recommended as the first drainage
procedure for symptom relief. In patients that recur after
thoracentesis, chest tube drainage and pleurodesis are
recommended. In patients with symptomatic SVCS
obstruction due to SCLC, chemotherapy is recommended
and in patients NSCLC, stent insertion and/or radiation
therapy are recommended. Stents are also recommended
for symptomatic patients obstruction who fail to respond to
chemotherapy or radiation therapy. For patients with a
malignant transesophageal fistula and
bronchoesophageal fistula, stenting of esophagus, airway,
or both should be considered for symptomatic relief.

Abstract number: P1-042
Abstract type: Poster

Palliative Endobronchial Treatment in Patients
with Endobronchial Growth of Malignancies
and Respiratory Symptoms

Skrickova J.!, Stourac P2 Turcani P!, Hrazdirova A.", Tomiskova
M.', Povolna Z.', Satankova M."

"Masaryk University Hospital Brno, Department of Respiratpry
Diseases and TB, Brno, Czech Republic, ‘Masaryk University
Hospital Brno, Department of Anesthesiology and Intensive
Care Medicine, Brno, Czech Republic

Contact address: jskric@fnbrno.cz

Aim: Patients with endobronchial growth of malignancies
are more likely to have significant dyspnea, hemoptysis,
cough and require urgent therapy. Palliative bronchoscopy
plays a major role in such situations.

Patients and methods: 165 patients underwent 281
endobronchial therapeutic procedures. All procedures were
performed in general anesthesia. We wedged
videobronchoscop through rigid bronchoscope. According
The American Society of Anesthesiologists'(ASA) physical
classification were 55% patients ASA Ill and 45% ASA IV.The
therapeutic endobronchial procedure was done in 137
patinets with endobronchial NSCLC, in 12 patients with
endobronchial SCLC, in 6 patients with endobronchial
metastases of melanoma, in 3 with endobronchial
metastasis of renal carcinoma, in 7 patients we started with
endobronchial treatment before the morphological
diagnosis. We started with the endobronchiasl treatment
because of dyspnea in 100% patients (in 55% patients was
dyspnea at rest), in 57 %patients was cough, in 12%
hemoptysis, in 2% pneumonia. During and after procedure
we controlled oxymetry, electrocardiography, blood
pressure.

Results: During and after procedures we observed in 28%
patients hypoxemia, in 23 % hemorrhage >250 cm?, in 10%
arytmias, in 5% patients we observed hypertension and in
2% patients developed after procedure respiratory failure
and both patients were 24 hours on invasive ventilation. Two
patients died due complications after procedure. Any
complications we observed in 40% of all procedures. The
procedure leads to improvement of symptoms in 80%
patients. The difference in number of complications in
patients with ASA Il and with ASA IV was not statistically
significant (p=0.009).

Conclusinos: Endobronchial treatment (electrosurgary and
laser brochoscopy) is palliative therapeutic procedure with
acceptable rate of complications in patients with
endobronchial growth of malignancies and in patients with
ASA classification lll and IV.

Abstract number: P1-043
Abstract type: Poster

Symptom Profile in the Last 7 Days of Life
among Cancer Patients Admitted to Acute
Palliative Care Units

HuiD.", Dos Santos R?, Chisholm G.", Swati B.", Crovador C.S.2,
Kilgore K., Silva T.B2 Salete de Angelis Nascimento M2, Hall S.",
Bruera E

'MD Anderson Cancer Center, Houston, TX, United States,
2Barretos Cancer Hospital, Barretos, Brazil

Contact address: dhui@mdanderson.org

Aims: The symptom burden in the last week of life of cancer
patients has not been well characterized. We documented
the frequency, intensity and predictors for 25 symptoms in
the last 7 days of life among patients admitted to acute
palliative care units (APCUs).

Methods: We systematically documented the Edmonton
Symptom Assessment Scale (ESAS) daily and 15 other
symptoms twice daily on consecutive advanced cancer
patients admitted to APCUs at 2 Tertiary Care Cancer Centers
from admission to death in 2010/2011. Data were only
obtained when patients were able to provide patient-
reported outcomes. We examined the frequency and
intensity of the symptoms from death backwards, and
determined the predictors of ESAS scores >4 using a
multivariate generalized estimating equation model.
Results: A total of 203 of 357 patients died. The proportion

of patients able to provide patient reported outcomes
decreased from 80% to 40% over the last 7 days of life. ESAS
anorexia (P=0.001 for longitudinal analyses), drowsiness (P<
0.0001), fatigue (P< 0.0001), poor well-being (P=0.01) and
dyspnea (P< 0.0001) increased in intensity closer to death. In
contrast, depression (P=0.008) decreased overtime.
Dysphagia to solids (P=0.01) and liquids (P=0.005) and
urinary incontinence (P=0.0002) were also present in an
increasing proportion of patients in the last few days of life.
In multivariate analysis, female sex was associated with
more nausea (odds ratio [OR], 95% confidence interval
[C1=2.9,1.1-7.7), drowsiness (2.8, 1.4-5.6) and anorexia (2.1,
1.03-4.3); non-Hispanic race was associated with greater
fatigue (6.3, 2.4-16.7), anxiety (6.3, 2.4-16.7), drowsiness (6.3,
2.4-16.7), poor well being (2.4, 1.2-5), dyspnea (2.6, 1.3-5) and
insomnia (5.9, 2.9-12.5); and lung cancer was associated with
higher expression of dyspnea (7.7, 2.5-25).

Conclusion: Despite intensive management in APCUs,
cancer patients frequently experience high symptom
burden as they approached death.

Abstract number: P1-044
Abstract type: Poster

How Is Depression Classified, Assessed, and
Reported in Clinical Studies of Palliative Care
Cancer Patients? A Systematic Literature
Review

Janberidze E.'?, Hiermstad M.J."*, Haugen D.F."%, Sigurdardottir
K.R.*5, Lohre ET? Brenne E.'?, Kaasa S.”?, Knudsen A.K."%, on
behalf of EURO IMPACT

'European Palliative Care Research Centre (PRC), Faculty of
Medicine, Norwegian University of Science and Technology
(NTNU), Trondheim, Norway, ?“Department of Oncology, St
Olavs Hospital, Trondheim University Hospital, Trondheim,
Norway, *Regional Centre for Excellence in Palliative Care,
South Eastern Norway, Oslo University Hospital, Oslo, Norway,
“Regional Centre of Excellence for Palliative Care, Western
Norway, Haukeland University Hospital, Bergen, Norway,
Sunniva Centre for Palliative Care, Haraldspass Deaconess
Hospital, Bergen, Norway

Background: Reported prevalence rates of depression in
palliative care (PC) patients vary from 3-58%. This may be
due to selection of patients to the study, study design, and
lack of using standardised classification and assessment of
depression. To understand the population, key variables
need to be presented.

Aims: To examine how depression is classified and assessed,
and which clinically relevant variables are reported in order
to describe the patient population in clinical studies of
depression in PC cancer patients.

Methods: A systematic search using the MeSH terms
“depression”and “cancer”and terms covering “palliative care”
was performed in Medline, Psychinfo, EMBASE, and CINAHL,
covering 2007-2011. Clinical studies in PC cancer patients
with depression as the primary outcome were included.
Titles and abstracts were screened, and relevant full-text
papers were evaluated for inclusion by two readers
independently.

Results: After deletion of duplicates, 916 citations were
screened and 65 papers included for further investigation.
The term “depression” was used interchangeably as a
diagnosis and to describe depressive symptoms. Depression
was diagnosed according to a classification system in 17
papers (26 %); the DSM-IV criteria in 15 studies, and ICD-10
in two. Clinical interviews were used for assessment in 15 of
these 17 studies, while two provided no information on
assessment method. Self-report questionnaires on
depression were used in 62 studies. Use of antidepressants
was reported in 11 studies (17%). Duration of the present
depressive episode was assessed in three studies (4%), while
information about prior depressive episodes was reported in
13 (20%).

Conclusion: Standardised classification systems for
diagnosing depression in clinical studies were rarely used.
Assessment methods varied considerably, and specific
clinical information related to depression was seldom
reported. This calls for a standardisation when investigating
depression in PC.

Abstract number: P1-045
Abstract type: Poster

Efficacy of Aromatherapy on the Sleep
Disturbance of Terminally Ill Cancer Patients
Hospitalized in Palliative Care Wards

Kawamura K.
Keikoukai Hara Hospital, Palliative Care Unit, Fukuoka, Japan

Introduction: Terminal cancer patients hospitalized in
palliative care wards often develop sleep disturbance such
as insomnia. In recent years there have been many reports
that aromatherapy using essential oils is effective against
sleep disturbance. On the other hand, there are reports that
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this has been ineffective, and there is no consistent opinion
regarding whether aromatherapy using essential oils is
effective or not. In this study, we paid particular attention to
the essential oil Cinnamomum camphora(CC) and examined
whether it was effective in treating sleep disturbance in
terminal cancer patients hospitalized in palliative care wards.
Subjects and method: For this study we used 10 terminal
cancer patients with sleep disturbance who were
hospitalized in the palliative care ward of Keikoukai Hara
hospital from September 2011 to January 2012. Subjects
consisted of 5 men and 5 women with an average age of 74
years old(54~84 years old), with 3 patients with pancreatic
cancer, 3 with lung cancer, 2 with gastric cancer, and 1 with
colon cancer. At 9PM, 0.25ml of CC was dropped into a
lidded diffuser with the lid removed. The lidded diffuser was
set on the bedside cabinet. The lid was replaced on the
lidded diffuser at 6AM. In order to maintain objectivity for
the evaluation of somnogenic effect of CC, the number of
times nurses were called and the number of times patients
were seen to be awake during the three regular checks per
night(0AM,2AM,4AM) were totaled for three nights(from
9PM to 6AM) before and after the aromatherapy for the
evaluation.

Results: The total number of times that subjects of the
aromatherapy study using CC were awake upon checking
was 24 times for the three days before starting the
aromatherapy, which decreased to 10 times. No side effects
of the aromatherapy were observed.

Conclusion: It was made clear that aromatherapy using CC is
effective toward sleep disturbance in terminally ill cancer
patients hospitalized in palliative care wards.

Abstract number: P1-046
Abstract type: Poster

Doctor Does your Patient Rattle? Respiratory
Tract Secretion Prevalence and the Use of
Clinically Assisted Hydration in Palliative
Patients in an Acute Hospital Setting

Kelham M.D.', Hiersche A2

'Brighton and Sussex Medical School, Brighton, United
Kingdom, ?Brighton and Sussex University Hospitals, Brighton,
United Kingdom

Contact address: m.kelham1@uni.bsms.ac.uk

Background: Respiratory tract secretions (RTS), or the “death
rattle’; are one of the most common symptoms in terminal
care, affecting a mean of 44% of patients in studies of
predominantly cancer patients in hospices. Symptom
control with anti-muscarinics is a goal in the Liverpool Care
Pathway for the Dying Patient (LCP), the latest version of
which put renewed focus on the role of clinically assisted
hydration (CAH). Although the majority of patients die in
hospitals there is limited evidence on the prevalence of RTS
and current practice regarding CAH in palliative patients in a
hospital setting compared to cancer patients in hospices.
Aim: To identify in a palliative patient cohort in an acute
hospital setting: the prevalence of RTS and the use of CAH in
the last 48 hours of life; the association of a number of risk
factors identified in previous studies with development of
RTS; local compliance with the LCP in managing RTS.
Methods: A retrospective case note review of 100 patients
who died whilst on the LCP at a teaching hospital (July-
September 2011).

Results: In a dying population with a range of diagnoses,
73% non-cancer, RTS were present in 56% and 32% received
CAH. Male gender was the only factor significantly
associated with the presence of RTS. Management of RTS
with anti-muscarinics was fully compliant with the LCP in
84% of patients. Areas of non-compliance consisted of
incorrectly escalating management (6%), incorrect dosing
(5%), not prescribing anticipatorily (3%), prescribing as once
only rather than as required (1%) and prescribing
intravenous rather than subcutaneous (1%).

Conclusions: RTS are as common in an unselected dying
population in a hospital as they are in a hospice with cancer
patients therefore hospital doctors need to be familiar with
its management, which this audit suggests they generally
are. Despite insufficient good evidence on the risk/benefit of
CAH in palliative patients this study suggests it is not routine
hospital practice.

Abstract number: P1-047
Abstract type: Poster

Palliative Care Professionals’ Reluctance to Talk
about Suicidal Ideation in Depression

Khodabukus A.F', Smith J.C2, Whyte G2, Bray D.%, Howarth J.3,
Reynolds D.5, Thomas H2, Sutton S/, Mason S.R."

Marie Curie Palliative Care Institute, Department of Molecular
& Clinical Cancer Medicine, University of Liverpool, Liverpool,
United Kingdom, *Countess of Chester NHS Foundation Trust,
Department of Palliative Medicine, Chester, United Kingdom,
3University Hospitals Aintree NHS Foundation Trust,
Department of Palliative Medicine, Liverpool, United Kingdom,
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“Southport District General Hospital, Department of Clinical
Psychology, Southport, United Kingdom, *St Helens and
Knowsley Teaching Hospitals NHS Trust, Department of
Palliative Medicine, St Helens, United Kingdom, °Hospice of the
Good Shepherd, Chester, United Kingdom, ’Liverpool Heart and
Chest Hospital Foundation NHS Trust, Department of Palliative
Care, Liverpool, United Kingdom

Contact address: andrew.khodabukus@nhs.net

Background: Depression is a common problem in patients
with life-limiting illness and is associated with a higher
incidence of significant symptom control problems. Studies
have suggested that depression and suicidal ideation are
under-reported and under-recognised in palliative care
populations. Quality standards, including the EAPC Clinical
Guidelines on the Management of Depression, suggest all
patients with depression should be assessed for suicidal
ideation.

Aim: To examine palliative care professionals'management
of depression and exploration of suicidal ideation.
Methods: The audit consisted of an evaluation of clinical
practice through a survey and a prospective case review
across a regional palliative care network in North West
England. Data was collected over one month. The
population included patients over the age of 18 in contact
with specialist palliative care professionals in community,
hospice and hospital settings. Data was evaluated against
six standards published in previous regional guidelines
agreed through literature review and expert consensus.
Results: 60 completed evaluations of clinical practice were
analysed. 48 completed prospective case reviews were
completed, consisting of 18 new diagnoses and 35 existing
diagnoses of depression. In the evaluations of clinical
practice professionals stated that they assessed suicidal
ideation always (27%), mostly (28%), sometimes (32%),
rarely (8%) or never (5%). However in case reviews only 44%
of patients were asked about suicidal ideation.
Conclusions: Doctors and clinical nurse specialists in
palliative care do not consistently explore suicidal ideation
in patients with depression. This is the case even with self
reported measures. We present updated guidance and a
discussion of the reluctance to discuss suicide from the
literature. This includes suggestions of communication skills
that may facilitate discussion with patients of suicidal
thoughts.

