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Abstract number: INV1
Abstract type: Invited Speaker

Palliative Care Services in the US Health Care System
— What is the Evidence?

Portenoy R.12.3

IMJHS Hospice and Palliative Care, New York, United
States, 2MJHS Institute for Innovation in Palliative Care,
New York, United States, 3Albert Einstein College of
Medicine, New York, United States

Empirical evaluation of specialist palliative care is a very
complex endeavor in any country. It requires explicit defini-
tion of the service delivery model, a clear research question,
and a study methodology that addresses an array of compli-
cated issues. Methodological problems that may be encoun-
tered in all contexts include the selection of an appropriate
comparator and the best methodology for comparative trials,
the lack of consensus about the most meaningful primary
and secondary outcomes, uncertainty about the appropriate-
ness and sensitivity of the methods used for measuring out-
comes, the problem of measuring fidelity to the intervention,
and the best approach to incorporating economic endpoints.
In the U.S., all of these difficulties are further complicated by
the complexity of the health care system. Although U.S. spe-
cialists in palliative care appear to agree that specialist pallia-
tive care requires a medical provider with specialist compe-
tencies, access to an interdisciplinary team with highly
skilled members, and service delivery that addresses con-
cerns categorized in eight broad domains, the actual systems
of care may or may not comport with this understanding.
Hospice is by far the largest system providing specialist pal-
liative care and its government-mandated structure and pro-
cesses of care vary greatly from other models. Hospital-
based consultative services are also widespread but demon-
strate wide variation in the professionals involved and the
tasks performed. Community-based palliative care
“upstream” from hospice is just now emerging and exists in
a matrix of community-based models that are not labeled
“palliative care” but have commonalities in the services pro-
vided. A discussion of these challenges is foundational to a
meaningful review of the extant data related to the benefits of
hospice, hospital-based palliative care and community-based
palliative care in the U.S. Studies that have been done in all
these contexts detect a signal suggesting benefit in specific
domains, such as improved symptom distress, but overall
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provide a relatively constrained view. Together, the existing
data suggest that the growth of specialist palliative care is
positive for the U.S. healthcare system while concurrently
highlighting the need for more research.

Abstract number: INV2
Abstract type: Invited Speaker

Cancer-related Fatigue: Evaluation by Mobile
Electrophysiology

O’Connor B."?, Markicevic M3, O ’Higgins C.13,
Newman L.3, Kallidir R.3, Ui Dhuibhir P.!, Sukor S.?,
Hanrahan E.?, Armstrong J.A.5, Cuffe S.5, Reilly R.B.375,
Walsh D.127

'Academic Department of Palliative Medicine, Our
Lady’s Hospice & Care Services, Dublin, Ireland,
2School of Medicine & Medical Science, University
College Dublin, Dublin, Ireland, *Trinity Centre for
Bioengineering, Trinity College Dublin, Dublin,
Ireland, “Department of Medical Oncology, St Vincent’s
University Hospital, Dublin, Ireland, SDepartment of
Radiation Oncology, St Vincent’s Private Hospital,
Dublin, Ireland, °Department of Medical Oncology, St
James’s Hospital, Dublin, Ireland, ’School of Medicine,
Trinity College Dublin, Dublin, Ireland, 3School of
Engineering, Trinity College Dublin, Dublin, Ireland

Background: Cancer related fatigue (CRF) is common
(25-99%). The biology is poorly understood. The aetiol-
ogy may be central or peripheral and originate anywhere
from the brain to the muscle fibre. Objective measurement
is complex and usually in specialised laboratories. Mobile
electroencephalography (EEG) and electromyography
(EMG) may enhance objective measurement.

Aims:

1. Determine feasibility of mobile EEG-EMG to
evaluate CRF
2. Assess device acceptability

Population:
Study A: Pilot with 10 healthy volunteers (VT)

Study B: 10 participants (PT) with newly diagnosed
inoperable pre-treatment non-small cell lung cancer and
fatigue
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Methods: Prospective observational study in oncology
outpatients. Sustained isometric hand-grip contraction at
30% maximal level (S30) until self-perceived exhaustion.
High-density 128 channel EEG and 2-channel EMG sig-
nals of forearm muscles recorded during S30. EEG and
EMG signal coherence determined throughout. Cancer
participants were compared to healthy volunteers. Device
acceptability evaluated by questionnaire. Analysed by
SPSS® Version 22.

Results: Fatigue task was in 2 stages; first and last 20
secs. PT perceived exhaustion much earlier (mean/SD:
137.4+/-76.2 secs v208.3 +/- 51.2 secs in VT). As fatigue
progressed, EMG amplitude increased significantly (VT:
p=0.04; PT: p=0.02) in both groups as did EMG B-power
(VT: p=0.006; PT: p=0.008). Increase was less in PT
(amplitude: p=0.032; B-power: p= 0.014). EEG B-band
power in contralateral somatosensory cortex increased
significantly (VT: p=0.019; PT: p=0.03) in both but was
greater (p=0.024) in cancer. EEG-EMG coherence showed
no significant difference between cohorts. PT reported
100% device acceptability.

Conclusions:

1. Mobile EEG-EMG effectively evaluated CRF

2. High patient-evaluated acceptability supports clin-
ical utility of methodology

3. There was more central fatigue in cancer than
healthy volunteers

4. There was also evidence of peripheral abnormalities

Abstract number: INV3
Abstract type: Invited Speaker

Remote Patient Monitoring in the Delivery of
Supportive Care

Maguire R.

School of Health Sciences, University of Surrey, Surrey,
United Kingdom

Remote patient monitoring in the home care setting
allows symptoms experienced by people with cancer to
be identified in a timely manner, facilitating early inter-
vention. The Advanced Symptom Management System
(ASyMS) is the most evolved remote monitoring sys-
tem to assess and manage the symptoms of cancer and
its associated treatments. Based on clinical algorithms,
ASyMS facilitates immediate tailored management of
symptoms the home care setting and automatic and
immediate triaging of care where patient symptoms
exceed clinical norms and require intervention. In this
presentation Professor Roma Maguire will discuss the
development and evolution of the ASyMS programme
of work and its current and future application in sup-
portive care delivery.

Abstract number: INV4
Abstract type: Invited Speaker

Effectiveness of Early Palliative and Simultaneous
Care in Oncological Settings. A Systematic Review

Apolone G., Costantini M., Alquati S.?, Bassi M.C.?

'Fondazione IRCCS Istituto Nazionale dei Tumori,
Milano, Italy, 2IRCCS-Arcispedale Santa Maria Nuova,
Reggio Emilia, Italy

Several teams have explored the effectiveness of early pal-
liative and simultaneous care programs in several cancer
diseases and settings, with variable results. Recent evi-
dence suggests that early palliative intervention integrated
with anti-cancer and supportive care can improve the qual-
ity of life of lung cancer patients, decrease anxiety and
depression, reduce aggressiveness of care and extent sur-
vival. As pointed out by ASCO, because no trial to date
have demonstrated that early palliative care may harm
patients and caregivers or induce excessive costs, com-
bined standard oncology and concurrent palliative care
should be considered early in the course of the disease in
all patients with advanced/metastatic cancer. In order to
understand better the value of these complex interventions
in cancer patients and try to identify potential factors that
could mediate the effect across different diseases and set-
tings, we carried out a literature review by retrieving and
assessing eligible papers (in English, reporting results
from controlled studies in advanced, adult cancer patients)
published from 2000 to 2015. Starting from a preliminary
list of 2405 candidate papers, a subset of 168 Abstracts
have been selected and 86 full papers are under evaluation
with a standardized approach. The lecture will present the
preliminary results and discuss potential implications for
health care programs and future research.

Abstract number: INV5
Abstract type: Invited Speaker

Integrated Care Pathways in Palliative Care - What Is
the Evidence and Does It Work?

Kaasa S.123

'European Palliative Care Research Centre, Norwegian
University of Science and Technology (NTNU) and

St. Olavs Hospital, Trondheim University Hospital,
Trondheim, Norway, 2Department of Oncology,
University of Oslo, Oslo, Norway, 3Department of
Oncology, Oslo University Hospital, Oslo, Norway

A major concern in oncology and palliative care is the
rapid cost increase and the complexity of treatment. The
patients” transition between home and community care,
and between local and university hospitals, require
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effective and adequate planning of care (pathways) and
adequate exchange of information. Appropriate planning
and communication across health care levels will
strengthen patients’ empowerment, enable self care and
facilitate the possibility for living at home.

Despite continuous developments and updated evi-
dence-based guidelines, the implementation into clinical
practice remain a universal challenge in medicine. Several
barriers seem to obstruct the use of best practice, and these
barriers clearly operate on different levels. They include
the lack of leadership commitment, lack of support by
electronic patient-recorded systems and lack of universal
understanding of the need for clinical care pathways to
cover the transition between different levels of care.

A method which might be used to address barriers is the
development of integrated care pathways, which is a system-
atic approach to patient care that takes into account every
step from referral to the hospital, through the diagnostic and
treatment processes. It also includes rehabilitation and com-
munity home care. For each clinical pathway, the method
specifies the content of each stage of the patient’s movement
through the health care system. Then it specifies a systematic
and unique plan for each specific clinical pathway.

Patients’ perspectives have been recognised as valid
outcomes in clinical medicine, and are endorsed by the
National Institute of Health Consensus Conference. There
are similar recognitions in cancer care, and the term
patient-reported outcome measures (PROMs) encom-
passes all outcomes related to patients’ health, level of
function and well-being. PROMs may be regarded as a
supplement to clinical observations and objective findings
with unique individual patient information.

Abstract number: INV6
Abstract type: Invited Speaker

Palliative Care in Community Care - How Much
Integration is Needed and Possible?

Albreht T.

Centre for Health Care, National Institute of Public
Health, Ljubljana, Slovenia

Health care has gone and is continuously going through vari-
ous transformations. One of the important changes is the
move from hospital in-patient to community- and home-
based care in different stages of a chronic and also acute dis-
ease, whenever possible. There are different drivers for this
process ranging from the intensification and specialisation of
hospital care to patient preferences to be cared for closer to
home and to their loved ones. In those cases when palliative
care is needed and indicated, patients, their families and/or
their carers will often opt for community-based care. Obvi-
ously, there are three important conditions for such expecta-
tions to be met - organisation of care in the community and/

or at the primary care level that supports such delivery of
palliative care, adequate professional competence of pallia-
tive care professionals in such settings and patient trust and
confidence in such an organisation of palliative care (com-
pared to hospital- or specialist-based settings).

In order for a health care system to achieve such deliv-
ery of care it should invest into its development. In the first
place, this means education and training of multi-discipli-
nary teams. These should work closely with the carers,
families and the social services. Integration of health and
social care with strong base in the community is not only
possible but should be provided in all cases where this
arises from patient’s needs and preferences and can facili-
tate the delivery of such care - e.g. proximity to home,
patient having tight networks in the community or none at
all. Social care, which should have a special role in the
comprehensive care of all chronic patients, has a focused
role in palliative care in all periods of life in terms of coor-
dination, integration and financial support (depending on
the specifics of the particular health system).

Abstract number: INV7
Abstract type: Invited Speaker

Starting from Scratch: Building a Palliative Care
Research Environment in the Czech Republic

Loucka M.1?

ICenter for Palliative Care, Prague, Czech Republic,
2Third Faculty of Medicine, Charles University in Prague,
Prague, Czech Republic

The aim of this presentation is to review the learning and
research experience of the speaker, this year Early
Researcher Award winner. After his graduation at Lan-
caster University in the UK as one of the EURO IMPACT
(EU FP7 training network project) PhD students, he
returned to his country of origin, the Czech Republic, to
establish the first palliative care research centre in the
country. To be the only research group in the field brings
several advantages and also risks, which will be discussed
and explained using examples of specific activities and
projects of the Center for Palliative Care.