Abstract number: P1-048
Abstract type: Poster

Self-reported Quality of Life and Psychological
Well-being in Patients with Multiple Myeloma
Receiving Disease Modifying Treatment

Kiely %3, Cran A."%3, Finnerty D."?3, O'Brien T."%*

"Marymount University Hospice, Palliative Medicine, Cork,
Ireland, *Cork University Hospital, Department of Haematology,
Cork, Ireland, *University College Cork, Cork, Ireland

Background: Myeloma is an incurable disease in the
majority of patients. Despite having a significant symptom
burden several studies have shown that patients with
haematological malignancies are less likely to receive care
from specialist palliative care (SPC) compared to other
cancers. Literature is sparse with regards to symptom
burden and quality of life in myeloma patients undergoing
disease modifying treatments. This represents a unique
group of patients who may benefit from SPC involvement.
Objective:
1.To determine symptom prevalence in myeloma patients
on disease modifying treatment and to identify the range
and nature of these symptoms.
2.To measure self-reported quality of life within the
dimensions of physical, psychological, social and financial
well-being.
Methods: Cross-sectional quantitative survey. Patients are
being recruited from a cohort of 100 adult myeloma
patients on disease modifying treatment drawn from a
central register maintained by the regional haematology
service. Consenting patients complete two validated
questionnaires, the European Organization for Research and
Treatment of Cancer Quality of Life Questionnaire Core 30
(EORTC QLQ-C30) supplemented by the myeloma specific
module (EORTC QLQ-MY20) and the Hospital Anxiety
Depression Score (HADS). Data entry is on an Excel
spreadsheet and analysed using SPSS 12.0.
Results: Data collection ongoing.
Conclusion: Interim data analysis suggests that myeloma
patients on disease modifying treatment present as a group
with distinct symptom burden and quality of life issues.
Depression and anxiety scores are greater than that of the
general population. We would anticipate that timely
screening, identification and management of unmet needs
would lead to improved outcomes for patients. Specialist
Palliative Care services may act as a resource to help address
these unmet needs.
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Quality of Life and Symptoms in Patients
Admitted to a Comprehensive Cancer Centre
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'Rigshospitalet - Copenhagen University Hospital, The
Muiltidisciplinary Pain Centre, Copenhagen, Denmark,
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Copenhagen, Denmark, “Rigshospitalet - Copenhagen
University Hospital, Department of Oncology, Copenhagen,
Denmark, *Bispebjerg Hospital - Copenhagen University
Hospital, Department of Palliative Medicine, Copenhagen,
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Copenhagen, Department of Drug Design and Pharmacology,
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Introduction: Quality of life (QoL) and symptomatology in
patients with malignancies admitted to comprehensive
cancer centres are rarely investigated. Thus, this study aimed
to investigate QoL and symptoms of inpatients at the
departments of haematology and oncology.

Methods: Cross-sectional study, in which 124 cancer
inpatients were assessed in May/June 2011. Collecting data
was conducted in eight wards in two rounds of five days. No
patient was included twice. Inclusion criteria: Age > 18 years.
Exclusion criteria: absence at assessments, not able to
complete the questionnaire or unwilling to give informed
consent. Demographic data, diagnoses and health-related
quality of life (EORTC QLQ-C30) were assessed. EORTC QLQ-
C30 consists of 9 scales (functional, global and symptoms):
physical, role, emotional, cognitive, social, global health
status/quality of life, fatigue, nausea and vomiting, and pain.
Scores were converted into 0-100. Comparisons were
analyzed using Wilcoxon two-sample, rank tests, and Fisher’s
Exact test.

Results: 124 patients were analysed, mean age = 59y
(SD=13.7), 42% admitted to haematological department
(14% had allogenic stem cell transplantation), lung cancer
was the most frequent diagnosis (15%). Role functioning
scale was the most severely impaired (mean score=35),
whereas cognitive function showed the best score
(mean=70). The mean overall QoL/global health score was
43 (SD=25.6). The symptom burden of the inpatients was
strikingly severe and especially fatigue and appetite loss
were pronounced. Role and social functions appeared to be
more impaired in haematology patients than in those
admitted to oncology (P=0.0372 and 0.0167, respectively).
On the other hand, pain and constipation were more
severely affected in oncology patients (P=0.0194 and 0.0064,
respectively).

Conclusion: Inpatients in a comprehensive cancer centre
had low quality of life and a severe symptom burden.
Fatigue and appetite loss were the most severe symptoms
reported.

Abstract number: P1-050
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The Influence of Distressing Symptoms to Levels
of Depression in Cancer Patients

Mystakidou K.', Parpa E2, Tsilika E2 Panagiotou 12, Zygogianni A>
"National & Kapodistrian University of Athens, School of
Medicine, Pain Relief & Palliative Care Unit Department of
Radiology, Ampelokipi, Athens, Greece, 2National &
Kapodistrian University of Athens, School of Medicine, Pain
Relief & Palliative Care Unit Department of Radiology, Athens,
Greece, *University of Thessaly, Radiotherapy - Oncology,
Larissa, Greece

Contact address: mistakidou@yahoo.com

Research aims: To identify the frequency of reported
depression by using the MDASI among younger cancer and
geriatric outpatients. Moreover, to assess the associated
symptoms of cancer using the MDASI and to evaluate the
screening performance of depression between MDASI and
BDI for younger patients and GDI for the elderly.

Study design and methods: 162 advanced cancer patients
(group A: patients <65, group B: patients >65) attending a
palliative care unit, took part in this open-label prospective
trial with two parallel groups. The instruments that have
been used were the Greek Beck Depression Inventory (G-
BDI) for younger patients, the Geriatric Depression Scale
(GDS) for geriatric patients and the Greek M. D. Anderson
Symptom Inventory (G-MDASI) for the severity and impact
of cancer-related symptoms.

Results: A significant correlation was found between the
GDS and MDASI symptoms for nausea (p=0.058), for
increased sadness (p=0.011), increased constipation
(p=0.021), interference of symptoms in mood (p=0.012) and
in relationship with people (p=0.007) while interference of
symptoms in mood was the most important risk factor. For

younger patients, many statistically significant associations
were found between distressing symptoms and depression;
however, interference of symptoms in mood (p=0.045) was
the only important risk factor.

Conclusions: With aging, functional status is affected and
especially in patients with cancer the effects of the disease
and its treatment may develop multiple symptoms and thus
assessment and management of these symptoms is
required and more research will be beneficial for the best
care of the geriatric patients in advanced stages of cancer.
Health-care professionals should take into consideration the
risk factors for depressive symptoms suggesting a holistic
care in advanced cancer patients.

Abstract number: P1-051
Abstract type: Poster

The Effect of Artificial Hydration Therapy in
Terminally Ill Cancer Patients with
Overhydration Symptoms Based on the
Guideline for the Use of Artificial Hydration
Therapy in Terminally Il Cancer Patients
(Published by the Japanese Society for Palliative
Medicine; JSPM)

Nakajima N.', Ishitani K2, Terui T2, Koike K.!, Takahashi Y.
"Higashi Sapporo Hospital, Palliative Care, Sapporo, Japan,
2Higashi Sapporo Hospital, Internal Medicine, Sapporo, Japan

Aims: Recently, there has been a growing interest in the use
of artificial hydration therapy (AHT) for terminally ill cancer
patients. The guideline for the use of AHT in these patients
(GL) was published by JSPM in 2007. However, there still
remains some discrepancy over the use of AHT in this stage
depending on the physicians and medical institutions, and
an excessive dose of hydration is often provided.

This study aimed to conduct AHT which is used for these
patients based on this GL, and clarify the effects on the
alleviation of various symptoms and QOL.

Methods: Our hospital is certified as a specialized cancer
center that has a 30-year history of providing palliative care.
Of the terminally ill cancer patients who were transferred
from other hospitals to undergo palliative care over the last
18 months, 74 patients presented with symptoms of
overhydration (dyspnea, nausea/vomiting, abdominal pain,
edema and whole body malaise) at the time of admission.

Of the 74 patients, 52 patients who were judged
“inappropriate "were used as subjects. AHT based on the GL
was performed, and we examined the effects on the
alleviation of overhydration symptoms and QOL using
MDASI and EORTC-Q30 to compare values measured before
and after the treatment.

Results: These symptoms of overhydration except for
dyspnea and general QOL scores significantly improved
after performing AHT based on the GL (p< 0.05). Concerning
dyspnea, no significant difference was observed by the
single use of AHT; however, the concomitant use of drugs,
such as antibiotics and anticholinergic agents, was effective
in alleviating symptoms.

Conclusion: The provision of appropriate AHT based on the
GL can contribute to alleviating symptoms associated with
overhydration and improving QOL in terminally ill cancer
patients.

In the future, specialized palliative care physicians must
strive to disseminate such standard therapy across Japan.

Abstract number: P1-052
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Lessons Learned from Recruiting Palliative Care
Patients to a Clinical Trial

Pannell C.', Reilly C.C2 de Wolf-Linder S.", Jolley C.J.", Moxham
J.', Higginson I.J2, Bausewein C.?

ICicely Saunders Institute, Kings College Hospital, London,
United Kingdom, *Cicely Saunders Institute, Kings College
London, London, United Kingdom, *Munich University Hospital,
Interdisciplinary Center for Palliative Medicine, Munich,
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Contact address: catypannell@nhs.net

Aim: To describe recruitment patterns to a palliative care
randomised controlled trial (RCT), as this area of recruitment
can be challenging.

Methods: A phase Ill pragmatic single-blind fast track RCT,
of a new breathlessness support service (BSS) joint between
palliative care and respiratory medicine aiming to support
breathless people with advanced disease, who were often
not referred to palliative care. Analysis of recruitment:
patient identification, response rates and reasons for refusal.
Results: 212 patients were referred, of which 193 met the
inclusion criteria, of these 101 consented (59 men).
Diagnoses: COPD 124 referred (55 consented), Cancer 37
(18), Interstitial lung disease 33 (20), chronic heart failure 12
(6), Asthma 3 (1), other 3 (1). Attrition rate for the primary
endpoint (6 weeks) is approximately 20%, less than 40% as
anticipated. Of the 92 patients that were not consented 45
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were uncontactable, 29 refused to participate, 18 were too
unwell and 1 felt too over burdened. Referral was from many
different services, and this affected recruitment and
response rates. Most referrals were from respiratory
medicine and physiotherapy services, but also came from
general practice, heart failure nurses and local community
palliative care. Recruitment was initially slow. Referrals and
consenting rates were improved by: research nurse
attending clinics, multidisciplinary meetings, supporting
clinical staff in patient identification, familiarity with the
study or caring for patients who experienced the service and
networking at local meetings.

Conclusion: The uptake to the study was similar to that in
pulmonary rehabilitation literature. Key to successful
recruitment are additional staff present in various clinical
settings to facilitate the referral of patients, promoting
patient screening for appropriate studies as part of patient
assessment and care, and having research nurses with
palliative care expertise.

Abstract number: P1-053
Abstract type: Poster

Validation of the German Version of the ESAS
(MIDOS): Survey of Control Cohorts with
Patients and Healthy Probands

Pléger M.', Rolke R.", Hoffmann-Menzel H.2, Schmidt-Wolf 1.2,
RadbruchL.!

"University Hospital Bonn, Palliative Medicine, Bonn, Germany,
?Malteser Hospital Bonn/Rhein-Sieg, Palliative Medicine, Bonn,
Germany, *University Hospital Bonn, Centre of Integrated
Oncology, Bonn, Germany

Background: Careful symptom assessment is paramount to
guarantee effective symptom control for palliative care
patients. The German version of the ESAS, MIDOS, has been
designed for self-assessment of palliative care patients. The
validation studies of 2000 and 2010 confirmed that it is a
useful and valid self-assessment instrument for evaluation of
the symptom burden of patients. In this study patients not
receiving palliative care as well as healthy probands were
asked to answer the MIDOS questionnaire, allowing
differentiation between these groups and palliative care
patients and in order to complete the validations data.
Methods: Data was collected from December 2011 until
June 2012. Four groups were recruited: chronic pain
patients, oncological patients, patients treated by a general
practitioner and medical students of University Bonn. These
persons completed the MIDOS- and the quality of life
questionnaire SF-12.

Results: Until June 105 medical students (65%women,
35%men; age:22-40 years), 64 general practice
patients(56,5% women, 43,3% men; age:19-82 years), 60
oncological patients (37% women,63% men; age:22-86
years)and 59 chronic pain patients (52,5% women,47,5 men;
age:27-74 years) took part in the survey. The highest
symptom score was 30.

Mean symptom scores differed significantly between
groups, with higher scores for chronic pain patients=7,54
(range 2-16) compared to oncological patients=4,60 (range
0-17) and G.-P- patients=4,19 (range 0-19).

Students scored lower with mean sum score of 1,70
(range 0-17).

Conclusion: Comparing the mean symptom scores of our
probands to the palliative patients of the MIDOS? study 2010
(mean symptom score=9,02) all groups showed - as
expected- a lower symptom burden. This confirms the
ability of MIDOS as a self-assessment instrument to describe
the specific burdens of palliative patients.

Abstract number: P1-054
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Palliative Treatment of Patients with Dysphagia
and Malignant Stenosis of the Esophagus

Povolnd Z, Speldovd J,, Tomiskovd M., Satdnkovd M., Merta Z,,
Venclicek O,, Skiickova J.

Faculty Hospital Brno and Medical Faculty of Masaryk
University, Brno, Czech Republic

Introduction: Lung cancer is the second most frequent
cause of malignant esophageal stenosis, which is caused
either by direct invasion of, or by extramural pressure
against, the esophageal wall. Esophageal stenosis reflects an
advanced, inoperable clinical stage of the oncological
disease. It is associated with huge weight loss, a decrease in
performance status and poor prognosis. Nasogastric probe,
percutaneous endoscopic gastrostomy and stenting are
palliative procedures improving patients’ performance
status, quality of life and food intake during palliative
treatment (radiotherapy, symptomatic care).

Background: We present case reports of two patients with
esophageal stenosis and dysphagia due to the expansion of
a lung tumour. The patient No.1 developed swallowing
disorder during chemotherapy. Esophageal stenting was

applied. The same problem occurred in patient No. 2 at the
time when the tumour was first diagnosed. Nutrition was
provided via percutaneous endoscopic gastrostomy. Both
procedures improved performance status of the patients
and their quality of life and enabled further palliative
treatment.

Conclusion: Our study reflects the advantages of
multidisciplinary co-operation in the field of palliative
oncological care and presents the methods of treatment of
dysphagia due to esophageal stenosis. These procedures
enhance the quality of life and facilitate further palliative
treatment.
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Benefits of Physiotherapy in Cancer Patients at
the End-of-Life

Pyszora A", Wojcik A2, Krajnik M.!

"Nicolaus Copernicus University in Torun, Collegium Medicum
in Bydgoszcz, Chair of Palliative Care, Bydgoszcz, Poland, “The
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Introduction and aim: The physiotherapy seems to play the
important role in advanced cancer patients however until
now its efficacy has not been defined by the clinical trials.
The aim of this pilot study was to evaluate the effect of
physiotherapy program on the intensity of symptoms in
cancer patients at the end of life.

Methods: Thirty advanced cancer patients receiving
palliative care were included to the study. The therapy took
place three times a week for two weeks. The program
included: active exercises, Proprioceptive Neuromuscular
Fascilitation (PNF) and myofascial release (MFR) techniques.
Outcomes included the Edmonton Symptom Assessment
System (ESAS) and Satisfaction Scores.

Result: The physiotherapy program caused significant
reduction in the intensity of pain, fatigue, depression,
anxiety, drowsiness, lack of appetite, and wellbeing. The
analysis of satisfaction scores showed that it was also
positively assessed by patients.

Conclusion: The results of the pilot study suggest that
physiotherapy implemented in palliative care patients for
the activity improvement also diminished the intensity of
some symptoms. This study gives the reasons for further
trials assessing the role of physiotherapy in cancer patients
at the end of life.
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Development and Implementation of a New Out-
patient Breathlessness Support Service
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Introduction: Breathlessness is a common and devastating
symptom affecting many patients with advanced disease.
Management comprises non-pharmacological and
pharmacological interventions best delivered by a
multidisciplinary team.

Aim: To describe the development of a newly established
Breathlessness Support Service (BSS).

Methods: The BSS was designed following the Medical
Research Council (MRC) Guidance for the development and
evaluation of complex interventions. The BSS builds on
already completed pre-clinical/ theoretical, modelling and
exploratory phases. This new service is being evaluated in a
phase lll fast track randomised controlled trial (RCT)
comparing immediate or delayed (after 6 weeks) access to
BSS.

Results: An innovative BSS with palliative care and
respiratory medicine (consultant, nurse, physiotherapy,
occupational therapy, and social work) input has been
developed and offered since October 2010 to patients with
refractory breathlessness due to advanced malignant and
non-malignant disease and their carers. Patients are seen
twice in the clinic and offered a home visit by both
physiotherapy and occupational therapy. Interventions
include: patient and carer education, crisis planning, a
relaxation CD, a fan, exercise, breathlessness and energy
conservation techniques and a medical management review.
Until October 2012, 78 patients (50 male), median age 67
years (range 40-88), have been seen in the BSS. Referrals
come from across hospital and community settings with
respiratory medicine and physiotherapy as main referrers.
Diagnoses: COPD 44, Cancer 13, ILD 13, CHF 5, other 3.
Conclusion: The fast track RCT provides a method, which is
generally well accepted as all patients will have access to the
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intervention. Main organisational problems relate to
transport to the BSS and patients being unwell to attend the
second clinic visit.
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Nutritive Support - The Inseparable Part of
Complex Oncological Treatment

Sachlova M.

Masaryk Memorial Cancer Institute, Gastroenterology, Brno,
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Contact address: sachlova@mou.cz

A cachexia and an unintended loss of weight are mainly the
result of metabolic changes in an oncological patient’s body.
The weight loss is used as an independent survival indicator.
Itis known that 5 % loss of weight can already decrease the
response to oncological treatment. There are 16 patients
with metastatic and 15 patients with locoregionally
andvanced stomach tumours. Their weights when they were
admitted was 77 kg (56-95) and their food intake was 60-
70%. The loss of weight before oncological treatment was 8
% (3-24). Patients already have digestion problems before
being admitted to our hospital, the time period from
making the diagnosis to being admitted to our department
was 3 months. The set of 5 patients has been treated
symptomaticly. Only 4 patients in the entire set were treated
by full planned oncology treatment, 22 patients had to
reduce chemotherapy doses, postpone or stop the
treatment prematurely. 6 patients died during the first 2
months, 4 more patients died during the next 4 months. It is
necessary to give patients at nutritive risk a professional
advice and nutritive support before they start the planned
oncological treatment, preferably right after the diagnosis of
their tumour disease is made. It is undesirable to focus on an
indication of operation or on a chemotherapy and omit a
nutritive support. Oncological treatment can not be fully
applied to a patient in malnutrition. The objective of
nutritive support is to maintain the present nutritive and
functional state, possibly slow down an irreversible
worsening of this state, improve or maintain the quality of
life and respect patient’s wishes simultaneously. The
assesment of presumptive oncological patient’s prognosis
does not only depend on the natural progress of tumour
disease. The quality of complex supporting care and
especially the way how nutrition is ensured influences the
assesment strongly.
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Pleurodesis as a Palliative Treatment for
Malignant Pleural Effusion

Satdnkovd M., Tomiskova M., Speldovd J,, Skiickovd J.,, Povolnd
Z, Venclicek O, Merta Z, Sebestovd M.

Faculty Hospital Brno and Medical Faculty of Masaryk
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Background: Malignant pleural effusion is characterized by
the presence of malignant cells in pleural fluid or by the
evidence of tumour tissue obtained directly from the pleura.
It is mostly associated with malignant tumours of lung and
breast. About 15% of patients are asymptomatic at the time
of diagnosis of malignant pleural effusion. Patients with a
massive pleural effusion tend to suffer from dyspnea, chest
pain, dry cough or nausea.

Pleurodesis is a palliative therapeutic procedure whose aim
is to preclude the formation of fluid between parietal and
visceral pleura in symptomatic patients where
chemotherapy is not an option or has failed.

Aim and methods: A retrospective analysis was performed
of 31 patients hospitalized with symptomatic pleural
effusion at the Dept. of Pulmonary Dis. and TB between
October 2011 and October 2012. Malignant lung tumour
was diagnosed in 27 of them (87%). The malignant origin of
pleural effusion was proved only in 13 patients (42%).
Results: Pleurodesis was performed in 4 patients; in the
remaining patients, it was not indicated due to poor clinical
status, short life expectancy, ,air trapping lung’, or presumed
chemosensitivity of the tumour. Case reports are presented
of two patients with malignant pleural effusion managed
(with different outcomes) by pleurodesis.

Conclusion: Pleurodesis is an option among palliative
therapeutic modalities which can alleviate symptoms of
malignant pleural effusion, particularly dyspnea.
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Effect of Goreisan (TJ-17) for Malignant
Lymphedema in Advanced Cancer Patient
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Background: Advanced cancer patients often experience
uncontrolled pain by malignant lymphedema. Diuretics,
corticosteroid sometimes relieve malignant lymphedema
but most cases are resistent. Gorei-san (TJ-17), Japanese
traditional herbal medicine with Alismatis rhizoma,
Atractylodis lanceae rhizoma, Polyporus, Hoelen, and
Cinnamomi cortex), is used to treat edema, gastrointestinal
symptom (nausea, dry mouth), headache, and dizziness in
general practice.

Aim and methods: To examine lymphedema treated by
Gorei-san of palliative care cancer patients. Retrospective
reviews of cancer patients with consulted by palliative care
support teams in Osaka National Hospital from 2011 to
2012.

Results: We treated successfully five lymphedema patients
with Gorei-san (TJ-17). Male/female ratio is 4/1 52-81yo.
Primary site of cancer is colorectal, breast, kidney, stomach
and all are severe advanced disease clinically. All patients
have lower extremeties lymphedema with pain, mild lymph
leakage, and difficult to move. All take diuretics before
Gorei-san administration. Average period to relief
leakage/distension is 2/4 week.

Conclusion: Gorei-san (TJ-17) may manage symptoms of
malignant lymphedema in palliative care cancer patients.
Further prospective study is required.
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A Qualitative Study to Explore the Experience of
Patients Attending a Nurse Led Breathlessness
Group
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Aim: To explore patient’s experience of attending a nurse led
breathlessness group and the effects of non
pharmacological interventions.

Method: The programme was developed within a UK day
hospice, using an multi-disciplinary team (MDT) approach,
based on intervention strategies by Corner et al. (1996).
Ethical approval was obtained. Semi structured, audiotaped
interviews were conducted with a purposeful sample of 6
patients who had attended a 4 week breathlessness group.
Colaizzi's method of phenomenological data analysis and
interpretation were used for analysis of the data.

Results: The participants had a mix of malignant and non
malignant disease, but no differences were identified. The
central component of the findings was “the breathlessness
group”itself, participants spoke about the benefit of
knowing that others experienced similar difficulties. This sub
divided into benefit gained from the group setting and each
other; the sharing with others, the comradeship and the
importance of peer and carer support. Participants were
aware of the distress their breathlessness caused their
families and appreciated the opportunity of support for
them.

5 further subthemes emerged; key interventions,
psychological gain, MDT input, learning aids and the future.
Beneficial interventions included; “the calming hand’,
breathing and pacing techniques, relaxation, and the “huff".
Participants described feelings relating to lessening of
isolation, and living with disability and dependence. The
MDT approach was beneficial for participants and they
described important relationships between themselves and
the facilitator. Learning strategies improved their
management of breathlessness, increased understanding,
and reduced anxiety. Increased confidence in managing
their breathlessness enabled participants to “face” the future
more readily.

Conclusion: This study demonstrates the physical and
psychological benefit to patients attending a nurse led MDT
breathlessness group.
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The Changes of Drug Therapy and Laboratory
Data of Cancer Patients toward the End of Life
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Research aims: It is known that a various symptoms appear
in terminal patients toward the End of Life. However, it has
not been clearly studied the changes of drug therapy and
laboratory data of cancer patients toward the End of Life. We
tried to get clinical prediction of survival from a
retrospective study of them.

Methods: The electric medical records of 121 cancer
patients who died between January 1st and December 31st
in 2008 at an acute hospital were reviewed, and the
medication history and laboratory data once a week for 90
days before death were collected retrospectively.

Results: The patients were 55% male, aged 58.1+17.0 (male
59.4+18.1, female 56.4+15.5) years with no gender
difference. The primary site of cancer is blood, breast, lung
and pancreas in decreasing order. The average number of
drugs was 7.3 at the 90th day, 8.2 at the 45th day, and 10.9 at
the 4th day before death respectively. Contraindications for
coadministration were recognized in medication for 2
patients at the 4th day before death. The mean value of WBC,
CRP, s-Cr, UN, ALT and LDH increased, s-Alb and PLT
decreased toward the End of Life. CRP was more than normal
value in over 80% of patients 10 weeks before death and
continued to increase toward the End of Life. Conversely, s-
Alb was lower than normal value in about 60% of patients at
the 90th day before death and continued to decrease toward
the End of Life.

Conclusion: The laboratory data of cancer patients in their
last few weeks before death might be said to reflect the
systematic inflammatory response (SIRS) or the multi organ
failure (MOF). Further studied are necessary in order to get
clinical prediction of survival.
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Swallow Screen and Test by Nursing Staff in
Advanced Cancer

Shrotriya S., Walsh D,, Shirley T, Aktas A., Trimmer R.
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Introduction: Swallowing is a complex process with four
phases. It initiates digestion and is essential for proper
nutrition. Difficulty swallowing independently correlated with
cancer survival. We retrospectively evaluated the prevalence
and incidence of difficulty swallowing in an acute care
palliative medicine unit. BMI and survival were also examined.
Methods: Electronic Medical Records (EMR) 2010-2012 was
reviewed. Assessment comprised of 3 steps: nurse survey on
patient condition (coma, intubation, PEG/feeing tube,
respiratory distress), screening questionnaire and clinical
swallowing test. Change in BMI from the day of admission to
discharge calculated. Survival calculated from EMR and
Social Security Death Index.

Results: N=261 with cancer identified; 47% known

metastases. Age (Mean + SD): 68 + 13 years. 55% females.

71% Caucasians and 25% African Americans. Common in

lung, gastrointestinal (Gl) and genitourinary (GU) cancers.

Clinical swallowing test indicated in 94%. Prevalence of

difficulty swallowing = 6%. Incidence of difficulty

swallowing = 21%. Change in Body Mass Index (BMI) from
26+ 7 (Mean * SD) to 26 + 6 on admission to discharge

respectively. Median (25%, 75% percentile) survival: 25(13, 62)

days.

Conclusions:

1. Difficulty swallowing common in lung, Gl and GU cancers

2.Incidence of difficulty swallowing in acute care palliative
medicine unit21% and prevalence 6%

3.75% with difficulty swallowing identified by nurse’s
survey, 19% through screening questionnaires and 6%
clinical swallowing test

4. Swallowing evaluation critical for comprehensive cancer
care
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Cancer Body Weight and BMI Trajectory:
A Population Based Study

Shrotriya S., Walsh D., Aktas A., Bennani-Baiti N.
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Introduction: Large cancer databases can provide valuable
information about weight loss prevalence and severity.
Weight loss (WL) trajectory in outpatient adults with solid
tumors was examined. The impact of WL on clinical and
biochemical prognostic parameters was also observed.
Methods: Electronic Medical Records (EMR) from a tertiary
academic center were retrospectively reviewed. Weight
changes, clinical and biochemical parameters from three
face-to-face visits (V1: Visit 1, V2: Visit 2 & V3: Visit 3) were
analyzed. The results were summarized by descriptive
statistics and analyzed for the level of association.

Results: N=6801; Age: 61 + 12; 58% males. 77% were
Caucasians and 13% African Americans. The cancer types
were prostate 17%; lung 13%; breast 12%; colorectal 5%.
18% had metastatic disease. 43% received radiotherapy and
38% chemotherapy as antitumor treatment. Median (25",
75t percentiles) weight in kgs V2: 81 (68, 95); V3: 79 (66, 94).
Weight Difference V1>V2: 0 (-0.24, 1); V2>V3: 1 (2, 4); V1>V3:
1(2, 5). Median (25", 75t percentiles) Body Mass Index (BMI)
V2: 28 (24, 32); V3: 27 (24, 31). The median resting energy
expenditure (REE) on V2 and V3: 1555 (1354, 1792). The
mean systolic/diastolic blood pressure (B.P) on V2 and V3
were 135+ 19/76 + 11 and 132 + 20/ 75 + 11 respectively.
Conclusions:

1.25% lost >5% of their weight from V1 > V2

2. Prevalence of hypertension decreased from V2 > V3,

3. Autonomic dysfunction may have a role in both WL and >
BP

4.No change in Resting Energy Expenditure (REE) V2 > V3
5. BMI not a good indicator for weight loss: >50% were
either overweight or obese at V2
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A Holistic Needs Questionnaire
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Background: SPARC is a multidimensional holistic screening
tool which provides a profile of needs (i.e. physical,
psychological, social, spiritual) to identify patients who may
benefit from additional supportive or palliative care,
regardless of diagnosis or stage of disease.

Aims: A feasibility study (randomised controlled trial) was
undertaken to establish whether using SPARC improves care
(impact on quality of life, interventions, consultations, and
referrals within supportive and palliative care), and to
compare experience between patient groups.

Methods: The study was carried out within in-patients, out-
patients, day care and in community settings, in accordance
with the Medical Research Council framework for
developing and evaluating complex interventions. Patients
were randomised to receive SPARC at baseline or aftera
period of two weeks (waiting list control). Care continued as
normal; SPARC responses were communicated to the care
team to ensure identified needs were addressed.
Participants were asked to complete three short research
questionnaires (MYCAW, EQ5D and PEl) as part of the study,
repeated after two, four and six weeks. 33 patients and 20
health professionals were interviewed (semi-structured
interviews), and case notes were reviewed.

Results: 771 invitations were sent out, 189 patients
consented (24.5% response rate). The number of completed
questionnaires returned at the following time points were as
follows; baseline: n=151, 2 weeks: n=122; 4 weeks: n=103;
and 6 weeks: n=96. There were no significant differences
between the control and intervention groups in the scores
for MYCAW, EQ5D and PEI at 2 weeks, suggesting that the
intervention did not have a detectable effect.