Abstract number: INV8
Abstract type: Invited Speaker

What I Learned from my Research in Physiology and
Neurosciences for my Career in Palliative Care

Wentlandt K.

University of Toronto, Toronto, ON, Canada

Most colleagues believe I wasted a lot of time- having
spent years working on a PhD in neurosciences and then
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having to cross the divide between basic and clinical sci-
ences; both in research and practice. For those of us who
have had the opportunity to do both, it is clear that working
at the bench side teaches us many things about working at
the bedside. In this talk, I will review how gap junctions,
western blots, crazy scientists, mice, and microscopes
taught me how to navigate the healthcare system, clinical
research, relationships with colleagues and peers, medica-
tions and how to develop innovative solutions for patients.

Abstract number: INV9
Abstract type: Invited Speaker

Developing a Research Agenda for Palliative Care:
From Nursing to Cochrane

Candy B.

Marie Curie Palliative Care Research Department,
Division of Psychiatry, UCL, London, United Kingdom

I started my career as a nurse. I moved into research
because I began to ask questions about aspects of health-
care that seemed to me to be odd, such as why feeding of
neonates occurred at strict 4-hour intervals or why there
was a wide-variability in other practices such as wound
care. A degree in anthropology, and in demography pro-
vided me with research skills. I came to palliative care
research in 2007 having undertaken systematic reviews in
mental health. I am based at the Marie Curie Palliative
Care Research Department at University College London;
where I am a dedicated systematic reviewer. The focus of
my research is on providing evidence, as published in the
Cochrane Library and elsewhere, on the effectiveness of
interventions in palliative care. Such systematic reviews in
palliative care can sometimes seem of limited value. Ran-
domised controlled trials, the gold standard method for
assessing treatment effect, are often scarce. In some other
areas of palliative care where trials have been conducted
there may be so much heterogeneity between trials that
drawing overall conclusions is impossible. However, sys-
tematic reviews that demonstrate a lack of evidence or
clarity still have value. By identifying gaps in our knowl-
edge they inform clinical guidelines, and can help set
research agendas through e.g. priority setting exercises.

To provide more complete answers, methods of system-
atic reviewing are evolving. Trials with negative findings are
less likely to be published and so are less likely to be included
in a review. Initiatives are being developed to tackle this and
I am starting to test these. Qualitative research can capture
peoples’ experiences. A review of qualitative studies can
reveal more powerful understandings than are available from
a single study. In my PhD I explored and developed novel
techniques for combining qualitative and quantitative review
data. Such analysis may inform better development of inter-
ventions in palliative care.

Abstract number: INV10
Abstract type: Invited Speaker

Which Outcomes Best Reflect Patients’ Experience
of Cancer Pain Management in Clinical Practice and
Research?

Bennett M.

University of Leeds, Leeds, United Kingdom

This session will examine which outcomes matter to
patients with cancer pain and how best to measure these.
Recording pain intensity alone fails to provide a complete
picture of patient experiences. Research suggests that
patients make constant trade-offs between pain intensity
and side effects from analgesia in order to reduce interfer-
ence in daily living, which is a highly individualised
judgement. Developing a patient reported outcome mea-
sure that captures these domains would enable more accu-
rate assessment of good and poor outcomes for patients.

Abstract number: INV11
Abstract type: Invited Speaker

From Questions to Methods: Challenges and
Opportunities for Palliative Care

Portenoy R.123

IMJHS Hospice and Palliative Care, New York, United
States, ZMJHS Institute for Innovation in Palliative Care,
New York, United States, 3Albert Einstein College of
Medicine, New York, United States

Research may be defined as a process of steps used to col-
lect and analyze information that contributes to an inter-
pretable, verifiable and generalizable understanding of a
topic or issue. The information obtained through clinical
research is the raw material for evidence-based medicine.
Although randomized controlled studies are properly con-
sidered to yield the highest level of evidence, the clini-
cally-relevant evidence base for any medical issue, such as
cancer pain, includes data from a broad array of method-
ologies. Research always starts with a question and one of
the key processes needed to make a contribution to the evi-
dence base is the rigorous crafting of a meaningful and
“researchable” question, which targets a gap in knowledge
and both addresses a broad research goal while allowing
highly focused specific aims. Questions may be intended
to generate data that allow the more focused inquiry
(hypothesis-generating studies), to advance understanding
of mechanisms (explanatory studies), to improve clinical
knowledge of disease or illness in individuals (descriptive
or relational studies), to expand information about popula-
tions (epidemiologic studies), or to advance clinical thera-
peutics (pragmatic studies). This goal framework, in turn,
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emphasizes that the best methodology may be qualitative,
quantitative or mixed methods. Each of these methodolog-
ical categories includes multiple designs, and each design
requires multiple processes to increase the likelihood of
meaningful data and reduce the likelihood of bias and
error. Studies of cancer pain can illustrate the complexity
and value of a systematic approach to the crafting of a
research question and the decision making that culminates
in a proposed set of research procedures.

Abstract number: INV12
Abstract type: Invited Speaker

Clinical Challenges in Cancer Pain Management
which Inform our Research Question

Mercadante S.

Pain Relief & Supportive Care, La Maddalena Cancer
Center, Palermo, Italy

Most of pain due to cancer can be relieved with relative
simple methods using analgesics, adjuvants, and symp-
tomatic drugs. Recent recommendations on the use of opi-
oids for cancer pain management, based on a limited avail-
able evidence, have been produced suggesting the need for
specific studies.

However, many patients presenting difficult pain condi-
tions still require more complex strategies to achieve an
adequate pain control. An effort to find evidence in certain
challenging conditions have been reported. However, the
many questions remain opened as most of these studies do
not reflect the real world and are inapplicable in the clini-
cal settings, thus minimizing the value of these conclu-
sions. The complex interrelation among pain, disease,
patient, and analgesics have a tremendous impact on the
final outcome. These aspects are unlikely to be resolved
with protocols dictated by the rigid design of a controlled
randomized study. Rather, difficult problems in pain man-
agement need elegant interpretation of the physiopathol-
ogy and pharmacology, as well as the use of clinical
instruments for understanding the clinical problem and
find the right solution. The careful examination of the dif-
ferent factors implicated in the opioid response in that spe-
cific clinical context may help resolving most cases which
apparently seem to be intractable.

Abstract number: INV13
Abstract type: Invited Speaker

The Value of Mortality Follow-back Surveys in End-
of-life Care Research

Cohen J.

End-of-Life Care Research Group, Vrije Universiteit
(VUB) and Ghent University, Brussels, Belgium

Background: Retrospective approaches to studying end-
of-life care have been criticized as not providing accurate
portraits of care for patients who ‘are dying’. However,
mortality follow-back surveys provide several advantages
that are difficult to achieve with prospective studies. This
presentation will discuss these advantages.

Method: Examples of mortality follow-back approaches in
end-of-life care research are reviewed for their advantages,
including surveys using death cases (eg death certificates) as
sampling framework and registration methods evaluating all
deaths within representative groups of family physicians.
Results: Some advantages of mortality follow-back
designs include:

—  They can allow a population-based approach that is
not limited to certain care settings or patient popu-
lations. All people having died are studied instead
of only those defined a priori by health care staff as
dying, which removes important biases in terms of
eg socio-economic position. Populations are
included that would otherwise remain hidden.

— Bias due to non-equivalence in physicians’ judgment
about who is dying is removed. This increases the
validity of multicenter or international comparisons.

—  While there are issues in meaningfully reconstruct-
ing the full care trajectory and experiences, they
have good validity for evaluating circumstances
closely before and around death.

—  When evaluating these circumstances, they are fea-
sible and cost-effective compared to prospective
cohort studies where problems of follow-up,
respondent burden and attrition would lead to seri-
ous bias of the results.

Conclusion: While retrospective studies on end-of-life
care such as mortality follow-back designs have intrinsic
limitations, they provide an indispensable source of public
health information on the manner in which populations are
dying. Main strengths include their population-based
approach, which prevents an exclusive focus on those who
may be dying in an ‘advantaged’ manner.

Abstract number: INV14
Abstract type: Invited Speaker

How to Plan a Mortality Followback Survey: Study
Design Issues and Assessment Tools

Gomes B.

King’s College of London, Cicely Saunders Institute,
Department of Palliative Care, Policy and Rehabilitation,
London, United Kingdom

Aims: The retrospective evaluation of end of life care via
patient proxies (usually bereaved relatives but also health
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care professionals) is increasingly common. This presenta-
tion aims to help researchers: 1) decide the best study
design approach, and 2) prepare a robust assessment of the
outcomes of interest for their studies.

Methods: Drawing on the rising number of mortality fol-
lowback surveys and the example of the QUALYCARE
study, we discuss 10 key aspects to consider when plan-
ning a survey of this kind.

Results: To choose the study design that best fit their
research aim within the resources available, researchers
will need to consider a range of options that are often
interlinked: 1) service vs. population-based method, 2)
inclusion of the whole target population vs. a sample, 3)
face-to-face vs. telephone vs. postal approach, 4) ways
to increase response, 5) ethical issues (e.g. timeframe
for contact after the patient died, opt-in vs. opt-out, pro-
cedures to reduce and handle distress, reminders use).
Outcome measurement must take into account the
potential for recall and proxy biases. We recommend: 6)
using a well-established survey tool as a basis (e.g. Ann
Cartwright’s in the UK, Joan Teno’s in the US); 7) inte-
gration of validated measures of the outcomes of inter-
est; 8) assessment of health services use; 9) having a
clear assessment timeframe (ideally common to out-
comes and health services use); 10) incorporating a
pilot phase using cognitive interviewing with a small
sample of the target population, with a view to test and
improve measurement prior to rolling out the main
survey.

Conclusions: The growing body of evidence generated by
mortality followback surveys helped identify 10 key
aspects and best practice solutions related to study design
and measurement. This examination provides a first step in
setting quality standards for mortality followback surveys
in the future.

Abstract number: INV15
Abstract type: Invited Speaker

An Overview of Results from the EPCCS Study

Hjermstad M.J.?

IRegional Centre for Excellence in Palliative Care,
Department of Oncology, Oslo University Hospital,
Ullevil, Oslo, Norway, 2European Palliative Care
Research Centre, Dept. of Cancer Research and
Molecular Medicine, Faculty of Medicine, Norwegian
University of Science and Technology (NTNU),
Trondheim, Norway

Background: Palliative care (PC) organisation and case
mix differ.

Objectives: The EPCCS study aimed to describe PC
organisation paired with medical and patient reported data
(PROs) in participating centres.

Methods: This international prospective study consisted of
a one-time web-survey on PC organisation, services and
academics, and clinical data and PROs every 3-5 weeks, by
health-care providers and PC cancer patients respectively.
Results: 30 centres in 12 countries participated; 24 hospi-
tals, 4 hospices, 1 nursing home, 1 home-care service. 22
centres (73%) had PC in-house teams and in- and outpa-
tient services. Twenty centres (67%) had integral chemo/
radiotherapy services and 28 of 30 had access to general
medical or oncology inpatient units. Physicians or nurses
were present 24h/7d in 50% and 60% of centres, respec-
tively. 14 centres (47%) had professorships, 12 (40%) had
full/part-time research staff. Of 1698 patients at baseline,
50% were males; age 66 (range 21-97); median Karnofsky
score (KPS) 70 (10-100); 83% had metastatic disease;
tiredness and pain past 24 hours were most prominent. 62%
died during follow-up, 43% < 3 months from inclusion,
68% within 6 months. Hospice/nursing home patients were
older, had poorer KPS, and shorter survival compared with
hospital patients (p< 0.03). 65% reported breathlessness at
some point during follow-up, with low KPS (p=0.039) and
moderate/severe pain (p=0.012) as risk factors for more
breathlessness over time. 11% developed cognitive impair-
ment, associated with low KPS (OR=1.6, 95% CI: 1.0-2.5).
Those who improved cognitively had less pain and better
appetite. Survival days decreased with increasing stages of
cachexia; stage 1; 370 days, stage 4:102, (p < 0.001).
Conclusion: The variation in PC services and patients has
implications for the development of services, research and
funding. Prospective studies, with consecutive sampling
and systematic characterisations with PROs and objective
ratings are necessary.

Abstract number: INV16
Abstract type: Invited Speaker

PhD and Master Education - An Update

Knudsen A.K."?, Balstad T.R.!, Haugen D.F.13,
Caraceni A.", Gjeilo K.H.>%, Borchgrevink P.C.%7,
Kaasa S.1'8

'European Palliative Care Research Centre, Dept. Cancer
Research and Molecular medicine, Norwegian University
of Science and Technology (NTNU), Trondheim, Norway,
2Cancer Clinic, St.Olavs Hospital, Trondheim University
Hospital, Trondheim, Norway, *Regional Centre for
Excellence in Palliative Care, Haukeland University
Hospital, Bergen, Norway, “Fondazione IRCCS Istituto
Nazionale dei Tumori, Milan, Italy, Department of
Cardiothoracic Surgery, Department of Cardiology and
National Competence Centre for Complex Symptom
Disorders, St. Olavs Hospital, Trondheim University
Hospital, Trondheim, Norway, °Department of Circulation
and Medical Imaging, Faculty of Medicine, Norwegian
University of Science and Technology (NTNU),
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Trondheim, Norway, "National Competence Centre

for Complex Symptom Disorders, St. Olavs Hospital,
Trondheim University Hospital, Trondhiem, Norway,
8Department of Oncology, Oslo University Hospital and
University of Oslo, Oslo, Norway

To achieve high quality palliative care both in specialist
and community care, and to implement research results
into clinical practice, formal education in palliative care
research and clinical practice is needed.

To increase the scientific competence among palliative
care clinicians, a biomedically focused international PhD
programme in palliative care was established by the PRC in
2010. The three-year PhD programme is formally estab-
lished at NTNU, Trondheim, Norway, and is based upon
contribution from many of the at present 16 PRC core col-
laborating centres. Enrolment to the programme is continu-
ous. All candidates must be enrolled at NTNU, but can
reside at any institution. Since the establishment 23 candi-
dates have been enrolled, and seven have completed their
PhDs in palliative care.

A PhD introductory course in palliative care research is
held every autumn, this is open for applicants regardless of
being part of the programme or not: “Palliative Care Research
- Theoretical, Practical, Ethical and Methodological Aspects”.
Since 2011 in total 48 researchers from 17 countries have
completed the course, which is arranged in close collabora-
tion between Trondheim and Edinburgh, UK.

In 2014, a specialisation in pain and palliative care as
part of the master programme in clinical health science
was established at the NTNU. Symptom assessment, treat-
ment, multi-disciplinarity, collaboration and coordination
of services are in focus. It is a two-year programme includ-
ing a series of courses and a thesis. Ten students can be
enrolled each year.

The programmes will contribute to improved palliative
care services mainly through increasing the knowledge
base and through improved clinical practice, respectively.
Furthermore, they will contribute to strengthen interna-
tional and national collaboration, and may support stu-
dents to establish a professional network for their future
career in palliative care research and clinical practice.

Abstract number: INV17
Abstract type: Invited Speaker

Integration of Palliative Care into Oncology Care: An
Overview of the Evidence

Zimmermann C.
Supportive Care, Princess Margaret Cancer Centre,

Toronto, ON, Canada

Early palliative care is increasingly recommended, but sel-
dom practised. This presentation will examine the

evidence that supports integration of palliative care into
oncology care. We will review the quantitative evidence
from recent randomized controlled trials of early palliative
care interventions, which has demonstrated benefits for
quality of life and satisfaction with care of patients and
their caregivers. In addition, we will consider qualitative
evidence that supplements these trials and provides insight
into models of care. Lastly we will discuss pragmatic con-
siderations in putting these research findings into practice
and future directions for research in this area.

Abstract number: INV18
Abstract type: Invited Speaker

Advance Care Planning in Frail Older People and
Nursing Homes: Results of the International PACE
Study (www.eupace.eu)

Van den Block L.!, Smets T.!, van Dop N.!, Finne-Soveri
H.?, Onwuteaka-Philipsen B.3, Payne S.%, Szczerbinska
K3, Deliens L.

'VUB-UGhent End-of-Life Care Research Group, Vrije
Universiteit Brussel, Brussels, Belgium, 2National
Institute for Health and Welfare, Hesinki, Finland,
SEMGO Institute for Health and Care Research, Expertise
Center for Palliative Care, VU University Medical
Center, Amsterdam, Netherlands, “Observatory for end-
of-life care, Lancaster University, Lancaster, United
Kingdom, SUniwersytet Jagiellonski, Krakow, Poland,
VUB-UGhent End-of-Life Care Research Group, Vrije
Universiteit Brussel and Ghent University, Brussels,
Belgium

Aims: The EU project PACE aims to investigate country
differences in prevalence and characteristics of advance
care planning among deceased nursing home residents
Method: To obtain a representative nationwide sample,
we conducted a study of deceased residents in care/nursing
homes in Belgium, Finland, Italy, the Netherlands, Poland
and the UK in 2015 using proportional stratified random
sampling. In each country, all participating homes retro-
spectively report all deceased residents over the previous
three-month period. For each case, structured question-
naires are sent to the staff member most involved in care.
We report results for five countries.
Results: In a total of 286 care/nursing homes participating
in BE, FI, NL, PL and UK, 1480 deceased residents were
identified of which 1190 questionnaires (80%) were
returned. Staff members reported to know that residents
ever expressed a specific preference about a medical treat-
ment they did/did not want in the last phase of life in
34%(BE), 23%(FI), 39%(NL), 6%(PL) and 26%(UK) of
cases.

Staff members reported they never spoke to the resident
themselves about medical treatment or preferred course of
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care in 64%(BE), 82%(FI), 59%(NL), 84%(PL) and 55%(UK)
of cases, while they did speak to a relative in 75%(BE),
61%(FT), 75%(NL), 28%(PL) and 64%(UK) of cases prior to
a decision about medical treatment or course of care.

Living wills stipulating end-of-life treatment prefer-

ences were documented in 49%(BE), 41%(F1), 51%(NL),
4%(PL) and 58%(UK) of cases. Assigning a proxy deci-
sion-maker in writing was reported in 34%(BE), 34%(F1),
38%(PL) and 65%(UK) of cases.
Conclusion: With the exception of Poland, advance direc-
tives are present for a large group of care home residents,
although there are still important differences between coun-
tries. The strong focus on advance care planning within pol-
icy and clinical practice over the past decades in several EU
countries seems to have influenced practice considerably.

PACE GAn° 603111

Abstract number: INV19
Abstract type: Invited Speaker

Advance Care Planning in Australia - Evidence on
Effectiveness and Implementation

Detering K.

Advance Care Planning Department, Austin Health,
Heidelberg, Australia

Advance care planning (ACP) implementation has been
occurring in Australia since approximately 2002. This has
included specific implementation strategies for hospitals,
aged care facilities and the community, and has targeted
specific populations such as the elderly, those with cancer,
and others with chronic disease.

This presentation will present and discuss:

Australian research supporting the benefits of ACP.
This includes formal research studies, and other evaluation
of implementation strategies. Outcomes in some specific
populations will also be presented.

Specific healthcare professional education approaches
utilized, and evaluation of some of these programs, includ-
ing those aimed at more specifically doctors, and those
aimed more generally.

Factors believed to be important to the successful
implementation of ACP. This will include discussion of the
Victorian implementation strategy, a large-scale imple-
mentation aiming to embed ACP into the 84 public health
services, which service more than 5 million people, within
the state of Victoria.

Abstract number: INV20
Abstract type: Invited Speaker

Knowledge Transfer, Adoption and Implementation

Higginson 1.J.

Department of Palliative Care, Policy & Rehabilitation,
King’s College London, Cicely Saunders Institute,
London, United Kingdom

A guideline outlines best practice. The next challenge is to
convey this knowledge and ensure the guideline is cost-
effectively and faithfully introduced into practice and
policy.

But in this process what works, what doesn’t, and how
do we know?

There are many examples when knowledge transfer and
implementation goes wrong, not only for guidelines but
also for research findings more widely. This ‘gap’ is often
called the second or third translational gap.

Best practice guidelines are suggested to be more likely
to lead to knowledge transfer, and subsequent adoption
and implementation when:

a) A systematic well-developed, evidence-based pro-
cess is used to produce guidelines

b) Appropriate stakeholders are
engaged

c¢) Implementation of the guideline is considered
while it is developed to ensure appropriate work-
force, infrastructure and other “environmental
readiness” for implementation

d) Evidence-based implementation strategies are used
based on above

e) Resources are available for knowledge transfer and
implementation, something which is difficult to
achieve

f) The knowledge transfer and implementation is
evaluated, in particular with regard to uptake and
fidelity of actions.

identified and

However, knowledge transfer and implementation are not
linear processes. This session will review some examples
of knowledge transfer and implementation of guidelines in
palliative and end of life care, whether and how they were
successful, what does success mean, and how do we know?
It will draw on the MORECARE guidance[1] for the
development and evaluation of therapies and interventions
in palliative and end of life care, and recent work in the
South London National Institutes of Health Research
(NIHR) Collaboration for Leadership in Applied Research
and Care (CLAHRC).[2]

References

1 BMC Med. 2013 Apr 24;11:111. doi: 10.1186/1741-7015-
11-111.
2 http://www.clahrc-southlondon.nihr.ac.uk/
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Cancer Pain Guidelines - An Institutional Approach:
A Cluster Randomised Controlled Trial

Fallon M.

Palliative Medicine, University of Edinburgh, Edinburgh,
United Kingdom

Evidence points to less than 50% of patients achieving
acceptable cancer pain relief. The majority of this could
be controlled by non-palliative care specialists. Research
demonstrates healthcare professionals develop short cuts
for assessment which can lead to poor pain control out-
comes. Management is often hampered by broad guide-
lines rather than specific guidance for individuals. Reas-
sessment of opioids can be inadequate leading to signifi-
cant side effects and poor QoL. The Edinburgh Pain
Assessment and management Tool (EPAT) was devel-
oped for use at the patient’s bedside to direct pain assess-
ment as part of vital signs and link with management
algorithms, in a busy clinical setting. A preliminary non-
randomised evaluation of EPAT was conducted to clarify
feasibility and methodology. A 2 arm parallel group

multicentre cluster RCT in regional UK cancer centres
(UKCC) was conducted. UKCCs were enrolled if they
met inclusion/exclusion criteria and had a Caldicott
Guardian willing to give consent for participation at
institutional level. Patients who met inclusion/exclusion
criteria on admission were consented and enrolled at
individual level. 50 patients were recruited from each
participating UKCC prior to randomisation, each UKCC
was randomised to either EPAT or continuation of usual
care after recruitment of these patients. Primary trial out-
come was clinically significant improvement in pain
defined as >/= 2 points in worst pain in last 24 hours,
measured 3 days post admission. Some secondary out-
comes and prescribing practice were also compared
between baseline and day 3. 20 UKCCs and 1921 patients
participated. The proportion of patients with a clinically
significant improvement in pain by day 3 fell from 51%
(before randomisation) to 46% post randomisation in the
centres allocated to continue usual care and increased
from 47% to 54% in those allocated to EPAT (p = 0.04).
A 4 point drop in worst pain was highly clinically signifi-
cant between groups (p= 0.004).
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Abstract number: PL1
Abstract type: Plenary

Fentanyl Sublingual Tablets versus Subcutaneous
Morphine for the Management of Severe Cancer Pain
Episodes in Patients on Opioid Treatment: A Double-
blind Randomized Non-inferiority Trial (eudraCT
2013-003319-23)

Zecca, Ernesto!, Brunelli, Cinzia!, Centurioni, Fabio’,
Manzoni, Andrea’, Pigni, Alessandra’, Caraceni

Augusto’?