Conclusions: This negative trial result calls into question the
utility of SPARC in specialist palliative care services. A process
evaluation of the trial is currently underway, findings and
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Do Physicians Underestimate Non-pain
Symptoms in Advanced Cancer Patients?
Referring Patients to Pain Clinic Helps to
Identify Other Distressing Symptoms

Aldiri l.A.
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Background: Pain is one of the most common symptoms at
advanced stages of cancer disease. Cancer related non-pain
symptoms receives less attention from oncologists as
compared with cancer pain, such symptoms can be easily
underestimated if physicians missed the comprehensive
assessment of physical and psychosocial aspects.

Aim: This study aims to identify the prevalence and intensity
of the most common uncontrolled symptoms in advanced
cancer patients and the role of referral to pain clinicin
management of such symptoms.

Method: A prospective study surveys 140 patients with
metastatic cancer disease referred to pain clinic due to
uncontrolled cancer pain. Questionnaire based on ESAS
(Edmonton symptom assessment scale) were distributed to
patients in the first interview. Patients were asked to identify
and rate the severity of the 10 most common distressing
symptoms. Results considered positive if patients rates the
severity > 6

Results: From 140 patients referred to our cancer pain clinic
18 were excluded. The remaining 122 patients 72 female
and 50 male were eligible .88% reported fatigue as the most
distressing symptom followed by pain 86%, anorexia 61%,
worse well being 57%, depression 51%, anxiety 48%,
constipation 47%, nausea 41%, dyspnea 32% and
drowsiness 21%

Conclusion: The data emphasize that many symptoms can
be more distressing than pain and it is not sufficient for
oncologists to simply address pain during the treatment of
patients with advanced cancer, a more global approach to
symptom management is necessary. Referring cancer
patients to pain clinic may be an alternative option for
comprehensive symptom management in the absence of
well established palliative care service.
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Implementing Patient Reported Outcome
Measures (PROMS) in Palliative Care Clinical
Practice: A Systematic Review of Facilitators
and Barriers

Antunes B, Harding R, Higginson [.J.,, on behalf of EUROIMPACT
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Rehabilitation, London, United Kingdom

Contact address: barbara.antunes@kcl.ac.uk

Background: Many patient reported outcome measures
have been developed in the past two decades, and they
play an increasingly important role in palliative care.
However, their routine use in clinical practice has been slow
and difficult to implement.

Aim: To identify facilitators and barriers to the
implementation of patient reported outcome measures in
the clinical care of patients with advanced or long term
progressive physical illnesses.

Design: Systematic literature review and narrative synthesis
Data sources: Medline, Psycinfo, CINAHL, Embase and
British Nursing Index were searched limited to studies
published after 1985. Hand searching of reference lists for all
included articles and relevant review articles were
performed.

Results: 3863 articles were screened. 31 articles met the
inclusion criteria. Facilitators, barriers and lessons learned
were categorised. Recommendations for implementation on
outcome measures at management, healthcare professional
and patient levels were drawn from findings within three
different time points: preparation, implementation and
assessment/improvement.

Conclusions: Identifying and addressing potential barriers
to the implementation of patient reported outcome
measures in clinical practice by using appropriate facilitators
seems to be vital. The most important facilitator has to do
with an educational component for healthcare professionals
prior to the implementation, which will help insuring that
clinicians are familiarised with the patient reported outcome
measure selected for use, aiding the correct interpretation of
results, potentially improving practice and the quality of
care provided by assisting clinical decision making.

EURO IMPACT, European Intersectorial and
Multidisciplinary Palliative Care Research Training, is funded
by the European Union Seventh Framework Programme
(FP7/2007-2013, under grant agreement n° [264697]).
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Validation of the Palliative Performance Scale
Version 2 (PPSv2) into Spanish for its Use in End
of Life Oncological Patients
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Aims: Research has become a major challenge in recent
years for professionals involved in palliative care (PC). Most
of PC assessment tools have been primarily developed in
English so it is mandatory its validation into different
languages to provide effective tools and to facilitate
researchers to compare results more scientifically. The main
objective is to validate the Spanish version of the PPSv2 in
patients assisted by PC teams

Methods: Validation of the PPSv2 into Spanish was carried
out in three different steps: Initially, the translation was
based on the conceptual equivalence of the terms used
under linguistic supervision. Second, cultural and
grammatical adaptation on a sample (n=15) of oncological
palliative patients was carried out in order to test inter and
intraobserver reliability (intraclass correlation coefficients)
and internal consistency (Cronbach’s a). The rest of the
psychometric properties (correlation between the PPSv2
and the Barthel test and the Karnofsky Performance Scale)
were studied on a traversal study including 250 patients
from the outpatient clinic, emergency unit and medical
oncology ward.

Results: Inter and intraobserver reliability was good with
intraclass correlation coefficients of 0.753 (0.264 - 0.917,
p=0.007) and 0.894 (0.684 - 0.964, p>0.001),
respectively.Internal consistency analysis showed a
Cronbach’s a of 0.990 (0.988 - 0.992, p< 0,001).The
psychometric properties of the validation process tested
with the Pearson’s correlation coefficient showed values of
0.854 and 0.927 (both with p< 0.001), respectively.
Conclusion: Psychometric and qualitative properties of the
Spanish version of the PPSv2 showed to have high validity
and reliability. These results supports the use of the Spanish
PPSv2 to test functional status in advanced oncological
patients attended by PC teams in a hospital environment.
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Development and Validation of a Checklist for
Symptom Management (SyMPeC) in Patients
Treated with Chemotherapy in Palliative
Intention Using the Data Set of the Trial SAKK
95/06

Blum D', Rosa D%, Oberholzer R?, Nestor K2, Inauen R?, de
Wolf-Linder S.2, Hayoz S, Ribi K%, Koeberle D2, Strasser F2,
SAKK, EURO-IMPACT
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Aim: Patients with advanced cancer suffer from a variety of
symptoms with fluctuating intensity. During chemotherapy
oncologists perform a range of pharmacological and non-
pharmacological interventions in order to manage these
symptoms. We aim to develop and validate a symptom
management checklist (SyMPeC) for medical chart review in
the oncology outpatient clinic.

Methods: A consensus of the content of the check-list was
undertaken. The parameters were extracted and quantified
from a test data set (half of the data set). To assess the inter-
rater reliability, three independent researchers used SyMPeC
on a random sample (10% of the test data set) and Fleiss’
Kappa was calculated. For validation a comparison of
retrieved symptom-specific interventions with the nurse-led
assessment of patient perceived oncologists’interventions
was performed on the whole data set.

Results: 5 categories of symptoms emerged: pain, fatigue,
anorexia/nausea, dyspnoea and depression/anxiety. 247
patients from 84 oncologists from 8 centers were in the data
set. In the test data set (123 patients) 402 unspecific
pharmacological interventions and 260 that could be
assigned to specific symptoms were identified. Non
pharmacological interventions could scarcely be assigned to
symptoms. In the 12 patients analysed by three researchers
Fleiss'Kappa for symptom detection was K = 0.7 and for
intervention detection K = 0.86. When compared with nurse
led assessment in all 247 patients, there was a match in 1003
of 1220 visits (86%) and a mismatch in 164 visits (14%). If
analysed per case (6 visits) 195 out 247 cases (79%) had one
mismatch or less.

Conclusion: Chart review by SyMPeC seems reliable and
valid for symptom management in oncology outpatient
clinics. Non-pharmacological interventions were difficult to
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assign to a specific symptom. A checklist for documentation
could improve standardisation.
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Finding Routines in Estimation of Pain in Dying
Patients in a Specialized Palliative Care Unit

Ekholm E.", Johnsén J2, Molander U.2
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Background: Pain relief in dying patients is one of the most
important tasks in palliative care.

Even though estimating pain with a validated tool is one of
the parameters in the National Register of Quality in
Palliative Care, there is a lack of using such tool in a
specialized Palliative Care Unit at a university hospital in
Sweden.

Aim: Finding routines for using a validated tool to estimate
pain in dying patients to ensure the quality in pain relief.
Method: In September 2012 started a pilot study with one
nurse to find a routine to estimate pain in inpatients at the
palliative care unit.

From November 2012 each nurse at the ward will receive
training in how to use the Visual Analogue Scale-tool (VAS)
and the Abbey Pain Scale-blanket (APS).

At least twice a day, an estimate of pain should be done with
one of the validated tools, for every patient who has an
ongoing pain relief. In addition, an estimate shall be done
every time the patient suffers from breakthrough pain, just
before an extra dose is administrated as well as 20-30
minutes after the given dose.

The VAS should be used for patients who are able to
participate and the APS for those who cannot.

The results of the estimates will be documented in the
patients’journal.

Result: In February 2013 will an evaluation be done, for to
find out if it has become a routine for the nurses to estimate
pain in dying patients, with an validated tool. A comparison
of statistics from the National Register of Quality in Palliative
Care, before and after the intervention will be done.
Conclusion: Training and gradually introducing is one way
for nurses to find routines for estimating pain with validated
tools.

Abstract number: P1-072
Abstract type: Poster

Evaluation of Serum Markers Cathepsin s,
Cystatin c, Interleukin-6 and C-reactive Protein
as Prognostic Parameters in Palliative Care
Patients

Feldmer K.', Nuebling G.!, Holdt L.M.2 Teupser D2 LorenzI S.!
"Ludwig-Maximilians University, Interdisciplinary Center for
Palliative Care, Munich, Germany, *Ludwig-Maximilians
University, Institute of Laboratory Medicine, Munich, Germany

Aims: Lack of clarity about palliative patients’ prognoses
poses a huge burden on both patients and their family and
friends. Surprisingly early deaths can be grievous when
relatives cannot take leave of their beloved one, while
unexpectedly prolonged survival can be excruciating for
patients and relatives. Recent studies identified certain
serum markers as valid predictors of life expectancy in
elderly citizens. However, the significance of such markers in
a palliative care setting is unknown. The aim of our study is
to identify possible prognostic parameters of life expectancy
in patients at a palliative care unit (PCU).

Methods: In this study, blood samples are collected from
100 patients in our PCU from 01.08.2012 to 30.03.2012
regardless of underlying disease. 46 samples were collected
from 01.08.2012 to 20.10.2012. Serum cathepsin s and
interleukine 6 (II-6) levels are determined by ELISA. Cystatin c
levels are measured by nephelometry. Further parameters
include blood count, HDL, LDL and cholesterol. Clinical data
comprise survival time, Karnofsky performance score and
cardiovascular risk factors (smoking, hypertension, diabetes,
dyslipidemia and family history). Results are correlated with
survival time and documented risk factors by means of
statistical correlation analyses. This study was approved by a
local IRB, written informed consent is obtained from all
patients or their legal caregivers.

Results: Data from 23 already deceased patients indicate a
correlation between the average survival time (average
8,9+7,7 days) and serum levels of cystatin ¢ (Pearsons r=-
0,54), II-6 (r=-0,37), c-reactive protein (r=0,41) as well as
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Karnofsky performance score (r=0,56).
Conclusion: Our data identify potential prognostic
parameters of survival time in a palliative care setting. A
combination of such parameters may prove to be a valid
predictor of life expectancy at PCUs in the future and
warrant further validation.

This project did not receive external funding.

Abstract number: P1-073
Abstract type: Poster

Responsiveness to Delirium Severity Variations,
Neurobehavioral and Global Cognitive Factors
of the Memorial Delirium Assessment Scale

NogueraA.!, Carvajal A2, Alonso A2, Chisholm G.*, Bruera E.%,
Centeno C2

"Hospital Centro de Cuidados Laguna, Madrid, Spain, *Clinica
Universitaria, Universidad de Navarra, Pamplona, Spain,
*Hospital La Paz, Madrid, Spain, *“MD Anderson Cancer Center,
Houston, TX, United States

Background: The Memorial Delirium Assessment Scale
(MDAS) is a reliable and validated instrument with which to
assess delirium. Responsiveness to delirium changes
detected by the MDAS has not been investigated. Two factor
loads in the MDAS, neurobehavioral and global cognitive,
have been previously defined. This study’s primary objective
was to evaluate the MDAS'responsiveness and analyze
individual factors on this questionnaire.

Methods: Study subjects included 85 advanced cancer
patients with delirium diagnoses who were admitted to 3
palliative care units. Delirium diagnosis was determined by
clinical DSM IV TR criteria; the Confusion Assessment Method
Instrument also was used. Patients were evaluated at
baseline (0) and 72 hours with the Delirium Rating Scale-
Revised-98 (DRS-R-98), Mini-Mental State Examination
(MMSE), and MDAS.

Results: The variation in DRS-R-98 scores shows a correlation
of r=0.93, with variation in MDAS scores at P<.001.The
variation in MMSE scores shows a correlation of r =-0.84,
with variation in MDAS scores at P = .015. Factor |,
neurobehavioral (reduced awareness, reduced attention,
perceptual disturbance, delusions, altered psychomotor
activity, and sleep-wake cycle disturbance) correlated
moderately with MMSE at -0.56; Factor Il, global cognitive
(disorientation, short-term memory impairment, impaired
digit span, and disorganized thinking), correlated strongly
with MMSE at -0.81. Factor Il was significantly more reliable
thanlrho=0.7,P=.01.

Conclusions: The high responsiveness confirms the value of
the MDAS for ongoing delirium assessment. The existence of
2 differentiated factor loadings points to a potential future
need for MDAS subscales.

future studies: create several data collection strategies
related to patients preferences; focus on nursing training/
coaching on the job to empower nurses to integrate early
recognition in daily practice.

Abstract number: P1-075
Abstract type: Poster

An Audit of the Use of the Distress Thermometer
Problem List in a Hospice Day Therapy Unit:
What Is the Added Value?

Hearn F.
St Wilfrid's Hospice, Eastbourne, United Kingdom
Contact address: felicity.hearn@stwhospice.org

The Distress Thermometer (DT) is a patient led, subjective
scale recommended by the National Cancer Collaborative
Network, USA (2007) as a tool designed to screen distress. In
the UK, a Problem Checklist has been added to enable
patients to identify and rank their top 4 concerns.

The Day Therapy Unit Multidisciplinary Team were seeking
to extend their holistic needs assessments to focus more
clearly and consistently on the patients’own identified
concerns, by introducing the DT, Problem Checklist and
Action Plan. The aims of this audit were to:

1. Collate the spread of problems identified by patients in
the Problem Checklists and actions taken following the
assessment.

2. Evaluate whether introduction of the DT added to the
quality of initial holistic assessments.

3. Recommend whether the DT would be introduced to
other aspects of the hospice service.

Methods: The Patients Forum was consulted on their views

about the DT, staff were trained in how to use the DT and

the Problem Checklist tool effectively, then the tool was
introduced for a four month pilot period for all new
assessments in the Day Therapy Unit. All staff members
completed a questionnaire on their experience of the use of
the DT. Data was collated from all the completed
assessments.

Results: 24 assessments were completed during the pilot

period. The range of patients’ concerns identified and

actions taken will be presented. Staff feedback reported that
the tool enhanced holistic assessment by structuring
collaborative discussion between staff and patients,
supported patient self-management and ensured
appropriate onward referrals through shared action
planning by keyworker and patient.

Conclusion: The Problem Checklist is the most highly valued

aspect of the tool reported by patients to staff, and its use

has added to the consistency, quality and documentation of
holistic assessments in this setting. The tool will be extended
next to the Hospice at Home Service and then evaluated.