IPalliative Care, Pain Therapy & Rehabilitation Unit,
Fondazione IRCCS Istituto Nazionale dei Tumori,
Milan, Italy, 2European Palliative Care Research Center,
Norwegian University of Science and Technology,
Trondheim, Norway

Background: Sublingual transmucosal fentanyl (SLF) is
potentially an easy to use alternative to parenteral opioids
like subcutaneous morphine (SCM), to treat severe cancer
pain episodes. No direct comparison between SLF and
SCM is available. The aim of this study is to show if SLF
is non inferior to SCM during the first 30 min. after
administration.

Methods: Patients with a severe pain episode, on stable
opioid therapy and controlled pain, were randomized to
receive either 100pg SLF or Smg SCM in a double blind,
double dummy design. Patients could receive a second
dose of drug after 30min, for insufficient pain relief. Aver-
age pain intensity (PI 0-10 NRS) in the first 30 min. after
drug administration (average of 10, 20 and 30 min. PIs)
was the main outcome measure (API30). ANCOVA of
AVP30, adjusted by pretest PI was the main analysis; the
non-inferiority margin (NIm) for the between group differ-
ence was set at 0.6, i.e.=1/3 of the minimum clinically
important pain intensity difference established at 2 points.
Results: 114 patients were randomized either to SLF (58)
or SCM (56). One patient (SLF group) withdraw consent
before drug assumption and was excluded from analysis.
Baseline mean PIs were 7.5 in both groups; mean API30s
were 4.9 and 4.5 respectively for SLF and SCM, with a
between group difference of -0.51, 95%CI -1.10 to 0.07
which includes the NIm; results from ITT and PP analysis
were equal. SLF patients more frequently received a sec-
ond analgesic drug dose after 30 min. (51% vs 37%, risk
difference -13%, 95%CI -30% to 3%). Only 1 patient (SLF
group) reported nausea. 93% of patients preferred the SL
route of administration.

Conclusions: Although both drugs showed to be effective
and patients preference confirmed higher acceptability of
FSL, the trial cannot conclude for non inferiority of 100ug
SLF vs 5Smg SCM within the chosen non-inferiority mar-
gin. Further analyses are needed to explore whether SLF
can be non inferior to SCM in specific patient subgroups.

Abstract number: PL2
Abstract type: Plenary

Early Palliative Care for Patients with Advanced
Cancer: Caregiver Results from a Cluster-randomised
Controlled Trial

Mcdonald, Julie'?, Swami, Nadia', Hannon, Breffni'?,
Pope, Ashley!, Oza, Amit, Leighl, Natasha?3,
Krzyzanowska, Monika?3, Rodin, Gary'*3, Le, Lisa®,
Zimmermann, Camillal?*

Department of Supportive Care, Princess Margaret
Cancer Centre, Toronto, Canada, 2Department of
Medicine, University of Toronto, Toronto, Canada,
3Department of Medical Oncology, Princess Margaret
Cancer Centre, Toronto, Canada, *Campbell Family
Research Institute, University Health Network, Toronto,
Canada, *Department of Psychiatry, University of
Toronto, Toronto, Canada, Department of Biostatistics,
University of Toronto, Toronto, Canada

Background: Early palliative care improves the quality of
life (QOL) and satisfaction with care of patients with
advanced cancer, but little is known about its impact on
caregivers. Here we report secondary outcomes of caregiver
QOL and satisfaction with care from a cluster-randomised
controlled trial of early palliative care.

Methods: 461 patients with advanced cancer were
recruited from 24 medical oncology clinics to participate
in a cluster-randomised controlled trial of early palliative
care versus standard care!. Primary caregivers were
approached for consent to complete validated measures at
baseline and monthly for 4 months, assessing QOL (Care-
giver QOL-Cancer [CQOL-C] and SF-36v2 Health Sur-
vey), and satisfaction with care (FAMCARE-19). We used
a linear random-intercept mixed effect model, which took
clustering into account, to test whether there was improve-
ment for the intervention group relative to the control
group over 3 months (primary endpoint) and 4 months
(end of study).

Results: 182 caregivers completed baseline measures (94
intervention, 88 control); 151 completed at least one fol-
low-up assessment. Satisfaction with care improved in the
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intervention group compared to control over the 3-month
period (p=0.007) and the 4-month period (p=0.02). There
was no significant improvement in the intervention group
compared to the control group for the other outcomes:
CQOL-C (3 months: p=0.92; 4 months: p=0.51), SF-36
PCS (3 months p=0.83; 4 months p=0.20); SF-36 MCS (3
months: p=0.87; 4 months: p=0.60).

Conclusions: In this study, early palliative care improved
caregiver satisfaction with care, complementing similar
findings in patients. The lack of improvement in QOL may
result from inadequate caregiver sample size, insufficient
sensitivity to change of QOL measures, or requiring a tai-
lored caregiver intervention.

1. Zimmermann, C et al. Early palliative care for patients with
advanced cancer: a cluster-randomised controlled trial.
Lancet 2014;383:1721-30.

Plenary Il

Abstract number: PL3
Abstract type: Plenary

A Brief, Patient- and Proxy-reported QOutcome
Measure for the Adult Palliative Care Population:
Validity and Reliability of the Integrated Palliative
Outcome Scale (IPOS)

Murtagh, Felicity!, Ramsenthaler, Christina!, Firth, Alice’,
Groeneveld, Esther 1.1, Lovell, Natasha!, Simon, Steffen?,
Denzel, Johannes?, Bernhardt, Florian3, Schildmann, Eva3,
Bausewein, Claudia’, Higginson, Irene J.!

IDepartment of Palliative Care, Policy and Rehabilitation,
Cicely Saunders Institute, King’s College London,
London, United Kingdom, 2Centre for Palliative
Medicine, University of Cologne, Cologne, Germany,
3Munich University Hospital, Department of Palliative
Medicine, Munich, Germany

Background: Outcomes are recognised the most valid
way to understand people’s needs, monitor change and
determine the results of treatment and care. We aimed to
refine and validate the Integrated Palliative Outcome Scale
(IPOS), a measure underpinned by extensive development
work over the last 15 years, in terms of its construct valid-
ity, reliability and longitudinal responsiveness to change.
Methods: Concurrent, cross-cultural validation study of
two versions of IPOS - 1) patient self-report and ii) staff
proxy-report - in a multicentre longitudinal survey in hos-
pice in-patient units, hospitals, and community (home-
based) settings in the UK and in Germany. Validation com-
prised: cognitive testing & item adaptation, internal con-
sistency, agreement, structural validity, known-group
comparisons, correlational analysis, and longitudinal eval-
uation in form of test-retest reliability and responsiveness
to change.

Results: 373 patients and 161 staff members were
recruited. The final 19 item version showed very good
internal consistency (a = 0.77) and good test-retest reli-
ability as well as patient-staff and staff-staff agreement on
most items. A three-factor structure (physical symptoms,
gastrointestinal symptoms, emotional concerns) was con-
firmed. The IPOS and its subscales showed a strong ability
to distinguish between clinically relevant groups (total
IPOS and IPOS subscale scores being higher in those
patients with unstable or deteriorating disease vs. stable
disease, F=11.1, p< 0.001). Excellent convergent and dis-
criminant validity to hypothesised items and subscales of
the ESAS and the FACT-G was demonstrated. Longitudi-
nal validity in form of responsiveness to change was good.
Conclusions: The IPOS is a valid and reliable outcome
measures, both in its patient and staff version. It is suitable
for assessing and monitoring palliative care outcomes in
clinical practice and research.
Funded by the NIHR (RP-PG-1210-12015).

Plenary Il

Abstract number: PL4
Abstract type: Plenary

Randomised Double Blind Placebo Controlled
Phase II Trial of Prolonged Release Melatonin for
Prevention of Delirium in Inpatients with Advanced
Cancer

Agar, Meera®?3, Lawlor, Peter?, Ely, E. Wesley’, Lam,
Lawrence!, Nikles, JaneS, McCaffrey, Nicola’, Bush,
Shirley?, Draper, Brian®, Luckett, Tim!, Chye, Richard’,
Le, Brian!®, Martin, Peter!!, Clark, Katherine!?, Currow,
David3, Palliative Care Clinical Studies Collaborative

ICentre for Cardiovascular and Chronic Care, University
of Technology Sydney, Sydney, Australia, 2South West
Sydney Clinical School, University of New South Wales,
Sydney, Australia, 3Palliative and Supportive Services,
Flinders University, Adelaide, Australia, *University

of Ottawa, Ottawa, Canada, *Vanderbilt University,
Nashville, United States, *University of Queensland,
Brisbane, Australia, ’Flinders University, Adelaide,
Australia, 8University of New South Wales, Sydney,
Australia, °Sacred Heart Palliative Care Services, Sydney,
Australia, 1’Royal Melbourne Hospital, Melbourne,
Australia, '"Barwon Health, Geelong, Australia,
2University of Newcastle, Newcastle, Australia

Background: Many non-pharmacological preventative
strategies for delirium are not feasible or sustainable in
advanced cancer due to fatigue or poor functional status,
often at the time delirium risk increases as cancer pro-
gresses. Emerging evidence suggests circadian system
desynchrony and/or low melatonin levels contribute to
delirium. Three randomised controlled trials (RCT)
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support melatonin as a potential safe preventative agent in
hospitalised elders. This study aimed to test feasibility of a
phase III RCT to evaluate effect of oral prolonged release
melatonin in preventing delirium in people with advanced
cancer in hospital. Secondary aims were to obtain prelimi-
nary data on the effect (number of delirium events and
time to first incident delirium event) and tolerability of
melatonin in advanced cancer. (ACTRN12612000931875).
Methods: Advanced cancer inpatients were randomised to
2mg prolonged-release melatonin or placebo nocte for the
inpatient stay. Outcomes included: percentage patients
randomised completing and eligible patients randomised;
safety; and preliminary data on delirium incidence.
Results: The target sample size of 30 was attained within
8 months (14 melatonin, 16 placebo), with 97% of screened
participants randomised. There were no differences in
clinical and demographic characteristics between groups.
67% completed to discharge or delirium occurrence.
Adverse events (2 in melatonin arm) were not related to
the intervention. Delirium incidence was 7% (1/14) in the
intervention arm and 25% (4/16) in placebo, with time to
delirium in each case being 2 (2 cases), 9 and 18 days for
controls, and 7 days for the treatment arm.

Conclusions: This pilot provided evidence for feasibility
and has informed fine-tuning of eligibility and methods.
The study intervention was well tolerated and showed suf-
ficient potential to move to a Phase III RCT. Results sug-
gest a lower incidence of 4.5/1,000 population-days in the
melatonin arm.

Abstract number: PL5
Abstract type: Plenary

Longitudinal Changes and Predicators of Severe
Depressive Symptoms in Bereaved Family Caregivers
over the First 2 Years after the Death of Terminally 111
Cancer Patients

Kuo, Su-Ching'?, Tang, Siew-Tzuh’

IGraduate Institute of Clinical Medical Sciences, Chang
Gung University, Kwei-Shan Tao-Yuan, Taiwan,
Republic of China, 2Department of Nursing, Yuanpei

University, Hsinchu, Taiwan, Republic of China,
3Graduate School of Nursing, Chang Gung University,
Taoyuan, Taiwan, Republic of China

Background: Bereaved family caregivers endure tremen-
dous stresses. However, few studies have longitudinally
investigated their bereavement reactions more than one
year postloss and none from family-oriented Asian
countries.

Aim: We explored longitudinal changes in and predictive
factors of severe depressive symptoms for Taiwanese ter-
minally ill cancer patient’s bereaved family caregivers
over the first 2 years postloss.

Design: Descriptive, longitudinal. Severe depressive
symptoms were measured with the Center for Epidemio-
logical Studies Depression Scale (CESD>15) at 1, 3, 6, 13,
18, and 24 months postloss. Multiple logistic regression
model with the generalized estimating equation (GEE)
was used to identify factors (preloss depressive symptom
levels, subjective caregiving burden, objective caregiving
loads, preparedness for the patient’s death, and postloss
social support) associated with severe depressive
symptoms.

Setting/participants: A convenience sample of 285
bereavd caregivers was recruited from a medical center in
Taiwan.

Results: The prevalence of severe depressive symptoms
for bereaved family caregivers peaked at 1 month (73.3%)
and significantly decreased to 15.2% at 24 months after
the patient’s death. After adjusting for confounders,
bereaved caregivers’ likelihood of severe depressive
symptoms was significantly higher if they had heavy
objective caregiving loads and had higher depressive
symptom levels. Great preparedness for the patients’ death
and good social support decreased bereaved caregivers’
likelihood of postloss severe depressive symptoms.
Conclusion: Severe depressive symptoms among
bereaved caregivers decrease significantly over time.
Healthcare professionals should conduct assessments for
at-risk bereaved caregivers starting when patients are still
alive and provide appropriate interventions to facilitate
them return to their normal lives postloss.
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Symptoms other than pain

Abstract number: FC1
Abstract type: Oral

Patients with Advanced Cancer and

a Depressive Disorder Report a Substantially
Higher Symptom Burden than Non-depressed
Patients

Grotmol, Kjersti!, Loge, Jon Hdvard'?, Aass, Nina',
Lundeby, Tonje'?, Finset, Arnstein’, Kaasa, Stein’,
Hjermstad, Marianne'?, Lie, Hanne>>

'Regional Centre for Excellence in Palliative Care, Oslo
University Hospital, Oslo, Norway, 2Department of
Behavioural Sciences in Medicine, University of Oslo,
Oslo, Norway, 3Department of Oncology, Oslo University
Hospital, Oslo, Norway, “Dept. of Cancer Research

and Molecular Medicine, NTNU, Trondheim, Norway,
SRadiumhospitalet, National Resource Center for Late
Effects after Cancer Treatment, Oslo University Hospital,
Oslo, Norway

Background: We have observed that patients with
advanced cancer that are diagnosed with a depression dis-
order (DD) report higher symptom levels than patients
without DD, but this is rarely tested empirically.

Aims: To investigate the association between DD and self-
reported symptoms in patients with advanced cancer con-
trolled for disease related factors.

Methods: 969 patients (M:50%, mean age 63) from an
international multicenter study (EPCRC) were included.
DD was defined according to the DSM criteria, assessed
by the PHQ-9. Symptom burden was assessed by ESAS
sum score; excluding the depression item. Item-by-item
scores and overall symptom burden were compared using
t-tests. Multiple regression analysis was used to test the
association between DD and symptom scores while con-
trolling for survival, CRP and Karnofsky score.

Results: The 133 patients (14%) with DD reported signifi-
cantly higher symptom intensity on all ESAS-items and
higher ESAS sum score (p< .001) than the non-depressed.
The following variables were independently associated
with a higher ESAS sum score; DD ( =.26, t=7.3, p<
.001), survival (B =-.10, t=-2.1, p< .06), CRP (B =.11,
t=2.9, p<.01), and Karnofsky (p =-.15, t=-4.6, p<.001).
Conclusion: DD in patients with advanced cancer is asso-
ciated with higher symptom burden, irrespective of other
factors known to increase symptom burden. The cross-
sectional design does not permit conclusions on causation.
Results point to the need for prospective intervention stud-
ies and systematic clinical routines to better identify and
treat those suffering from DD.

Pain  Tiredness Nausea Anxiety Drowsiness Appetite  Feeling of well-  Shortness of  Sum score (excl

being breath depression item)
Not DD 2.0 3.5 1.0 1.8 3.2 3.0 3.1 1.8 19.3
DD 3.1 52 1.8 3.6 4.8 52 5.5 2.9 32.1
t-value -4.9 -7.6 -3.6 —6.6 ) -8.0 -11.4 -4.0 -11.4

[Mean symptom scores in patients with and withoutDD]

All differences were highly statistically significant (p <.001)

The EPCRC was funded by the European Commission’s
Sixth Framework Program (Contractno.
LSHC-CT-2006-037777)

Abstract number: FC2
Abstract type: Oral

General Symptom Level, Pain and Anxiety Predict
Declining Health-Related Quality of Life in Multiple
Myeloma: A Prospective, Multi-centre Longitudinal
Study

Ramsenthaler, Christina!, Gao, Wei!, Siegert, Richard
J.2, Edmonds, Polly M., Schey, Stephen A.3, Higginson,
Irene J!

'Department of Palliative Care, Policy and
Rehabilitation, Cicely Saunders Institute, King’s
College London, London, United Kingdom, 2School
of Public Health and Psychosocial Studies and School
of Rehabilitation and Occupational Studies, Auckland
University of Technology, Auckland, New Zealand,
3Department of Haematological Medicine, King’s
College Hospital and King’s College London, London,
United Kingdom

Downloaded from pmj.sagepub.com at University of Huddersfield on June 27, 2016


http://pmj.sagepub.com/

NPI14

Palliative Medicine

Background: Haematological cancers show rising inci-
dence due to the ageing of the population. There is little
longitudinal data to understand changing levels of need.
We aimed to determine distinct classes of quality of life
and symptom trajectories over time, and to determine
which demographic and clinical characteristics predict
declining health-related quality of life (QOL).

Methods: We recruited patients with multiple myeloma at
various stages in their disease trajectory into a 14-site mul-
ticentre, longitudinal study. QOL data (Myeloma Patient
Outcome Scale, EORTC QLQ-C30 and EuroQol) and clin-
ical parameters (symptom level, disease, treatment details,
Hospital Anxiety and Depression Scale) were assessed at
baseline, 2, 4, 6 and 8 months. Trajectories of QOL were
analysed using latent growth mixture models, and using
multivariable general and generalised mixed regression
models to determine predictors for deteriorating QOL.
Results: 238 patients, on average 3.5 years (SD: 3.4) post-
diagnosis, were recruited. 18.2% had newly diagnosed dis-
ease, 47.9% were in the stable and 32.7% were in the
advanced, palliative phase of illness. Patients reported a
mean of 7.2 (SD: 2.7) symptoms. Over 70% had pain,
88.7% fatigue and 61.1% breathlessness. The most bur-
densome symptoms in the advanced stages were fatigue,
poor mobility, pain, and tingling in the hand/feet. Four dis-
tinct classes of trajectories were found: improving QOL,
medium to poor stable QOL, good stable QOL and deterio-
rating QOL. None of the biomedical factors was predictive
of poor and deteriorating QOL at the end of follow-up, but
general symptom level, presence of clinically relevant
anxiety and pain or fatigue.

Conclusions: Burden of symptoms in multiple myeloma is
high and symptoms are not resolved even during the treat-
ment-free intervals. Symptom burden and psychological dis-
tress should be monitored regularly to identify those patients
that can benefit from early referral to palliative care services.

Abstract number: FC3
Abstract type: Oral

Outpatient Paracentesis in Management of Malignant
Ascites

McCann, Mary-Ann, O Neill, Conor, Graham, Erica,
Corcoran, Bernie, Wilkinson, Pauline

NI Cancer Centre, Belfast Health and Social Care Trust,
Belfast, United Kingdom

Background: Therapeutic paracentesis is a simple proce-
dure commonly used in the symptomatic management of
malignant ascites. Practice within the UK however varies
considerably.

Aims: To review outpatient paracentesis in a regional can-
cer centre which will then guide development of local
guidelines.

Methods: Retrospective review of all outpatient paracen-
tesis procedures performed in Regional Cancer Centre
between March 2012- March 2015. Information obtained
from the Clinical Oncology Information System and the
Northern Ireland Electronic Care Record.

Results: 509 procedures were performed in 3 years with
mean of 4.4 per patient (range 1-33). Diagnosis included
ovarian carcinoma (64%), carcinoma of gastrointestinal
tract (22%), breast carcinoma (7%), endometrial carci-
noma (4%) and other (3%). All were carried out under
direct ultrasound guidance. Mean and median volume of
fluid obtained were 3000mls and 3281mls respectively.
11/509 patients (0.02%) were recorded as being on antico-
agulants -7 on warfarin and 4 on therapeutic enoxaparin.
Only 1 patient required intravenous fluids following pro-
cedure and no one received intravenous albumin. Compli-
cation rate was 7% (37/509 procedures) with 1.2 % (6/509)
requiring admission post-procedure. Complications
included fluid leakage (17/509), failure to obtain fluid
(10/509), multiple insertions (5/509), abdominal pain
(3/509), cellulitis (2/509) and bleeding (1/509). Mean sur-
vival from initial paracentesis to death was 197 days. 24.8
% of patients proceeded to have a PleurX drain inserted.
Conclusions: Paracentesis is a simple, low-risk procedure
that provides rapid symptomatic relief from malignant asci-
tes. It can be carried out within the outpatient day case setting
safely with low complication and admission rates. Informa-
tion collected will help develop procedural guidance for para-
centesis and subsequently the development of indications for
PleurX drains to assist in improving patient experience.

Abstract number: FC4
Abstract type: Oral

Assessing the Presence and Severity of Constipation
with Plain Radiographs in Constipated Palliative Care
Patients

Clark, Katherine'?, Can Less be Better Study Group

TPalliative Care, Calvary Mater Newcastle, Waratah,
Australia, 2Medicne and Public Health, University of
Newcastle, Newcastle, Australia

Background/aims: Palliative care guidelines recommend
plain radiographs to assess the severity of constipation.
This is based on the presumption that visible faecal shad-
owing represents stool retention. In contrast, gastroenter-
ology guidelines recommend against plain films as unreli-
able and not reflective of people’s symptom experiences.
This work’s aim was to compare clinician’s reports of fae-
cal loading on plain radiography versus radio-opaque
marker transit studies and patient’s self-reported constipa-
tion symptoms.

Methods: This study was conducted in constipated pallia-
tive care patients requiring laxatives. All had colon transit
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studies using radiopaque markers and plain radiographs;
and contemporaneous assessment of constipation symp-
toms with the Patient Assessment of Constipation Symp-
tom (PAC-SYM) questionnaire. Four clinicians indepen-
dently reported faecal loading with a faecal loading scale.
Descriptive statistics summarised participant’s character-
istics. The pair-wise inter-rater agreement among all four
raters were examined using the Bland-Altman approach.
For the comparisons of the clinicians’ assigned faecal
loading score between the radiographic assessment of the
normal and slow colon transit time, a non-parametric
approach of Mann-Whitney U tests were used. Spearman’s
correlation analyses were employed to investigate the
association between the clinicians’ assigned faecal loading
score and patients’ self-reported PAC-SYM scores.
Results: The results of this study were very similar to
other studies conducted in functional constipation. Sys-
tematic disagreement between observers was observed
with poor correlation between faecal loading scores and
colon transit times and patient’s self-reported symptoms.
Conclusions: These results are very similar to other stud-
ies conducted in chronic constipation. This work questions
the ongoing use of radiographs in the diagnosis and man-
agement of constipation.

Abstract number: FC5
Abstract type: Oral

The Impact of Delirium on Cognitive Status Across
Time: Short Term Observations

Davis, Brid Aine', Mohamad, Mas’, Leonard, Maeve,
Lucey, Michael?, Twomey, Feargal?, Conroy, Marian?,
Ryan, Karen®, Meagher, David'

ICognitive Impairment Research Group (CIRG), Dept. of
Psychiatry, Graduate-Entry Medical School, University
of Limerick, Limerick, Ireland, 2Milford Care Centre,
Limerick, Ireland, 3St Francis Hospice and Mater
Misericordiac University Hospital, Dublin, Ireland

Background: Delirium is considerably prevalent in pallia-
tive care settings and can adversely impact patient man-
agement, decision making capacity and outcomes.