Abstract number: P1-074
Abstract type: Poster

Early Recognition at Home, a Pilot Study

GraafED.', Gootjes J.2, Teunissen S."*

"Academic Hospice Demeter, De Bilt, Netherlands, 2Hospice
Kuria, Amsterdam, Netherlands, *University Medical Centre
Utrecht, Utrecht, Netherlands

A proactive approach of palliative care problems
ameliorates quality of life of patients and family caregivers. A
study regarding early recognition nursing interventions in
palliative home care patients was conducted.

Aims: To develop a feasible set of nursing interventions to
optimize palliative care for patients and their caregivers at
home.

Method: From February- June 2012 a longitudinal pilot
study was conducted. Palliative care patients receiving
nursing ambulatory coaching and their primary caregivers
were included. Nurses received coaching to integrate early
recognition in daily practice. Study outcomes: symptom
intensity, quality of life, caregivers’burden, use of healthcare
facilities, attrition rate and missing data, use of study tools in
daily nursing practice. Data collection was performed by a
nurse researcher during home visits and by self-
assessments. Descriptive statistics were performed.

Results: Fifteen patients were selected, 12 patients were
enrolled (5 men; m 60 years) during a mean of 53 days.
Attrition rate was 33%, missing data 8% patients, 32%
caregivers. In average patients experienced 6 symptoms.
Fatigue, sleeping disorders and pain occurred most frequent
and intense. Sleeping disorders and early satiety increased;
quality of life decreased concurrently. Caregivers
experienced burden increased. Patients consulted an
average of four different healthcare professionals. Nurses
barely used early recognition strategies in daily practice.
Conclusion: The patient journey of palliative home care
patients shows an increase of symptom intensity, a decrease
of quality of life and increase of caregivers’ burden. Nurses
recognize the importance of early recognition interventions
without integration in daily practice. Lessons learned for
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Abstract type: Poster

Applicability of the Swedish Version of the
Frommelt Attitude Toward Care of the Dying
Scale (FATCOD) among Nurses and Nursing
Students and Factors Influencing the Attitudes

Henoch I.', Brovall M.G.2, Melin Johansson C?, Danielson E."?,
Strang S.'

'Sahlgrenska Academy at University of Gothenburg, Institute of
Health and Care Sciences, Gothenburg, Sweden, *Karolinska
Institutet, Department of Neurobiology, Care Science and
Society, Stockholm, Sweden, *Mid Sweden University,
Department of Health Sciences, Ostersund, Sweden

Contact address: ingela.henoch@gu.se

Background: To improve quality of life of patients with life-
limiting illness is important in palliative care, and to this
quality nursing care for dying patients is essential. Nurses
need to be prepared to meet dying patients, therefore,
nurses’attitudes toward caring for dying persons and factors
influencing such attitudes need to be explored. One
instrument investigating these attitudes is the Frommelt
Attitudes Toward Care of the Dying (FATCOD) scale, which
has not previously been used in Swedish language.
Objectives: To compare FATCOD scores among Swedish
nurses and nursing students with those from other
languages, to explore the existence of subscales and
evaluate influences of earlier experiences on attitudes
toward care of dying patients.

Methods: The FATCOD is a 30-item questionnaire
concerning attitudes toward caring for dying persons.
FATCOD scores of 113 Swedish nurses from hospice,
oncology, surgery clinics, palliative home care and 100
nursing students were compared with published scores in
similar populations from the USA, Israel and Japan.
Descriptive statistics, t-tests, factor and regression analyses
were used.

Results: Swedish FATCOD mean scores did not differ from
published means from the USA and Israel; but were
significantly more positive than Japanese means. Factor

analysis yielded a two-factor solution. Total FATCOD and
subscales had low Cronbach’s alphas. Hospice and palliative
team nurses had more positive attitudes to care of the dying
than did oncology and surgery nurses.

Conclusions: Although our results suggest that the Swedish
FATCOD may comprise two distinct scales, the total scale
may be the most adequate and applicable for use in
Sweden. Nurses' professional experience and the workplace
care culture affect their attitudes toward giving care to dying
patients. Factors influencing student nurses'attitudes and
the benefit from education need to be further explored.

Abstract number: P1-077
Abstract type: Poster

Palliative Prognostic Index: Further Validation
in Hospice Cancer Patients with a Multi-center
Prospective Study

Subramaniam S.", Dand P!, Ridout M.2

'Pilgrims Hospice, Palliative Medicine, Canterbury, United
Kingdom, 2University of Kent, Department of Statistics,
Canterbury, United Kingdom

Background: Predicting prognosis is important for patients
and clinicians, potentially helping in decision making about
treatments, referral to appropriate services and preparing
and planning for a patient’s remaining time. The Palliative
Prognostic Index (PPI), a prognostic tool calculated using
clinical indices alone (oral intake, oedema, dyspnoea at rest,
delirium and palliative performance scale) was first
formulated by Morita in Japan and validated by Stone in
2008 and Subramaniam in 2010. This study aims to further
test the accuracy of the PPl in hospice patients with
advanced cancer, using a larger sample drawn from multiple
sites..
Methods: A multi- centre prospective study aiming for a
sample of 1000 adult hospice inpatients with advanced
cancer. Statistical advice sought from a local university and
ethical approval granted. Sequential start of data collection
from 10 UK hospice sites between August 2012 and
November 2012. The PPI score is recorded by the patients’
usual medical team on admission to the hospice and also
between day 3 and 5 where relevant. Patient status at 6
weeks [alive or deceased] is documented. Anonymised data
collated and analysed. Analysis looking at
« Accuracy of prognosis prediction by PPl score at admission
« Accuracy of prognosis prediction by second PPl score
« Any effect of rate of change in score on accuracy of
prognosis prediction
« Presence/absence of inter center variability
« It is planned to calculate calibration and discrimination
ability of the tool.
Results: Data collection is ongoing and to be completed
April 2013.
Conclusion: Results and conclusions will be presented at the
Conference.

Abstract number: P1-078
Abstract type: Poster

Development of a Pain Body Map for Tablet
Computer for Use in Patients with Advanced
Cancer

Jaatun EA.A."”?, Kofod-Petersen A Hjermstad M.J."*, Moser
J.G.%, Kaasa S."7, Haugen D.F%°

'Norwegian University of Science and Technology (NTNU),
European Palliative Care Research Centre, Faculty of Medicine,
Trondheim, Norway, °St Olavs Hospital, Department of
Otorhinolaryngology Head and Neck Surgery, Trondheim,
Norway, *NTNU, Department of Computer and Information
Science, Trondheim, Norway, *SINTEF, Software Engineering,
Safety and Security, Trondheim, Norway, *Oslo University
Hospital, Regional Centre for Excellence in Palliative Care, South
Eastern Norway, Oslo, Norway, °TellTale Process Solutions LCC,
Chaleston, SC, United States, ’St. Olavs Hospital, Trondheim
University Hospital, Department of Oncology, Trondheim,
Norway, ®European Palliative Care Research Centre (PRC),
Faculty of Medicine, Norwegian University of Science and
Technology (NTNU), Trondheim, Norway, *Haukeland
University Hospital, Regional Centre for Excellence in Palliative
Care, Western Norway, Bergen, Norway

Contact address: ellen jaatun@ntnu.no

Background: Computerized assessment tools ease
documentation and facilitate integration of self-report data
into electronic patient record systems. However, advanced
cancer patients have special needs regarding usability of
computer programs. We have previously tested a
computerized pain body map (CPBM) for pain location in
advanced cancer patients. The aim of the present work was
to develop an improved version of the CPBM for a tablet
computer.

Material and method: A stepwise, user-centered approach
was performed. This included repeated testing (iterations) of
a prototype of the program in patients from the target
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group. During four iterations patients were observed and
instructed to “think aloud’, audio and video recordings were
made, and each participant interviewed after each round.
The first iteration presented a paper sketch, while the
subsequent iterations were performed on a tablet. Based on
responses and feedback, the prototype was improved
and/or new functionality added.

Results: The program was tested in 23 advanced cancer
patients; mean KPS 75 (40-90) and mean age 64 years (42-
92), and six health care workers. Design and functionalities
were based on the patients’ preferences and ability to use
the application. The final CPBM for iPad includes pain
location and intensity, and was preferred by all test patients
except one. All found it easy to use.

Conclusion: We have developed a user-friendly, functional
CPBM iPad application for patients with advanced cancer.
The user-centered approach enabled us to create a program
with a high usability for target patients. The application will
be further developed to include pain qualities.

Funding: Central Norway Regional Health Authority and the
Cancer Fund, St Olavs Hospital, Trondheim, Norway.

Abstract number: P1-079
Abstract type: Poster

Measuring Capacity at the End of Life

James R.M.,, Kolva E., Rosenfeld B.

Fordham University, Clinical Psychology, Bronx, NY, United
States

Contact address: riames 1 1@fordham.edu

Cognitive impairment (Cl) and delirium have been reported in
up to 90% of palliative care patients in the weeks before
death. Given the importance of decision-making at the end of
life, being able to give informed consent to treatment or other
decisions (e.g., advanced directives) is critical. Cl may limit
patient capacity to make decisions, but is often only assessed
globally with instruments such as the Mini Mental Status
Exam (MMSE), if at all. The present examination explored the
relationship between the MacArthur Competence
Assessment Tool (MacCAT) dimensions (understanding,
appreciation, reasoning, choice) and the MMSE.

Subjects were recruited from an inpatient hospice facility
and from the community as part of a larger study on
medical decision-making at the end of life. Subjects were
included if they were over the age of 50 and had no known
dementia or Cl (n=95). Mean age of the sample was 67, and
mean MMSE score was 26.4.

Multiple regressions were calculated including MMSE
score, education, and age as predictors for each of the four
dimensions of the MacCAT. These regressions indicated that
MMSE score was a significant predictor for all four
dimensions of the MacCAT: Understanding (R? = .43, F(3,91)
=22.84,p <.001), Appreciation (R?=.12, F(3,91) =3.97,p <
.01), Reasoning (R? =25, F(3,91) = 10.03, p < .001), and
Choice (R?=.16, F(3,91) =5.89, p < .001).

These findings indicate that the MMSE and MacCAT
demonstrate concurrent validity. Although all dimensions
were significantly predicted by MMSE scores, there was still a
large proportion of unaccounted for variability in MacCAT
scores. Therefore, clinicians in hospice care who are
determining patient capacity to provide informed consent
to treatment may wish to evaluate capacity in a more
multifaceted way with instruments such as the MacCAT.
Additional analyses will explore differences between
inpatient and community subjects.

Abstract number: P1-080
Abstract type: Poster

Do Patients Want to Tolerate Unrelieved Pain?
Nurses’ and Patients’ Experiences with Pain
Management in Hospices

Krutter S.", Nestler N2 Kutschar P!, Mitterlehner B.', Osterbrink J.!
'Paracelsus Medical University, Institut of Nursing Science and
Practice, Salzburg, Austria, *Paracelsus Medical University,
Institut of Nursing Science and Practice, Miinster, Germany
Contact address: simon.krutter@pmu.ac.at

Background and aims: Pain management is an essential
aspect of caring in hospices. A substantial number of people
with cancer experience pain during their affection. Suffering
from severe pain at the time of death is one of patients’
greatest fears. As one consequence, advanced cancer
patients often frequent a hospice in the hope of the
possibility to control pain.

A health services research project in the city of Muenster
(Germany) aimed to optimize pain management in different
health care facilities. The objective of the here presented
substudy was to investigate the needs and requests of
hospice patients regarding pain management. Another
objective was to identify barriers to pain management
labelled by hospice nurses.

Methods: The study used a qualitative design. Data were
collected during two group discussions with 12 hospice

nurses and six individual semi-structured interviews with
hospice patients with cancer from two different hospices.
Audiotapes were transcribed and analyzed using content
analysis.

Results: Hospice nurses describe that many patients suffer
from pain during their stay and psycho-social aspects play a
major role how pain is experienced and coped. Nurses point
out the importance of an assessment but experience
standardized tools as not useful to meet this demand. They
also depict the challenge, when patients prefer to tolerate
unrelieved pain.

Hospice patients describe that they feel comfortable in
the hospice due to the nurses respecting their wishes. They
emphasize the autonomy which they enjoy in the hospice
and the possibility to be in charge of their own decisions at
end of life.

Conclusion: Current pain assessment tools are not capable
of describing the hospice patient’s pain experiences in a
comprehensive way. Hospice nurses evaluate them as
insufficient. Multidimensional tools that also cover the
psycho-social aspects of pain in a systematic way have to be
developed. Furthermore, the wishes of the hospice patients
have to be considered.

Abstract number: P1-081
Abstract type: Poster

Does the End-of-Life Patient-reported Outcome
Measure (EOLPRO) Plug the Quality of Life
Assessment Gap?

McCaffrey N."? Skuza P?, Eckermann S.% Breaden K.!, Oaten S.,
Hardy J.5, Briffa M7, Currow D."

'Flinders University, Discipline of Palliative & Supportive
Services, Adelaide, Australia, *Flinders University, Flinders
Health Economics Group, Flinders Clinical Effectiveness,
Adelaide, Australia, *Flinders University, Information Science
and Technology Building, Adelaide, Australia, *University of
Wollongong, Centre for Health Service Development, Australian
Health Services Research Institute, Wollongong, Australia,
“Repatriation General Hospital, Southern Adelaide Palliative
Services, Adelaide, Australia, Mater Health Services,
Department of Palliative and Supportive Care, Brisbane,
Australia,”’Royal Adelaide Hospital, Palliative Care Unit,
Adelaide, Australia

Contact address: nicola.mccaffrey@flinders.edu.au

It's over ten years since ‘preparation for death’was identified
as one of the most important quality of life (QOL) attributes
for patients at the end of life, yet this primary domain is still
rarely captured in health services research. Suboptimal
measurement of QOL could lead to missed funding
opportunities for valuable palliative care programs.
Consequently, this research aimed to develop and validate a
new, supplementary, single-item EOLPRO to measure
changes in this patient-valued domain. 9 cognitive
interviews were conducted with purposively sampled
Australian palliative care patients to evaluate content
validity. Construct validity, test-retest reliability and
responsiveness were assessed using data from the multi-
site, double-blind, parallel arm, dose titrated, Phase llI
Australian Palliative Care Clinical Studies Collaborative
randomised controlled trial comparing subcutaneous
ketamine and placebo for the management of cancer pain
(n=184).

Analysis of cognitive interviews provisionally supported
the content validity of the EOLPRO. The significant
correlation between baseline performance status and
EOLPRO scores demonstrated convergent validity (n=137,
correlation coefficient=0.41, p< 0.001). Correlations between
baseline EOLPRO and MMSE scores and proximity to death
were in the expected direction but not statistically
significant. Pre- and post-treatment EOLPRO scores
moderately agreed (n=14, k=0.52 [95% Cl 0.19, 0.84]). The
EOLPRO’s apparent lack of sensitivity to discriminate
between those who did/did not respond to pain
management may have been confounded by other factors
(n=104, x2=0.43, unadjusted p=0.98).

Very few palliative care QOL questionnaires measure the
ability of patients with a life limiting illness to finalise their
affairs at the end of life. Within this context, the EOLPRO has
promising psychometric properties as a tool to add to
existing questionnaires, plugging the QOL assessment gap.

Funding: Australian Government & Flinders University

Abstract number: P1-082
Abstract type: Poster

A Study of the Palliative Prognostic (PaP) Score
in a Comprehensive Cancer Centre

Mendis R, Soo K., Zannino D., Michael N., Spruyt O.

The Peter MacCalllum Cancer Centre, Department of Pain and
Palliative Care, Melbourne, Australia

Contact address: ruwani.mendis@gmail.com

The PaP score is a prognostic tool that uses clinical and

13th World Congress of the European Association for Palliative Care, Prague, Czech Republic, 30 May — 2 June 2013

laboratory parameters to classify patients with advanced
cancer into three risk categories predictive of 30-day
survival. The PaP score is calculated based on clinical
prediction of survival (CPS), performance status, anorexia,
dyspnoea, white blood cell count and lymphocyte ratio.
Although extensively validated in inpatients, limited studies
evaluate its use in outpatients. The CPS which is commonly
determined by a single clinician tends to overestimate
survival by a factor of approximately three to five. At our
institution, the CPS is determined by a palliative care
multidisciplinary team (MDT). This is a retrospective study of
the PaPscore in a series of cancer patients referred to the
Pain and Palliative Care (PPC) Department.

The aims of this study are to evaluate the accuracy of
prognostication by the PaP score in inpatients and
outpatients, assess the accuracy of prognostication by a
palliative care MDT and to identify other factors that may
impact prognosis in cancer patients.

A total of 645pts (224 outpts) referred over 2 years
excluding haematological and renal malignancies were
included in this study. Data was sourced from the PPC
Database which routinely collects patient data including
demographics, PaP score and CPS predicted by a palliative
care MDT. Standard statistical tests were used to analyze data.

The PaP score was found to accurately predict survival
among inpatients although in outpatients the PaP C group
was limited by small numbers. A CPS by a palliative care
MDT was more accurate than a single clinician CPS;
overestimating survival by a factor of 1.5 ininptsand 1.2 in
outpts. The PaP score was more accurate in predicting
survival compared to MDT- CPS on its own (Spearman
correlation). Age was found to impact survival in
outpatients. The palliative care MDT needs to be defined
and standardized and prospective studies are needed to
validate the PaPscore for use in outpatients.

Abstract number: P1-083
Abstract type: Poster

Expert Panel on Eliciting a Spiritual History for
Research Purposes

Paal P, Roser T, Frick E.

Ludwig Maximilians Universitdt, University Hospital, Campus
Grosshadern, The Interdisciplinary Centre for Palliative
Medicine (IZP), Munich, Germany

Taking a spiritual history is an assessment designed for
therapeutic use. To validate the semi-structured assessment
tool SPIR (German adaption of FICA) spiritual histories were
elicited for research purposes in two PCUs. Later, following
the Delphi method, an international group of spiritual care
experts was invited to join a hermeneutic circle to establish
the complexity of taking spiritual histories.

Two participants were asked to read out loud a transcript
of a pre-selected research interview. Experts were asked to
communicate their expertise regarding the content and
methodical issues. The discussion was recorded on
discussants’ permission. The transcript was analyzed using
the thematic content analysis (TCA).

The discussion revealed that taking a spiritual history for
research purposes is a complex and challenging task, which
requires from a researcher certain qualities that transcend
his/her usual competences and role. The qualities connected
to eliciting a spiritual history are “being present’,"not only
hearing, but listening’; “understanding the message beyond
the words uttered” and “picking up linguistically suitable
register to respond”. In order to “establish a link of sharing”
the interviewer is expected “to go beyond the ethical stance
of neutrality’, which may cause several ethical and moral
dilemmas, such as “fear of causing more problems’, “not
daring to take it further’, and above all, "being ambivalent
about one’s role”. While taking a spiritual history, one has to
be extremely careful in terms of patient’s vulnerability. To
avoid “causing more violations”it is essential to propose “a
follow-up contract” that allows responding to “patient’s
yearning for genuine care”.

Taking a spiritual history is an intervention that needs a
systematic follow up under any circumstances. This is to
assure that emerging spiritual needs of the patient are taken
care of and to grant the researcher with a primary right of
acting as a human being.
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Nursing Diagnosis in Palliative Care: The Case of
a Palliative Care Hospital Support Team

Pereira S.M., Hernandez-Marrero P?, Silva A.J.", Fradique E.*
'Universidade dos Agores, Escola Superior de Enfermagem de
Angra do Heroismo, Angra do Heroismo, Portugal, *Universidad
de Las Palmas de Gran Canaria, Nursing, Faculty of Health Care
Sciences, Las Palmas, Spain, *Centro Hospitalar Lisboa Norte,
Hospital de Santa Maria, Lisboa, Portugal

Introduction: Nursing documentation in palliative care
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provides relevant information about the critical thinking and
clinical judgment used in nursing process (assessment,
diagnosis, care plan, interventions and evaluation). The
International Council of Nurses published the Catalogue
“Palliative care for a dignified dying’, ICNP® Catalogue, which
includes a set of nursing diagnosis in palliative care.

Aim: To identify nursing diagnosis exhibited by palliative
patients supported by a hospital support team.

Methods: A longitudinal study was conducted in a
Portuguese hospital support team during one month. Data
were collected using the nursing diagnosis’identification
instrument, developed upon the Catalogue “Palliative care
for a dignified dying”. Nursing diagnosis were identified in 11
patients.

Results: Nursing diagnosis identified in this study were:
suffering (present in 9 out of 11 patients at the first moment
of evaluation and in 4 patients at the last one); spiritual
distress (identified in 8 out of 11 patients in the first moment
and in 2 patients at the last one); impaired ability to bathe
(present in 7 out of 11 patients at the first moment and in 6
patients at the last moment of assessment), to clean the
house (notorious in 6 out of 11 patients at the first
assessment and in 5 patients at the last moment), to get
dressed / undressed (identified in 5 out of 11 patients from
the first until the last moment of evaluation).

Conclusions: The most common nursing diagnosis
identified in the patients who participated in this study were
suffering and spiritual distress. Impairment related to the
ability to bathe, to dress/undress, and to clean the house
were also notorious. Furthermore, there was a decrease in
the presence of almost all diagnosis over time. Findings
reinforce nurses'role in palliative care; particularly
promoting suffering relief and spiritual support, and helping
patients to fulfill their needs of self-care.

Abstract number: P1-085
Abstract type: Poster

Development of an Instrument to Assess the
Capacity for Families to Provide Home Care in
Portugal

Reigada C.'?, Pais-Ribeiro J.L.", Novellas A>*, Gongalves E2,
Pereira J.L.5¢

"Faculty of Psychology and Educational Sciences of the
University of Porto, Porto, Portugal, °Séo Jodo Hospital Center,
EPE, Porto, Portugal, *University of Barcelona, Barcelona, Spain,
“Catalan Institute of Oncology, Barcelona, Spain, *University of
Ottawa, Ottawa, ON, Canada, °Bruyeére Continuing Care Unit,
Ottawa, ON, Canada

Contact address: carlanela@portugalmail pt

Some studies shows the importance of adequate family
supports if palliative patients are to be cared for at home.
Assessing their capacity to provide support is therefore an
essential component of a home-based care plan. A
Portuguese instrument, called the “Escala de Capacidade
para Cuidar em Paliativos” (ECCP), has been developed to
assess this capacity, taking into local culture and realities.
Aim: Explore the initial face and content validity of the
instrument.

Method: Instrument development occurred in phases. Items
were based on a literature review and a framework
emanating from previous work at a large Portuguese Centre
by one of the investigators. The initial instrument was then
reviewed by a panel of palliative care professionals (4
physicians, 5 nurses and a psychologist) as well as 10 family
caregivers (Phase 1). Modifications were made to the
instrument based on their input. The modified instrument
was then reviewed by the panel using a mixed methods
approach: a) ‘think aloud” qualitative method (cognitive
debriefing) and b) a survey with a Likert Scale (1-5) in which
the panel indicated their level of agreement with each item
(Phase 2). A Content Validity Index (CVI) was used to assess
the level of agreement between panel members on the
items. After further modifications, the instrument was
reviewed again by the same panel.

Results: Of the initial 58 items, 39 (67%) required further
modifications. In phase 2 there was a high level of
agreement between panel members; agreement on 47
items (I-CVI 280%). This level of agreement increased with
subsequent modifications. Some of the more challenging
items included the role of the care (obligation or love) and
the role of finances.

Conclusion: The results demonstrate early face validity of
this new instrument. A large study with family caregivers is
underway to provide data for further psychometric testing
of the instrument; including internal consistency, item
correlations, and exploratory factor analysis.

Abstract number: P1-086
Abstract type: Poster

Employing an Outcome Measurement Tool in a
Palliative Care Unit of a Cancer Hospital in Brazil

Rodrigues L.F, Ferreira A.S.M., Geraige C.M., Brito C, Aratjo
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A.CS, Sorato D, Leite ET.C.A, Pacheco L.S., Taveira HM.
Fundagdo PIO XII, Hospital de Cancer de Barretos, Palliative
Care Unit, Hospital Séo Judas, Barretos, Brazil

Contact address: lufe.luis@gmail.com

Background: Brazil has been classified, according to the
International Observatory for End of Life Care (UK), as level
3b, which means there is isolated provision of Palliative Care.
It was ranked 38th out of 40 countries in the Quality of
Death Index, published by The Economist - Intelligence Unit
(Singapore). Brazil has many developing Palliative Care
teams but there is little knowledge about how to
measurement of outcomes of care.

Service Development: The Palliative Care Unit at Barretos’
Cancer Hospital is 7 years old and has 50 palliative care beds
for cancer patients. Currently no outcome measure is used.
The authors have begun searching for information about
outcomes in Palliative care in order to apply them in our
unit. Evidence from the PRISMA project supports the use of
a validated scale to evaluate outcomes in palliative care.
Following its suggestion, we have chosen POS which was
recently been translated into Brazilian Portuguese.
Methodology: All patients referred to the Palliative Care
Unit were considered eligible for evaluation, except patients
exhibiting cognitive impairment. The POS was used at
admission (time 1) and every week thereafter. For the
evaluation, the first and the last measurement before
discharge were used. Then, we have compared the average
POS at time 1 (POS 1) and at discharge or death (time 2)
(POS 2).

Results: There were 17 patients, 53% men; Lung 35%, Colon
17%. Analysis of POS 1 - at admission was: mean 16,41
Median 16. POS at discharge - mean12,24 Median 12.This
demonstrated a reduction of 25%, p= 0,023 (Paired Sample
Test) and p= 0,021 (Wilcoxon).

Discussion: This evaluation raises questions about the
meaning of the POS in this context and the interpretation of
these findings across other centres.

Abstract number: P1-087
Abstract type: Poster

Health-related Quality of Life among Breast,
Prostate and Colorectal Cancer Patients
Receiving Palliative Care

Fdrkkild N.'?, Torvinen S.", Roine R.P?, Sintonen H.', Hdnninen
J#, Taari K>%, Saarto T”

"University of Helsinki, Hjelt Institute/Department of Public
Health, Helsinki, Finland, *GlaxoSmithKline Oy, Espoo, Finland,
3Hospital District of Helsinki and Uusimaa, Helsinki, Finland,
“Terhokoti Hospice, Helsinki, Finland, *University of Helsinki,
Institute of Clinical Medlicine, Helsinki, Finland, °Helsinki
University Central Hospital, Department of Urology, Helsinki,
Finland, ’Helsinki University Central Hospital, Department of
Oncology, Helsinki, Finland

Aims: To explore health-related quality of life (HRQoL) in
breast (BC), prostate (PCa), and colorectal cancer (CRC)
patients receiving palliative care, to compare the results of
different HRQoL instruments, and to explore predictors of
poor HRQoL.

Methods: Patients for this cross-sectional observational
study were recruited from the Helsinki University Hospital
palliative units and from a hospice in the Helsinki area.
HRQoL was assessed using two generic instruments, the
15D and the EQ-5D-3L including its visual analogue scale
(VAS), and the cancer-specific EORTC QLQ-C30. In addition,
clinical and demographic information was collected. A linear
stepwise regression model, including clinical and
demographic factors, and EORTC symptoms as explanatory
variables, was used to assess predictors of poor HRQoL.
Results: 138 palliative care patients were included in the
analysis. Of them 27 had BC, 39 PCa, and 73 CRC. The mean
age was 70 (range 35-87), PCa patients being eldest. 47 of
the patients died within three months after having
answered to the questionnaire and 46 within three to six
months after the response. The mean HRQoL scores varied
widely depending on the instrument used. The mean score
(SD) measured with 15D, was 0.73 (0.14) with EQ-5D 0.56
(0.33), and with VAS 53.2 (20.9), respectively. Fatigue was the
most common symptom, closely followed by pain and
insomnia. Closer to death, the role of fatigue, dyspnoea,
appetite loss, and constipation increased. In the regression
model the most important factors predicting deteriorated
HRQoL of life turned out to be fatigue and financial
difficulties, which was associated with depression.
Conclusion: All instruments used in the study are applicable
to evaluate palliative care patients'HRQoL, but the values
they provide differ substantially. In addition to cancer
symptoms also financial difficulties had a clear negative
impact on HRQoL which needs to be taken into account
when supporting palliative patients’' HRQoL.

Abstract number: P1-088
Abstract type: Poster

Development of a New Screening Tool for
Delirium, Depression and Dementia

SakuraiH,, Takashi H., Hayashi A.

St Luke’s International Hospital, Tokyo, Palliative Care
Department, Chuo-ku, Japan

Contact address: skhr@luke.or.jp

Background: The improvement of quality of life is a
predominant destination in palliative care. To achieve this
goal, management of physical and psychological distress is
required. Delirium, depression, and dementia (the 3Ds) are
major psychiatric problems in the elderly. These problems
are frequently underdiagnosed or misdiagnosed. Our
purpose is to develop a tool screening for the 3Ds (3DST).
The pilot study were presented at 17th congress of Japanese
Society of Palliative Medicine. We will present the data with
more patients.

Method: A cross-sectional survey was conducted of adult
cancer patients who were admitted to the palliative care unit,
St. Luke’s International Hospital, Tokyo. Nurses evaluated
patients using the newly developed tool. The diagnosis of a
psycho-oncologist based on DSM-IV was used as a gold
standard to calculate sensitivity and specificity.

Results: Fifty seven patients out of 97 admitted participated
in the study. Forty patients were excluded because of illness
or no consent. The sensitivity and specificity were 0.53
(95%Cl: 0.30-0.75), 0.95 (0.84-0.99)  for delirium, 0.50 (0.28-
0.70), 0.93 (0.80-0.98) for depression, and 0.67 (0.35-0.88),
0.98 (0.89-1.0) for dementia, respectively. The positive and
negative predictive value were 0.80 (95%Cl: 0.49-0.94), 0.85
(0.72-0.93) for delirium, 0.73 (0.43-0.90), 0.83 (0.69-0.91) for
depression, 0.86 (0.49-0.97), 0.94 (0.84-0.98) for dementia.
Discussion: This tool, to our knowledge, is the first tool
screening for the 3Ds simply and concurrently. Because it
has a sensitivity of over 50% for the 3Ds, routine use of the
tool facilitates capturing more than half of patients with any
of the 3Ds. Because it has a high specificity, the tool can be
useful to distinguish between the 3Ds.

Conclusion: We developed a new, simple screening tool,
3DST, to assess delirium, depression, and dementia in
palliative care setting. Further investigations to test reliability
and validity are needed.