Aims:

1) To evaluate overall cognitive status (using the
Montreal Cognitive Assessment; MoCA) among a
palliative care inpatient unit on 2 separate time-
points within a 7 day time period.

2) To determine if there a discernable difference in
overall cognitive capacity within a short time-
frame for the following population subgroups:

— Patients with resolved delirium on the second
occasion

—  Patients with no delirium on both occasions

— Patients with delirium on both occasions

— Patients who developed delirium on the second
occasion

Methods: The MoCA was used to investigate cognitive
status and the Short CAM (Confusion Assessment Method)
was used to examine the incidence of delirium in 101
patients admitted to a specialist palliative care unit.
Results: 41 participants were excluded from the aggregate
analysis due to incomplete MoCA measures. Of the 60
participants (Female=33, male=27; Mean age 69.20+9.95),
95% (n=57) had a diagnosis of cancer. The overall mean
MoCA score for time 1 was 20.01£5.14 (cognitive impair-
ment >85% of sample); a similar trend was noted for time
2, MoCA mean score = 20.26+4.23 (cognitive impairment
>90% of sample). When mean MoCA scores for each sub-
group were compared longitudinally, the results were as
follows: patients with resolved delirium (n=8; 13.33%),
score time 1=14.46+5.93 and time 2=17.1844.63; patients
with no delirium (n=48; 80%), score time 1= 21.09+4.2
and time 2= 21.17+3.85; patients with delirium on both
occasions (n=1; 1.66%), score time 1 =23 and time 2 =14;
patients who developed delirium (n=3; 5%), score time 1=
16.44+8.14 and time 2 = 16£1.0.

Conclusions: These findings demonstrate that a slight
improvement in cognitive capacity may be evident across
short term time periods, further emphasising the impor-
tance of accurate identification and resolution of delirium.

Abstract number: FC6
Abstract type: Oral

Randomised Controlled Trial on the Effectiveness of
Home-based Walking Exercise on Anxiety, Depression
and Cancer-related Symptoms in Patients with Lung
Cancer

Chen, Hui-Mei!, Tsai, Chun-Ming?, Wu, Yu-Chung?, Lin,
Kuan-Chia?, Lin, Chia-Chin®

ICollege of Nursing, National Taipei University of
Nursing and Health Sciences, Taipei, Taiwan, Republic
of China, 2Section of Thoracic Oncology, Chest
Department, Taipei Veterans General Hospital, Taipei,
Taiwan, Republic of China, 3Division of Thoracic
Surgery, Department of Surgery, Taipei Veterans
General Hospital, Taipei, Taiwan, Republic of China,
4Department of Health Care Management, National
Taipei University of Nursing and Health Sciences, Taipei,
Taiwan, Republic of China, *School of Nursing, College
of Nursing, Taipei Medical University, Taipei, Taiwan,
Republic of China

Background/aims: Although exercise has been addressed
as an adjuvant treatment for anxiety, depression and
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cancer-related symptoms, limited studies have evaluated
the effectiveness of exercise in patients with lung cancer.
We hypothesised the walking-exercise group to be superior
to the usual-care group regarding patient-rated anxiety,
depression and the severity of cancer-related symptoms.
Methods: We recruited 116 patients from a medical centre
in northern Taiwan, and randomly assigned them to either
a walking-exercise group (n=58) or a usual-care group
(n=58). We conducted a 12-week exercise programme that
comprised home-based, moderate-intensity walking for 40
min per day, 3 days per week, and weekly exercise coun-
selling. The outcome measures included the Hospital Anx-
iety and Depression Scale and the Taiwanese version of the
MD Anderson Symptom Inventory.

Results: We analysed the effects of the exercise pro-
gramme on anxiety, depression and cancer-related symp-
toms by using a generalised estimating equation method.
The exercise group patients exhibited significant improve-
ments in their anxiety levels over time (P=0.009 and 0.006
in the third and sixth months, respectively) and depression
(P=0.00006 and 0.004 in the third and sixth months,
respectively) than did the usual-care group patients.
Conclusions: The home-based walking exercise pro-
gramme is a feasible and effective intervention method for
managing anxiety and depression in lung cancer survivors
and can be considered as an essential component of lung
cancer rehabilitation.

Palliative care organisation and health
care services |

Abstract number: FC7
Abstract type: Oral

Effects on End-of-Life Care by Palliative Consultation
Services in Sweden

Axelsson, Bertil!, Lundstrom, Staffan’

Dep of Radiation Sciences, Umea University, Umed,
Sweden, 2Stockholms Sjukhem, Stockholm, Sweden

Background/aims: The extent of palliative care consulta-
tion services availability vary widely between different
geographical locations in Sweden. The Swedish Register
of Palliative Care (SRPC) collects data from 60 000 (66%
of all) deaths annually focusing on quality of provided pal-
liative end-of-life care during the last week in life. One
included question concerns whether any external palliative
competence was consulted. The research question in this
study was whether support from an external palliative care
consult implied any significant improvements in the pro-
vided end-of-life care compared to those without such
support?

Methods: Data from persons deceased outside specialized
palliative care during one year who had received support

from a palliative care consultation service where matched
with controls for gender, age, diagnosis, and place of care.
Chi2-analysis with a significance level of p< 0.05 was
used for statistical analysis.

Results: The study identified 2304 cases and the same num-
ber of matched controls of which 52% were men, mean age
was 75 (range 3-106), 84% died from cancer, and 62% died
outside hospital (at home, nursing homes, and community
respite care). The group that had got external palliative care
support received significantly more appropriate end-of-life
care activities compared to matched controls, such as pre-
scriptions of injectable prn-drugs (against pain 98%<
->95%, anxiety 96%< ->89%, nausea 87%< ->78% and
pulmonary secretions 94%< ->88%), information to patients
(79%< ->64%) and next-of-kin (85%< ->76%) about the
transition to end-of-life care, assessment of pain (43%<
->35%) and other symptoms (20%< ->16%), and died more
frequently in their preferred place (58%< ->50%).
Conclusion: The involvement of external palliative care
consultation services seems to be significantly associated
with more appropriate palliative care activities at the
end-of-life.

Abstract number: FC8
Abstract type: Oral

Improving National Palliative Care Symptom
Outcomes Systematically through Point-of-Care Data
Collection, Structured Feedback and Benchmarking

Eagar, Kathy', Allingham, Sam!, Clapham, Sabina’,
Currow, David?

!Australian Health Service Research Institute, University
of Wollongong, Wollongong, Australia, 2Flinders
University, Adelaide, Australia

Background: Every aspect of health care needs to system-
atically improve the services that it offers and continually
strive to improve care. An Australian strategy to achieve
this in palliative care is through measuring patient-defined
outcomes.

The Australian Palliative Care Outcomes Collaboration

(PCOC) was established in 2005 to provide a framework
for routine clinical assessments and point-of-care data col-
lection with the intent of capturing clinically meaningful
information at significant periods in a patient’s disease tra-
jectory. The program aims to drive improvement through
providing a feedback loop to individual services, identify-
ing improvement opportunities and providing service-to-
service benchmarking.
Aim: To confirm that it feasible to measure patient-centred
palliative care outcomes routinely at point of care as an
integral part of the clinical encounter and to demonstrate it
is possible to systematically improve the care that it is
provided.
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Method: Data were collected through point-of care assess-
ments and reported by the Palliative Care Outcome Col-
laboration for 45 specialist palliative care services consis-
tently engaged in the report and feedback cycle over a
four-year period, between January 2011 and December
2014.

Results: Results from routine assessment data were anal-
ysed for 60,816 patients and 196,152 phases of illness.
Mean patient age was 72.7 years (SD 14.3), 47% were
female and 79% had cancer as their primary life-limiting
illness. For both patient and clinician reported outcomes,
there were statistically significant improvements in all
eight assessed symptom domains including pain and fam-
ily-carer problems. Further results indicate more consis-
tent patient outcomes were being achieved as evidenced by
reduced variation in service level outcomes and greater
equity of patient outcomes.

Conclusion: A national point-of-care data collection and
outcome measurement program improves both quality of
the care and patient outcomes.

Abstract number: FC9
Abstract type: Oral

Cancer Patients who Die in the Emergency
Department: A Descriptive Study

Ison, Lucy!, Henson, Lesley Anne?, Gao, Wei?

'North Middlesex University Hospital, London, United
Kingdom, 2Department of Palliative Care, Cicely
Saunders Institute, King’s College London, London,
United Kingdom

Background: In the UK, approximately 2% of all deaths
from cancer occur in NHS emergency departments (ED).
Such deaths are viewed as undesirable, however little is
known about the circumstances of these deaths or the char-
acteristics of this group of patients.

Aim: To describe deaths from cancer occurring in NHS
EDs.

Methods: We used linked patient-level data from two rou-
tinely collected databases (the Office for National Statis-
tics Mortality Database and Hospital Episode Statistics
Accident & Emergency Database) to describe all deaths
from cancer that occurred in NHS EDs in England, UK,
during a one year period (01/04/2011 to 31/03/2012).
Results: Among 124,030 patients who died from cancer in
England during the study period, 1.5% (n=1,909) occurred
in an NHS ED. The mean age at death was 71 years (SD:
13.2), 57% (n=1,084) of patients were male, and 46%
(n=872) were from the two most deprived socio-economic
quintiles. The two most common underlying causes of
death were lung cancer (n=561, 29.4%) and upper gastro-
intestinal (GI) cancer (n=235, 12.3%). Cardiac conditions
were the most common reason for ED attendance (n=433,

22.7%). 64% (n=1,214) of deaths occurred out of hours
(Monday to Friday 18:01 - 08:29, Saturdays, Sundays and
Bank holidays).

Conclusion: A greater proportion of ED deaths occurred
in men, persons of lower socio-economic status, and those
with a diagnosis of lung or upper GI cancer. The majority
of ED deaths also occurred out of hours. Further research
exploring the symptoms that resulted in these ED visits
may help future planning and development of community
healthcare services.

Abstract number: FC10
Abstract type: Oral

The Economic Potential of Interventions to Support
Carers in Home Palliative Care

Ward, Sue!, Chilcott, Jim!, Burns, Jake’, Pfadenhauer,
Lisa?, Clark, Joe!, Goyder, Elizabeth!, Brereton, Louise’

ISchool of Health and Related Research (SCHARR),
University of Sheffield, Sheffield, United Kingdom,
2Institute for Medical Informatics, Biometry &
Epidemiology, Ludwig-Maximilians-University Munich,
Munich, Germany

Aim: To investigate the potential economic impact of a
reinforced carer support intervention, designed to build
carers’ problem-solving skills, COPE (Creativity, Opti-
mism, Planning, and Expert information) in a home pallia-
tive care system in England.

Methods: A system modelling approach was used with
palliative care stakeholders including lay people, to model
the home care system. A review of economic and effective-
ness evidence for reinforced home palliative care was
undertaken. Elicitation of expert judgement supplemented
evidence from published and routine data sources. The
marginal impact on resource use and costs were modelled.
The economic analysis used a National Health Service and
Personal Social Services perspective.

Results: No existing economic evaluations of reinforced
home palliative care were found and only a limited number
examining (non-reinforced) home care. The COPE inter-
vention, delivered by specialist palliative care nurses, was
estimated to cost £250 - £300 per patient, the projected
impact on subsequent nurse time meant that the marginal
cost would be approximately £90 per patient (-£230,
£240). However, throughout the wider health and social
care system cost savings were estimated at -£560 (-£1440,
£170).