Abstract number: P1-089
Abstract type: Poster

Application of Single-items for Measuring
Quality of Life in Children with Life-limiting
Conditions - At which Age Does it Work?

Smitka M."?, Loll J.3, Nolte-Buchholtz S.%, von der Hagen M.!
IChildren’s Hospital, Technical University Dresden, Department
for Pediatric Neurology, Dresden, Germany, *Children’s Hospital,
Technical University Dresden, Department for Pediatric
Palliative Care ‘Brueckenprojekt’; Dresden, Germany, >Children’s
Hospital, Technical University Dresden, Department for
Pediatric Palliative Care "Brueckenprojekt’; Dresden, Germany

Introduction: Preserving the highest possible quality of life
(QOL) is of major importance in pediatric palliative care
(PPC). For the evaluation of different therapies or procedures
methods are needed, that are able to asses ones quality of
life efficient and accurate. Multiple-item indices are time-
consuming and have other disadvantages like high
complexity, hampering them from regular application in
PPC. Single-items (SI) have the advantage of simplicity and
time-effectiveness, and can be therefore used in
longitudinal studies. On the other hand abstract thinking is
required for some S|, which makes it difficult to use in young
children. For evaluation of Slin measuring QOL in children 8
years or older with life-limiting conditions three different SI
were used and analyzed for different age-groups.

Materials and methods: Three different Sl were used
(visualized as visual analogue scale) to assess quality of life,
in a group of 101 children (age range: 8-18 years) with life-
limiting conditions, defined according to ACT (Association
for Children with Life-threatening or Terminal Conditions
and their Families 2003). For comparison two validated and
widespread multiple-item indices have been used (KINDL,
Kidscreen-27).

Results: There were significant variations of correlation-
coefficients between all three Sl and the multiple-item
indices for the different age groups. An age dependent
increase of correlations was not observed. Mean correlations
varied between 0,3 - 0,47, age specific correlations varied
between 0,05 - 0,74.

Discussion: We could observe significant differences
between the age-specific correlation-coefficients of the
different Sl and the multiple-item indices, although there
was no general tendency related to the correlation
coefficients and age. Therefore we conclude that the used SI
are applicable from 8 years of age. Further studies are
needed to determine the value of a Sl in measurement
quality of life in pediatric palliative care.

13th World Congress of the European Association for Palliative Care, Prague, Czech Republic, 30 May — 2 June 2013



Poster sessions

Abstract number: P1-090
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Validation of the Palliative Prognostic Index and
the Palliative Prognostic Score in a Inpatient
Palliative Care Team Setting

Sonoda H.', Yamaguchi T2 Matsumoto M2, Hisahara K
"Teine Keijinkai Hopital, Sapporo, Japan, *Teine Keijinkai
Hopital, Palliative Care Team, Sapporo, Japan

Aim: This study aims to clarify the predictive value of two
prognostic prediction tools, the palliative prognostic index
(PPI) and the palliative prognostic score (PaPS), in a inpatient
palliative care team setting.

Methods: This prospective cohort study, conducted from
July 10,2009 to December 12,2011, includes all patients
older than 18 years, hospitalized with an advanced cancer,
and referred to the palliative care team in an acute hospital
in Japan; two hundred forty-seven patients are included in
the PPI study, and 187 patients are included in the PaPS
study.

Results: For PPl validation, the sensitivity (Sn) and specificity
(Sp) of predicting survival for less than 3 weeks with a cut off
PPl > 6 are 63% (95% Cl: 50-75) and 91% (95% Cl: 86-94),
respectively; the positive predictive value (PPV) and
negative predictive value (NPP) are 0.89 (95% Cl: 0.83-0.93)
and 0.69 (95% Cl: 0.55-0.80). The Sn and Sp of predicting
survival for less than 6 weeks with a cut off PPI > 4 are 80%
(95% Cl: 73-85) and 64% (95%% Cl: 54-73); the PPV and NPP
are 0.76 (95% Cl: 0.68-0.82) and 0.71 (95% Cl: 0.60-0.79). The
difference in survival is highly significant (p< 0.001).

For PaPS validation, 30-day survival rates are 88.1% in
group A (PaPS: 0to 5.5), 55.2% in group B (PaPS: 5.6 to 11),
and 5% in group C (PaPS: 11.1 to 17.5). The median survival
is 94 days (95% Cl: 76.6-111.4) for group A, 38 days (95% Cl:
12.9-63.0) for group B, and 14 (95% Cl: 6.2-21.8) for group C.
Again, the difference in survival was highly significant (p<
0.001).

Conclusion: The results suggest that although PPl and PaPS
successfully divide patients into three groups with
significantly different survival times, discrepancies exist
between the original studies done in a hospice setting and
the current study in predicting the actual length of survival.

Abstract number: P1-091
Abstract type: Poster

Measuring Pain and Comfort in Dementia at the
End of Life

van der Steen J.T.', Sampson E.L%, Vandervoort A>, Lord K2,
Pautex S.*, Shvartzman P>%, Van den Block L3, Sacchi V7, Van
den Noortgate NJ.2

WU University Medical Center, EMGO Institute for Health and
Care Research, Dept. General Practice & Elderly Care Medicine,
Amsterdam, Netherlands, *University College London, Marie
Curie Palliative Care Research Unit, London, United Kingdom,
*End-of-Life Care Research Group, Ghent University & Vrije
Universiteit Brussel, Brussels, Belgium, *“University Hospital
Geneva, Geneva, Switzerland, *Clalit Health Services, Pain and
Palliative Care Unit, Beer-Sheva, Israel, °Ben-Gurion University
of the Negev, Family Medicine, Pain and Palliative Care Unit,
Beer-Sheva, Israel, ’Lincoln County Hospital, Lincoln, United
Kingdom, éUniversity Hospital Ghent, Geriatric Medicine, Ghent,
Belgium

Aims: To map and compare items and domains covered by
tools to assess pain and comfort in severe dementia or
dementia at the end of life.

Methods: We examined each individual item and
descriptors if available in thoroughly tested tools to assess
pain (PAINAD, PACSLAC, Doloplus) and comfort (including
discomfort and quality of life; DS-DAT, DisDAT, EOLD-CAD,
QUALID). Three independent raters, a nurse, psychologist
and epidemiologist undertook a conceptual analysis,
classifying all items into domains, without referring to pre-
existing frameworks.

Results: All raters identified physical, social, behavioural, and
ADL domains. However, there was less agreement on a
psychological domain; on distinguishing between “affect”
and“mood,"and on the categorizing as “behavioural,"“social,’
or“spiritual”’ Further, it was difficult to classify items that
referred to different levels of observation: those requiring
exact observation of vocalisation, facial expression or body
language (e.g., frowning, leans to side) versus items
indicating changes, or broader concepts requiring some
interpretation (e.g., angry, peace).

Studying the specific tools, the differences between pain
instruments (e.g., PACSLAC and Doloplus in addressing facial
expressions) may be larger than between a pain tool and a
comfort tool (PAINAD and DS-DAT). Regarding items,
“guarding”was only included in a pain tool. The largest
differences concerned additional items in comfort tools,
such as“positive” items (eye contact, content facial
expression, relaxed body language), and items indicating
other concepts (sadness and fear).

Conclusion: Pain and comfort tools cover almost identical

domains. Comfort tools include a broader item pool. Some
items (lack of positive indicator) may be tested for additional
value to pain instruments. Further concurrent testing of pain
and comfort tools is needed to assess validity of each item
for measuring pain or (dis)comfort.

Abstract number: P1-092
Abstract type: Poster

C - Reactive Protein (CRP): An Important
Prognostic Indicator in Solid Tumors

Shrotriya S., Walsh D., Aktas A., Bennani-Baiti N.

Cleveland Clinic, Solid Tumor Oncology, The Harry R. Horvitz
Center for Palliative Medicine and Supportive Oncology,
Cleveland, OH, United States

Contact address: walsht@ccf.org

Introduction: CRP, a non-specific marker of inflammation,
may help cancer prognostication. We observed if solid
tumors were related to high CRP. Clinical predictors if
correlated with CRP were evaluated. We retrospectively
examined associations between CRP levels and survival.
Methods: Review of electronic medical records (EMR) was
conducted. Data included multiple CRP measurements at a
tertiary cancer center (2006-2011). Hematological cancer
diagnoses excluded. Survival defined as day from highest
CRP level to date of death. CRP reported as median (25%, 75%
percentile). CRP reference range 0-10 mg/L.
Results: N=6809 with solid tumors were identified. 56%
were males. 83% were Caucasian and 15% African American.
Cancer types were genitourinary (GU) 29%, breast 14%,
gastrointestinal (Gl) 14%, and lung 7%. =1 CRP and survival
data available for 462.The highest median CRP = 5.1 (1.3,
12.1). Highest CRP for Gl, GU, lung, breast=7.7 (2.4, 15.2); 5.7
(1.8,14.8); 3.2 (0.6, 8.1); 2.1 (0.7, 4.8). The median survival =
13.1(7.9,30.1); 184 (10.7, 33.2); 15.9 (8.0, 27.2) and 25.3 (14.9,
40.9) months respectively
Conclusions:
1. Highest CRP levels (within the reference range) were for
Gl, GU, lung, breast cancers
2. Inverse relationship between absolute CRP value and
survival
3. High CRP level associated with shorter prognosis across
primary sites
4. (High) normal CRP value may be an adverse prognostic
indicator in solid tumors

Abstract number: P1-093
Abstract type: Poster

Daily Assessment of Seven Important Cancer
Symptoms: Challenges and Opportunities

Aktas A, Walsh D, Shrotriya S.

Cleveland Clinic, Department of Solid Tumor Oncology, Harry R.
Horvitz Center for Palliative Medicine and Supportive Oncology,
Cleveland, OH, United States

Contact address: walsht@ccf.org

Background: Symptom assessment is a challenge, as cancer

patients are often polysymptomatic. Symptom assessment

tools should be practical and acceptable for patients

particularly in repeated assessments.

Objectives:

1) Focus regular assessment on 7 identified clinically
important symptoms

2) Examine the completion rate of daily systematic symptom
assessments in advanced cancer

3) Assess the prevalence and severity of 7 important cancer
symptoms

Methods: All admissions to an acute care palliative medicine

unit were screened for eligibility. A 7-item categorical

symptom survey was conducted consecutively throughout

their stay. Symptom survey included

1) confusion

2) constipation

3) loss of appetite

4) nausea/vomiting

5) pain

6) shortness of breath

7) trouble sleeping.

Symptom severity was graded as mild, moderate, severe.

Results: 47 cancer patients were screened; 31 were eligible.

Reasons for ineligibility: 7 declined, 5 too ill, 2 language

barrier, 1 readmission, and 1 dying. Among study

participants, 52% female; median age 57 (52, 64) years; 77%

Caucasian, 23% African-American. Most common cancers:

respiratory 9 (29%); gastrointestinal 7 (23%). 251

assessments were conducted in 26 days; complete 203

(81%); partial 34 (14%); 14 (5%) not done (for various reasons

e.g., procedures). Overall symptom prevalence: pain (79%);

loss of appetite (40%); trouble sleeping (32 %); shortness of

breath (29%); confusion (23%); nausea or vomiting (19%);

constipation (16%). Intensity was predominantly severe for

nausea/vomiting; moderate for constipation, loss of

appetite, pain, trouble sleeping; mild for confusion,

13th World Congress of the European Association for Palliative Care, Prague, Czech Republic, 30 May — 2 June 2013

shortness of breath.

Conclusions:

1) Pain was the commonest symptom; nausea/vomiting
most severe

2) Complete/partial completion rate was 95% for a daily
repeated 7-item categorical systematic cancer symptom
assessment

3) A categorical scale focused on clinically important
symptoms was practical and acceptable even in very ill
patients.

Abstract number: P1-094
Abstract type: Poster

Palliative Care Index - A Measurement Tool

Waselewsky D., Zalenski R, Courage C?, Edelen A2

"Wayne State Univeristy, Sinai Grace Hospital, Dept of
Emergency Medicine, Division of Palliative Medicine, Detroit,
M, United States, 2Wayne State University, Sinai Grace Hospital,
Emergency Medicine, Division of Palliative Medicine, Detroit,
MI, United States

Contact address: dwaselew@med.wayne.edu

There is a need for a scoring system palliative care (PC)
programs can use to track their adherence to national
guidelines. In order to provide a quantitative measure, and
longitudinal tracking system, of structure and process
indicators for PC programs, we developed a novel
instrument, the Palliative Care Index (PCl). The PCl was
constructed by integrating the following consensus
recommendations. CAPC: Crosswalk of National Quality
Forum Preferred Practices, National Palliative Care Registry,
Consensus recommendations-consultation service metrics;
VHA: ICU Palliative Care Quality Measures. The PCl was
reviewed by a national team of PC experts. The PCl consists
of 16 dimensions (10 points each). Eight domains assess
structure: interdisciplinary team, availability, care
coordination, record availability, committee, training,
certification, and team wellness. Eight domains measure
process: symptom assessment, expired patients receiving
consult, usage of PC screens, follow-up, post-discharge
services, bereavement contacts, marketing, and family-
centeredness. To represent the program’s score, a
“flowergram”is created, consisting of 16 petals, each
representing one domain. Petal length represents the
amount of points earned in the domain. The PCl was piloted
in nationwide. Hospitals (n=17) had totals ranging from 19
to 107 (160 points possible; median=70; mean=59). Scores
related to number of PC consultations performed (r= .51, p<
.05).

Abstract number: P1-095
Abstract type: Poster

To Transfuse or Not to Transfuse? - That Is the
Question

Webster L.
Queenscourt Hospice, Southport, United Kingdom
Contact address: laura.webster3@nhs.net

Background: Patients with advanced disease may require
blood transfusion as part of on- going symptom
management. To evaluate the effectiveness of this
intervention an audit was undertaken with a specialist
palliative care unit, reviewing documentation & recording of
pre & post transfusion symptoms & initial haemoglobin
concentration. Comprehensive symptom assessment both
before & after transfusion is essential to assess response to
transfusion. Disease related fatigue is often significant in this
patient group thus it is important to monitor the clinical
impact of this intervention to ensure benefits of transfusion
outweigh burdens. Does the recording of symptoms prior to
& following transfusion improve patient care & allow for
treatment only when benefit is likely?

Method: Initial audit to determine recording of symptoms
present both prior to & following transfusion against
standards of pre-transfusion symptom recording, benefit vs
burdens conversation prior to transfusion recording & post
transfusion symptom relief recording. A random sample
retrospective case note review of clinical details were
reviewed in 10 patients who received blood transfusions.
Re-audit was carried out following staff education &
discussion to complete the audit cycle.

Results: An improvement in symptom recording alongside a
slight improvement in burdens benefits conversations
recorded & post transfusion follow up was shown on the
second cycle. Documentation was adapted to allow for
specific recording of symptoms & for benefits/burdens of
procedure discussions & post transfusion follow up
appointments are now given at the time of transfusion.
Conclusion: This audit has enabled an improvement in
hospice procedure around recording & documentation of
symptom change enabling easier identification of benefit &
facilitating discussion around blood transfusions.
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Audit & quality control

Abstract number: P1-096
Abstract type: Poster

Factors Affecting Continuity of Care from
Mulago Hospital Palliative Care Unit

Batuli M.", Leng M2, Downing J.2, Turyahikayo J.S.!
"Makerere Palliative Care Unit, Department of Medicine,
Kampala, Uganda, ?Makerere Palliative Care Unit, Kampala,
Uganda

Aim: The study explored factors affecting continuity of care
following discharge from the hospital by the palliative care
unit at Mulago Hospital, Kampala. The study objectives were
to find out the factors that affect continuity of care and to
what extent these factors affect the continuity of care. Our
secondary objective was to understand the patient and
carer experience following referrals.