Conclusion: Reinforced carer support interventions in
home palliative care have the potential to be cost saving.
The largest component of projected savings is from
reduced avoidable emergency hospital admissions arising
from the formal carer training. Estimates are reliant on
expert elicitation and are subject to uncertainty. Barriers to
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realising cost savings include poor co-ordination and com-
munication between services. Interventions to support car-
ers need to be considered within wider initiatives to pro-
vide co-ordinated palliative care. As a complex interven-
tion in a complex setting these interventions need to incor-
porate mechanisms for evaluation and adaptation.

Funded by the European Union (FP7-Health-2012-
Innovation, grant 306141).

Abstract number: FC11
Abstract type: Oral

Early Palliative Care: Attitudes and Opinions of
Canadian Palliative Care Physicians

Sorensen, Anna’?, Wentlandt, Kirsten'3, Krzyzanowska,
Monika*>, Le, LisaS Rodin, Gary'7$, Zimmermann,
Camilla'>7

IDepartment of Supportive Care, Princess Margaret
Cancer Centre, University Health Network, Toronto,
Canada, 2Institute of Medical Science, University of
Toronto, Toronto, Canada, *Department of Family
Community Medicine, University of Toronto, Toronto,
Canada, “Department of Medical Oncology, Princess
Margaret Cancer Centre, University Health Network,
Toronto, Canada, *Division of Medical Oncology and
Hematology, University of Toronto, Toronto, Canada,
®Department of Biostatistics, Princess Margaret Cancer
Centre, University Health Network, Toronto, Canada,
7Campbell Family Research Institute, Princess Margaret
Cancer Centre, University Health Network, Toronto,
Canada, $Department of Psychiatry, University of
Toronto, Toronto, Canada

Background: Early palliative care (EPC) is increasingly
recommended; however, referrals are typically late. The
aim of this study was to describe Canadian palliative care
physicians’ attitudes and opinions about EPC and to deter-
mine factors associated with receiving early referrals.

Methods: Palliative care physicians identified by the
Canadian Society of Palliative Care Physicians were
invited to complete a survey evaluating their attitudes and
opinions about EPC by mail and email. Logistic regression
was performed on a subsample of 256 specialized pallia-
tive care (SPC) physicians, (i.e. who received referrals
from other physicians) to determine factors associated
with receiving early referrals. Backwards likelihood ratio
was used to enter covariates into the model (entry p=<<0.25).
Results: The overall response rate was 71% (530/747);
48% were SPC physicians. The majority reported that for
cancer (93.8%) and non-cancer (90.2%) patients, referral
to palliative care should ideally be early (at prognosis >6
months, or upon diagnosis of cancer/life-limiting illness
regardless of prognosis, or upon diagnosis of incurable
cancer). However, only 20.9% reported that the average

survival time for patients referred to them was >6 months.
Multivariate analysis showed that those with a postgradu-
ate degree (OR 2.5, 95% CI 1.1-5.4); who provided care
mainly (>50%) for non-cancer patients (3.3, 1.2-8.7); or
who practised palliative care in a private office (2.7, 1.2-
6.2) were more likely to receive early referrals. Male phy-
sicians (0.46, 0.21-0.99) and those who agreed that patients
should have stopped all chemo before referral to palliative
care (0.34, 0.17-0.69) were less likely to receive early
referrals.

Conclusions: Although SPC physicians prefer EPC, the
majority do not receive referrals early. Potential barriers to
receiving early referrals include demographic and attitudi-
nal factors as well as those related to the nature of pallia-
tive care practice.

Abstract number: FC12
Abstract type: Oral

Who Accesses Befriending Services Near the End of
Life? Baseline Results from a Wait-list Controlled
Trial (ELSA) of a Volunteer Befriending Service in the
Last Year of Life

Walshe, Catherine!, Dodd, Steven!, Hill, Matt’,
Ockenden, Nick?, Perez Algorta, Guillermo?, Payne,
Sheila’, Preston, Nancy'

International Observatory on End of Life Care, Lancaster
University, Lancaster, United Kingdom, ?Institute for
Volunteering Research, London, United Kingdom,
3Health Research, Lancaster University, Lancaster,
United Kingdom

Background: Volunteers are central to the provision of
much end of life care, but their impact is little understood.
Volunteer befriending services could work to reduce isola-
tion, meet emotional needs and maintain a sense of com-
munity connectedness.

The primary aim of this study is to evaluate the effective-
ness of receiving care from a volunteer service plus usual
care at improving quality of life than usual care alone for
adults in the last year of life. Here we provide descriptive
baseline data on trial participants.

Study participants: Patients (estimated to be in their last
year of life) referred to volunteer befriending services
across 11 end of life care providers in England.

Study design and methods: A wait-list controlled trial,
with participants randomly allocated to intervention
(immediate receipt of volunteering intervention) or wait
list arm (four week wait for intervention). Data collec-
tion at baseline, 4, 8 (12) weeks: WHO QOL BREEF,
Loneliness scale, mMOS-SS, social networks. Intention
to treat analysis includes fitting a linear mixed effect
model to each outcome variable at 4, 8 and 12 weeks.
ISRCTN 12929812
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Results: Participants (n= 138 to 10/2015) baseline data
return currently 87% (n=120). Participants mean age 72
years, SD = 12, 57% female, 82% retired, 56% living
alone, 96% white ethnicity. No significant differences on
main outcome measure (WHO QOL Bref) at baseline were
observed between genders, but as age increases, scores on
social, psychological and environmental sub scales worsen
(ps.<.01). Age and living alone were significant predictors
of lower environment scores (ps.<.01).

Conclusion: This study is the first to examine volunteer
befriending in a trial context, and to robustly describe the
characteristics of those who receive such services. Early
indications are that for maximum effect services might tar-
get older people living alone, and full results will indicate
the effect of such interventions on quality of life.

Palliative care in specific groups |

Abstract number: FC13
Abstract type: Oral

Palliative Care Intervention in Patients with
Haematological Neoplasms: A Systematic Literature
Review

Moreno-Alonso, Deborah!, Porta-Sales, Josep?3,
Llorens-Torromé, Silvia?, Monforte-Royo, Cristina’

IPalliative Care Service, Institut Catala d’Oncologia,
Girona, Spain, 2Palliative Care service, Institut Catala
d’Oncologia, L’Hospitalet de Llobregat, Spain, *Medicine
School, Univesitat Internacional de Catalunya, St.

Cugat del Valles- Barcelona, Spain, “Palliative Care
Service, Institut Catala d’Oncologia, L Hospitalet de
Llobregat-Barcelona, Spain, Nursing School, Unversitat
Internacional de Catalunya, St. Cugat del Valles-
Barcelona, Spain

Objective: To assess the role of Palliative Care (PC) in the
management of patients with haematological tumours
treated by Onco-haematological Services (OHMT).
Material and method: A systematic literature review was
performed using both text words and Mesh/EMTREE
terms on PubMed, Cochrane, CINAHL, Scopus and Web
of Science, from their set up date to 1st May 2015,.
Results: After data base search 393 articles were retrieved,
finally 139 were included; 83% of them published in the
last five years. Revealing five broad categories:

1) Referral characteristics from OHMT to PC: usually
patients are referred to PC teams very late with a sur-
vival rate of few days, except for Multiple Myeloma
where pain was the main cause of consultation.

2) Patients’ clinical characteristics: the three more
common symptoms were fatigue (83%), drowsi-
ness (54%) and insomnia (54%); delirium was
more frequent than in solid tumours

3) End-of-Life (EOL) care issues, due to the difficulty
of identifying EOL phase which leads to late PC
interventions

4) Patients and families advanced disease experience:
reporting a belated PC intervention as common,
and EOL care involving high-tech and aggressive
treatments, and

5) Home care: scarcely used since patients need fre-
quent IV treatments or blood transfusions, few
authors consider home care to be feasible.

Conclusions: Based on the systematic review, patients
with haematological tumours are seldom referred to PC
teams either in the hospital or home, and when referrals are
made, patients are usually in their last weeks or days of
life, enduring harsh treatments. The symptom burden is
similar to those experienced by solid tumours patients,
apart from delirium. EOL care is mainly seen as feasible in
an in-patient setting. Despite recent rising interest in PC in
Haematology, there is an urgent requirement for more
studies to improve knowledge on all areas of care of onco-
haematological patients facing advanced disease stages
and their families.

Abstract number: FC14
Abstract type: Oral

Integrating Palliative Care into Neurology Services:
What Do the Professionals Say?

Hepgul, Nilay, Gao, Wei, Evans, Catherine, Jackson,
Diana, van Vliet, Liesbeth, Higginson, Irene, OPTCARE
Neuro

Cicely Saunders Institiute, King’s College London,
London, United Kingdom

Background/aims: Evaluations of service development
initiatives for palliative care in non-cancer conditions are
few. OPTCARE Neuro is a multicentre trial evaluating the
effectiveness of short-term integrated palliative care
(SIPC) for progressive long-term neurological conditions.
Here we present survey results comparing the collabora-
tion between neurology and palliative care services and
explore the views towards the new SIPC service.
Methods: Neurology and palliative care teams from four
trial sites (London, Nottingham, Liverpool and Cardiff)
were approached via email to complete an online survey.
The surveys consisted of 13 (for neurology) or 10 (for pal-
liative care), multiple choice or open comment questions.
The survey was launched in July 2015 and responses col-
lected using Google forms.

Results: 27 neurology and 21 palliative care professionals
responded. Current levels of collaboration between the two
specialties was reported as “Good/Excellent” by 37% of
neurology and 67% of palliative care professionals (x>=4.1,
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p<0.05). Neurology professionals listed psychological care
and care for family caregivers as most difficult aspects of
care. Both neurology (70%) and palliative care (67%) pro-
fessionals believed the new SIPC service would improve
the collaboration between the specialties. The most com-
monly identified barriers for the new SIPC by both special-
ties were resources, time pressures and funding.
Conclusions: Our results demonstrate that collaborations
can be improved and both specialties are positive about the
impact the new SIPC service will make. However, the barri-
ers identified must be considered in order to shape future
service delivery.

Funding: National Institute for Health Research (NIHR),
Health Services & Delivery Research (HS&DR) pro-
gramme and the NIHR Collaboration for Leadership in
Applied Health Research & Care (CLAHRC). The views
expressed are those of the authors and not necessarily
those of the NHS, NIHR or Department of Health.

Abstract number: FC15
Abstract type: Oral

The Use of the "Surprise” Question in Paediatric
Pallative Care

Coombes, Lucy’, Burke, Kimberley?, Menezes, Toni’,
Anderson, Anna-Karenia?

ICaroline Menez Research Team, The Royal Marsden
NHS Foundation Trust, London, United Kingdom,
2Children and Young Peoples Unit, The Royal Marsden
NHS Foundation Trust, London, United Kingdom,
3Shooting Star Chase, Guildford, United Kingdom

Background: The question ‘would you be surprised if
this patient dies in the next 12 months’ is a validated tool
for identifying adult patients in the last year of life
enabling timely access to palliative care services. How-
ever, to the authors’ knowledge no studies have explored
the accuracy of using this tool in a paediatric population.
The aim of this study was to assess the sensitivity and
prognostic value of the surprise question (SQ) in a pae-
diatric palliative care population by measuring multi-
disciplinary team (MDT) members” predictions of
patient’s death at 3 and 12 months.

Method: Members of the MDT from a children’s hospice
in England independently answered both a 3 and 12 month
SQ for patients who were reviewed or referred between
2011 and 2013.

Results: A total of 320 children with a range of life-limit-
ing conditions were included, of which 28 died within 12
months of the SQ being asked. Results are displayed in the
table below. Only small variability was found between
individual MDT members.