Methodology: This was a qualitative study using semi
structured interviews for (13) patients and carers based on
the phenomenological approach, Data was collected using
telephone interviews for both patients and the carers which
were recorded, transcribed and thematic evaluation
undertaken.

Results: The findings of the study indicate the following
factors; referral pathways and expectations, patient and
carers’understanding of illness, health seeking behaviour,
unrealistic promises, communication about practical issues
on discharge, infrastructure, poverty and transport costs,
pain relief, discharge planning, age, spiritual and cultural
issues, family support. The results also indicated that these
factors were interrelated with one complicating the other.
Discussion: Important issues which affect the experience of
patients and carers include; the patient’s general condition
on discharge, the lack of available financial and family
support with high expectations which are unrealistic
affected continuity of care. Further more, patient and carer
understanding of illness, spiritual and cultural issues and
identified practical issues during discharge planning will all
affect continuity of care.

Recommendations: There is need for proper
communication, documentation and established functional
referral system and community sensitization.

Abstract number: P1-097
Abstract type: Poster

Successful Recognition of Patients Entering the
Terminal Phase and Use of the LCP -
Retrospective Audit of All Adult Ward-based
Deaths within an Inner City Teaching Hospital

Cottingham L., Minton O, Stone P.
St George's Hospital, Palliative Care, London, United Kingdom
Contact address: drcottingham@doctors.org.uk

Aims: As part of the UK initiative in improving end of life
care our local target is that 25% of expected deaths within
the hospital should be supported with the LCP (Liverpool
Care Pathway). The aim of this audit was to ensure the
hospital was achieving the target and whether involvement
of the palliative care team affected rates of deaths of the LCP.
Methods: Retrospective audit conducted quarterly looking
at all adult deaths occurring within the hospital setting over
a one month period. Eligible deaths were identified through
examining the medical records held in the bereavement
service.

Results: A series of five months was audited. 277 eligible
deaths were identified, cancer was the primary cause of
death for 77 (27.8%) of patients, with 41 (14.8%) of patients
dying from either end stage chronic obstructive pulmonary
disease or heart failure. Over 60% of patients were
appropriately recognised as entering the dying phase and
commenced on the LCP, clinicians were better at
recognising patients dying from cancer with almost 85% of
eligible deaths occurring with the patient on the LCP. All
adult medical and surgical wards within the hospital
achieved over 50% of eligible patients dying whilst
supported by the LCP. 126 (45.5%) patients were known to
the palliative care team of which 82% were eligible to be on
the LCP and 83% (85/103) were placed on the pathway.
Palliative care was involved in 90% of deaths where cancer
was the primary cause and only just over a quarter of all
other deaths.

Conclusions: The results reported here show that hospital
teams are still not recognising when patients are dying from
a non-malignant condition. It was also noted teams would
recognise someone was deteriorating however, fail to make
the final step and place a patient on the LCP. This could be
due to a lack of confidence in diagnosing dying or a lack of
understanding about when to use the pathway. This
highlights the need for ongoing education.
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Permission Granted
Birch H., Baldry C, Groves K., Balmer S.

Queenscourt Hospice, Nursing, Merseyside, United Kingdom
Contact address: helen.birch1@nhs.net

Aims: Hospice at Home service works with community
services to fill gaps in end of life care for patients whose
preferred place of care is home. Care is provided
predominantly by health care assistants, and a small number
of registered nurses (RN's). RN's receive consent training in
their nursing studies.

The aim was to achieve a standard of 100% that all
hospice at home care plans should clearly state‘consent
status documented for all care interventions given!

Consent to valid treatment and care is central in all forms
of healthcare: patients have a fundamental, legal and ethical
right to determine what happens to them.

Many patients are unconscious and unresponsive when
care interventions occur. Hospice policy states ‘Consent
status must be documented for all personal and invasive
procedures! It was difficult to see at a glance if consent
status was recorded in the care plan.

Method: A retrospective (random) audit of 204 care plans
was performed to determine if consent status for personal
care was documented. Confidentiality was maintained at all
times. 77% records completed by HCAs and 23% by RNs
Result:

Cycle 1-74% of care plans had consent status recorded. 26%
records had no evidence of consent status documented.
Further analysis identified only 37% of RNs had recorded
consent status.

Training needswere identified and implemented in various
ways to include Consent, Mental Capacity Act (2005), and
Record keeping.

Cycle 2 Re- audited 6 months later using same criteria and
data collection tools.

-93% of care plans had consent status recorded for
personal care, improvement in the number of RN's recording
consent status- 77%.

Results: Care plans now checked daily to identify staff not
adhering to policy.

The need to replicate audit in other areas of the Palliative
Care Services was highlighted.

Induction and in- service training now includes education
on consent and good record keeping for all grades of staff.
Re-audit in 12 months to ensure improvement continues
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Background: Many patients approaching the end of life
express a wish to die at home. As health professionals, it is
important to support and facilitate this through anticipatory
prescribing of medications which are commonly needed at
the end of life, as this can then alleviate distressing
symptoms readily. Therefore, the prompt and timely
acquiring of these medications is vital to support patient’s to
die in their preferred place of care, home.

Methods: Retrospective case note review of all hospice
patients who died within the community team’s caseload
during a 6 week period.

Results: 38 patients were identified with 21 having
confirmation that anticipatory medications were in the home
prior to death. Of the remaining 17 patients, documentation
did not support their provision. 52% (11/21) of those
prescriptions were initiated by the hospice, with an interval
between day requested and patient death of 1 to 287 days.
For 7 of the 11 patients, a community prescription form was
also requested by the hospice team. Interestingly, of the 38
patients, 6 (16%) of them had non-malignant diagnoses, and
3/6 (50%) had anticipatory medicines in the home.
Conclusions: 45% of patients did not have anticipatory
medications in the home according to hospice records. The
reasons for this varied, with clear evidence for the need to
improve practice. Requesting a community prescription
form is fundamental in the delivery of adequate symptom
control, but was not done in every case. Diagnosis
(malignant vs. non-malignant) made no difference in the
prescribing of anticipatory medications. 4 (10%) patients
whom did not have anticipatory medications in the home
needed interventions from the out of hours community
teams. Recommendations for practice need to be
communicated with the wider teams, in particular
community and hospital settings, as this would significantly
impact on the importance of appropriate and timely
prescribing of anticipatory medications.
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Introduction: The Portuguese Palliative Care Program is

growing, with a significantly increase in last years. So it is an

important measure the quality of care provided to promote
the improvement of care at the end-of-life.

Aim: To define basic quality indicators of the domain of

Ethical and Legal Aspects of Care, for palliative care services

using Delphi technique with palliative care experts.

Methods:

« First, we conducted a Systematic Review, to indentify the
indicators to use in the study.

« 92 experts, who had more than 3 years of experience in
working in Palliative Care were invited to collaborate in the
study.

« 3 rounds were done (2 to define the Ql, and one to define
the standards) of Delphi Method, with 71, 66 and 65
participants, respectively.

« The criteria to determine the agreement and consensus
were:

- Very high: >80% of agreement + Median rating of 5 on
the 5-point agreement scale + IQR = 0.

- High: 280% of agreement + Median rating >4 on the 5-
point agreement scale + IQR =1

- Moderate: Median rating £ 4 on the 5-point agreement
scale + 60% - 79% of agreement + IQR =1

- Low: Median rating < 4 on the 5-point agreement + <
60% of agreement + QR > 1

«To define the standard we use the median rating on the 10-
point scale (10-100%)

- Only the indicators that obtained the classification of
very-High or High were chosen

Results:

« Atotal of 11 from 11 quality indicators were defined.

« These indicators 3 are of structure, 7 of process and 1 of
outcomes (their description and standard will be done in
the presentation).

Conclusions: We found a total of 11 basic quality indicators

which belong to the domain of “Ethical and Legal Aspects of

Care”. So they must be used by the palliative care service in

Portugal to evaluate and improve the quality of care

delivered in this domain.
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Introduction: The Portuguese Palliative Care Program is

growing, with a significantly increase in last years. So it is an

important measure the quality of care provided to promote

the improvement of care at the end-of-life.

Aim: To define basic quality indicators for palliative care

services using Delphi technique with palliative care experts.

Methods: First, we conducted a Systematic Review, to

indentify the indicators to use in the study; 92 experts, who

had more than 3 years of experience in working in Palliative

Care were invited to collaborate in the study. 3 rounds were

done (2 to define the Ql, and one to define the standards) of

Delphi Method, with 71, 66 and 65 participants, respectively.

The criteria to determine the agreement and consensus

were:

«Very high: =80% of agreement + Median rating of 5 on the
5-point agreement scale + IQR=0

« High: 280% of agreement + Median rating =4 on the 5-
point agreement scale + IQR =1

« Moderate: Median rating £ 4 on the 5-point agreement
scale + 60% - 79% of agreement + IQR =1

« Low: Median rating < 4 on the 5-point agreement + < 60%
of agreement +IQR > 1

« Only the indicators that obtained the classification of very-
High or High were chosen

«To define the standard we use the median rating on the 10-
point scale (10-100%)

Results: A total of 101 from 120 quality indicators were

defined (22 of structure,63 of process and 16 of outcomes).

33 quality indicators belong to the domain “Structure and

Process of Care’,16 to the domain “Physical Aspects of

Care’;14 to the “Psychological and Psychiatric Aspects of

Care’; 9 to the “Social Aspects of Care’;3 to the “Spiritual,

Religious and Existential Aspects of Care’; 2 to the “Cultural

Aspects of Care’, 13 to the “Care of the Imminently Dying
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Patient”and 11 to the “Ethical and Legal Aspects of Care’”.
Conclusions: We found a total of 101 basic quality indicators
which must be used by the palliative care service in Portugal
to evaluate and improve the quality of care delivered.

and end of life care service for people with dementia is
required. This would facilitate the provision of improved care
at this difficult time for people with dementia and the range
of carers who support them.
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Introduction: The Portuguese Palliative Care Program is

growing, with a significantly increase in last years. So it is an

important measure the quality of care provided to promote
the improvement of care at the end-of-life.

Aim: To define basic quality indicators of the domain of

Social Aspects of Care, for palliative care services using

Delphi technique with palliative care experts.

Methods:

« First, we conducted a Systematic Review, to indentify the
indicators to use in the study

« 92 experts, who had more than 3 years of experience in
working in Palliative Care were invited to collaborate in the
study.

« 3 rounds were done (2 to define the QI, and one to define
the standards) of Delphi Method, with 71, 66 and 65
participants, respectively

« The criteria to determine the agreement and consensus
were:

- Very high: 280% of agreement + Median rating of 5 on
the 5-point agreement scale + IQR=0

- High: 280% of agreement + Median rating >4 on the 5-
point agreement scale + IQR =1

- Moderate: Median rating £ 4 on the 5-point agreement
scale + 60% - 79% of agreement + IQR =1

- Low: Median rating < 4 on the 5-point agreement + <
60% of agreement + QR > 1

«To define the standard we use the median rating on the 10-
point scale (10-100%)

- Only the indicators that obtained the classification of
very-High or High were chosen

Results:

« A total of 9 from 11 quality indicators were defined.

«These indicators 1 are of structure and 9 of process (their
description and standard will be done in the presentation).

Conclusions: We found a total of 9 basic quality indicators

which belong to the domain of “Social Aspects of Care”. So

they must be used by the palliative care service in Portugal
to evaluate and improve the quality of care delivered in this
domain.

Abstract number: P1-103
Abstract type: Poster

Evaluating and Developing End of Life Care
Across Central and Eastern Cheshire for People
with Dementia and Carers

Crowther J.L.!, Horton S., Wright T2, McGuinness T?, Lloyd-
Williams PM.*

ISt. Luke’s Cheshire Hospice, Winsford, United Kingdom,
2Central and Eastern Cheshire PCT, Winsford, United Kingdom,
3Dementia UK, London, United Kingdom, *University of
Liverpool, Liverpool, United Kingdom

Contact address: jackie_crowther@stlukes-hospice.co.uk

Dementia is now recognised as a life limiting illness.
Palliative and end of life care for this group is high on the
national agenda in the UK. Dementia is predominantly a
disease of older age with Central and Eastern Cheshire
having one of the largest and fastest growing older
populations within the UK. As a result it is anticipated large
numbers of older people with dementia will require support
in this geographical area in the future.This project is
exploring curent service provision with a view to developing
a specialist service. This paper will outline early, interim
results and reccommendations.

Aims: Explore current service provision. Develop a new
specialised service.

Methods: Interviews, questionaires and focus groups with a
range of formal and informal carers who care for people
with dementia in the last year of life and time surounding
death.

Results: This project is ongoing until July 2013. Early and
interim results indicate there are several initiatives, in a
variety of care environments considering palliative and end
of life care for this group within the geographical area.
However, problems exist with current systems that will
require addressing.

Conclusion: There is currently no specialsit service provision
within Central and Easter Cheshire for people with dementia
and their carers. Early results indicate a specialist palliative
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Characteristics, Outcomes and Symptom
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Aim: Our community based palliative care consult team,
part of a comprehensive integrated Palliative Care service
delivery model, provides consultation to patients in their
homes, smaller community based hospitals, long term care
facilities and hospices, in an urban and rural area with an
estimated population of 1,15 million inhabitants. We use
standardized assessments, with the referral and assessment
data entered into a program-wide electronic database; the
data is used to enhance clinical practice and inform
administrative reporting and decision making. The aim of
this study was to examine referral and patient
demographics, symptom prevalence and acuity, as well as
referral outcomes, over a three-year period.

Method: Anonymized data was reviewed for all referrals to
the Palliative Community Consult Team for a period of three
years.

Results: Referral numbers have increased steadily over three
years. Referrals for patients with non-cancer diagnoses have
increased consistently during the study period. Patients at
home have a lower symptom burden as measured by the
Edmonton Symptom Assessment System and less complex
pain syndromes as reflected by incidence of neuropathic
pain, incident pain and psychosocial factors, when
compared to patients in community hospitals. The number
of follow-up visits has shown wide variation, with an
increase in telephone follow-ups noted. The number of
patients admitted to hospice units has increased.
Conclusion: Demonstrating the increase in workload and
patient acuity as shown by these results which are based on
standardized assessments and systematic data, is useful to
ensure that the appropriate resources are available for the
care of patients with life-limiting illnesses, both with cancer
and non-cancer diagnoses. The existence of a rich, well-
maintained data base is essential to the provision and
evaluation of palliative care services.
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Background: Little is known about whether people with
dementia die peacefully. This may be influenced by the
(palliative) care provided. If so, dying peacefully may serve as
a quality indicator for palliative care in dementia.

Aims:

(1) To describe the proportion of residents with dementia in
long-term care facilities that dies peacefully.

(2) To explore whether the available qu