Question Sensitivity Specificity Positive Predictive Value Negative Predictive
Timing (PPV) Value (NPV)

3 month 82.6% (75% - 87.5%) 89.3% (81% - 93.7%) 30.7% (17.2% - 42.4%) 99% (98.5% - 99.3%)
12 month 87.1% (80.7% - 91.7%) 67.6% (55.2% - 84.4%) 21.1% (14% - 30.3%) 98.2% (97.2% - 99.2%)

[Data presented are means, with ranges in brackets]

Discussion: The SQ used by members of the MDT was
highly sensitive at capturing patients nearing the end of
life at both 3 and 12 month intervals. The specificity of the
SQ was also high at 3 months although this was less
marked at 12 months. The PPV indicated a tendency to
over estimate death but the NPV indicates that profession-
als were very accurate at predicting patient stability over a
3 and 12 month period.

Conclusion: The SQ is a sensitive measure in identifying
life-limited children at risk of dying within 3 and 12
months; as well as identifying stable patients over the
same time period. It offers a useful screening tool for
advanced care and service planning when looking at tailor-
ing and enhancing services for children in the last 3 and 12
months of life.

Funding: Caroline Menez Trust.
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Cancer Symptoms and Functional Status in Patients
with Advanced Cancer - Does Age Matter?
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Background: Although most patients with cancer are older,
the relationship between age, functional status, and symptom
burden in patients with advanced cancer is unclear.

Aims: To investigate if cancer symptoms and functional
status vary according to age in two large cohorts of patients
with advanced cancer.

Methods: Combined, 2775 patients (mean age 65.8, 50%
males) with advanced cancer were recruited in two interna-
tional studies; the EPCRC-CSA (CSA) and the EPCCS.
Symptoms were assessed by self-report using ESAS (CSA)
and ESAS-revised (EPCCS). Physical function was mea-
sured using 3 items from the EORTC QLQ-C15-PAL, while
physicians rated Karnofsky performance status (KPS).
Patient age was categorized into 3 groups: < 60; 60-74; 75+
years. One-way ANOVAs were used to compare ESAS sum-
scores and physical function scores between the 3 groups.
Results: The number of patients in the 3 groups were
366/517/154 (CSA) and 499/849/390 (EPCCS). The
majority had cancer of the digestive organs (CSA: 26%;
EPCCS: 30%). There were no differences in ESAS sum-
scores across the age groups in either cohort. In the CSA
cohort, older patients experienced less nausea (mean 1.0
in 75+ versus mean 1.4 in < 60, p=0.02). In the EPCCS
cohort, older patients experienced less pain (1.8 vs 2.3, p<
0.01) and less anxiety (2.0 vs 2.5, p=0.027), but had worse
appetite (3.3 vs 2.7, p=0.03). KPS scores and self-reported
physical function were significantly lower in the oldest
age groups in both cohorts.

Conclusion: Older patients with advanced cancer report
similar symptom burden as younger patients, despite a
poorer functional status. Nausea, pain, and anxiety seem to
be less intensive in older patients, while appetite is worse.
More research is needed to investigate the relationship
between age, functional status, and tumor burden for
patient reported outcomes, with the hypothesis that tumor
burden and age-independent host factors are more impor-
tant than chronological age.
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Feasibility of Delivering a Model of Short-term
Integrated Palliative and Supportive Care for

the Frail Elderly with Non-cancer Conditions in
Community Settings: A Phase II Randomised Trial
(OPTCare Elderly Study)

Evans, Catherine J'?, Bone, Anna E', Morgan,
Myfanwy3, Mc Crone, Paul?, Gao, Wei', Wright, Juliet’,
Hall, Sue!, Gomes, Barbara!, Lindsay, Fiona?, Bruni,
Carla?, Taherzadeh, Shamim®, Yi, Deokhee!, Maddocks,
Matthew!, Sleeman, Katherine E', Harding, Richard!,
Higginson, Irene J!

'Department of Palliative Care, Policy and Rehabilitation,
King’s College London, London, United Kingdom,

2Sussex Community National Health Service Trust,
Brighton, United Kingdom, *Department of Primary

Care & Public Health Sciences, King’s College London,
London, United Kingdom, “Department of Health Service
and Population Research, King’s College London,
Institute of Psychiatry, London, United Kingdom,
SBrighton and Sussex Medical School, University of
Sussex, Brighton, United Kingdom, ®Northbourne
Medical Centre, West Sussex, United Kingdom

Background: Palliative care (PC) is recommended for
frail older people with non-cancer conditions. Short-term
integrated palliative and supportive care (SIPS) is a pro-
posed model to support frail older people in the commu-
nity at periods of deterioration but its feasibility is
unknown.

Aim: To examine the feasibility of delivering SIPS to frail
older people with advanced illness and non-cancer condi-
tions at home or in a care home.

Methods: A randomised controlled feasibility trial of
SIPS in 2 areas of South England. Patients were identified
as cligible by GPs if aged 75+, CSHA Clinical Frailty
Scale score >4 (range 4-9), non-cancer diagnoses with 2+
unresolved symptoms or concerns. Recruited patients were
randomised to receive either SIPS with usual care or usual
care only. SIPS was delivered by specialist PC teams inte-
grated with GPs and community nurses and involved 1-3
contacts with patients including a holistic comprehensive
PC assessment. Main outcome: 5 key symptoms (breath-
lessness, pain, anxiety, constipation, and fatigue) measured
by Palliative care Outcome Scale at baseline, 6 weeks and
12 weeks (primary end point).

Results: 125 patients were approached by GPs. 50 patients
and 26 carers were recruited, (40% recruitment rate) and
randomised to SIPS (n=24) or usual care (n=26). Mean age
85.6 years, 52% were men and 48% lived at home alone.
Most were moderately frail (mean score 5.64, range 4-7).
Main diagnoses were cardiovascular (38%) and respira-
tory disease (18%), and 8 lacked capacity with advanced
dementia. Preliminary evidence of benefit pertained to
anxiety.

Conclusions: The SIPS model is deliverable by PC teams
working with generalist community and primary care ser-
vices. GPs can identify frail older people with advance
conditions and study design enabled participation. It is fea-
sible to undertake an RCT on PC involving frail older
people in community settings, including adults lacking
capacity often excluded from research.

Funder: NIHR RfPB.
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Effectiveness of an Interdisciplinary Palliative Care
Intervention for Family Caregivers in Lung Cancer
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Background: Family caregivers (FCGs) experience sig-
nificant deteriorations in physical, emotional, social, and
spiritual well-being while caring for lung cancer patients.
This study tested the effectiveness of an interdisciplinary
palliative care intervention for FCGs of patients diagnosed
with stage I-IV non-small cell lung cancer (NSCLC).
Methods: FCGs who were identified by lung cancer patients
as the primary caregiver were enrolled in a prospective,
quasi-experimental study whereby the usual care group was
accrued first followed by the intervention group. FCG and
patient dyads in the intervention group were presented at
interdisciplinary care meetings. FCGs also received four
educational sessions organized in the physical, psychologi-
cal, social, and spiritual domains of QOL. Sessions included
creating self-care plans to support the FCG’s own needs.
Caregiver burden, caregiving skills preparedness, psycho-
logical distress, and FCG QOL were assessed at baseline
and 12 weeks using validated measures.

Results: A total of 366 FCGs were included in the primary
analysis. FCGs were primarily female (>60%) and mean
age was 57.2. FCGs who received the interdisciplinary
palliative care intervention had significantly better scores
for social well-being (5.84 vs. 6.86; p< .001) and lower
psychological distress (4.61 vs. 4.20; p=.010) at 12 weeks
compared to FCGs in the usual care group. FCGs in the
intervention group had significantly less caregiver burden
compared to FCGs in the usual care group (p=.008).
Conclusions: An interdisciplinary approach to palliative
care in lung cancer resulted in statistically significant
improvements in the FCG’s social well-being, psychologi-
cal distress, and less caregiver burden.

Funding: NCI Program Project Grant #1P01CA136396-01 .

Assessment and measurements
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Missing Data in Palliative Care Randomised
Controlled Trials Reduce the Power and Validity of
Trial Results: A Systematic Review and Meta-analyses

Hussain, Jamilla A', White, lan R?, Langan, Dean’,
Johnson, Miriam J¢, Currow, David C°, Torgerson,

David®, Bland, Martin’

"Hull York Medical School, York, United Kingdom,
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Kingdom, Palliative and Supportive Services, Flinders
University, Adelaide, Australia, °York Trials Unit,
University of York, York, United Kingdom, "Health
Sciences, University of York, York, United Kingdom

Background: Missing data (MD) due to death and disease are
expected in palliative care randomised controlled trials
(RCTs). Such MD reduce the power and precision of trial
results, and may introduce bias. This study of palliative care
RCTs aimed to:

(1) quantify the extent of MD,
(i1) assess factors associated with MD,
(iii) determine the risk MD pose to internal validity.

Methods: A systematic review of MD in RCTs of pal-
liative interventions in participants with advanced life-
limiting disease was conducted, and random-effects
meta-analyses and meta-regression were performed.
CENTRAL, Medline and EMBASE (2009-2014) were
searched with no language restrictions. Double screen-
ing, selection and data extraction was conducted.
Findings: 108 RCTs including 15,560 patients were included
(mean age: 64 years, ECOG performance status: 2). The esti-
mate for MD at the primary end-point was 23.1% (95%CI
19.3, 27.4). Once MD was accounted for, 61.6% (45/73) of
RCTs were inadequately powered. Larger MD proportions
were associated with increasing numbers of questions/tests
(odds ratio (OR) 1.31, 95%CI 1.07, 1.54) and longer study
duration (OR 1.13, 95%CI 1.02, 1.26). Meta-analysis found
evidence of differential rates of MD between trial arms,
which varied in direction (OR 1.04 (95%CI 0.90, 1.20), I?
35.0, p=0.001). Despite randomisation MD in the interven-
tion arms (vs. control) were more likely to be attributed to
disease-progression unrelated to the intervention (OR 1.31
(95%CI1 1.02, 1.69)).

Conclusion: The overall proportion of MD is at a level
that poses a significant risk to the validity of trial results
that inform palliative care clinical practice. Trial burden
and duration need consideration when adjusting sample
size calculations for MD. Differential rates and reasons
for MD present a significant risk of bias. In RCTs the
finding of more MD being attributed to disease progres-
sion in the intervention arm indicates there is systematic
misclassification of the reasons for MD.

Abstract number: FC20
Abstract type: Oral
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The Outcome Assessment and Complexity
Collaborative (OACC): Patterns of Phase of Illness in
a Hospital Palliative Care Advisory Service

Davies, Joanna M!, Burman, Rachel?, de Wolf, Susanne!,
Prentice, Wendy?, Dawkins, Marsha!, Edmonds, Polly?,
Daveson, Barb!, Higginson, Irene J!, Murtagh, Fliss E M!

ICicely Saunders Institute, King’s College London,
London, United Kingdom, 2King’s College Hospital,
London, United Kingdom

Background: The Outcome Assessment and Complexity
Collaborative (OACC) is a London initiative working with
six Specialist Palliative Care (SPC) services to support
routine use of patient centred outcome measures. OACC
measures include phase of illness, defined as; stable,
unstable, deteriorating, dying, and deceased. OACC is
seeking to develop training, implementation, and feedback
strategies to help inform future national data collections.
Aim: Compare duration of episode of care, and distribu-
tion/duration of phase of illness for episodes ending in
death with episodes ending in discharge, in a hospital pal-
liative care advisory service.

Methods: Data from one hospital SPC advisory service
was collected at point of care. Differences, between
patients who died receiving SPC and those discharged, in
median length of episode and length of phase, were tested
using Mann-Whitney U. The proportional distribution of
phase of illness was described for the two groups, differ-
ences were tested using Pearson’s y2.

Results: Between Apr-Sep 2015, 806 hospital inpatients
received SPC; 912 episodes of care, and 3,270 phases were
recorded. 274 episodes ended in death, 573 ended in discharge
from SPC. Deaths had more non-malignant disease and were
older (69.0% non-malignant; mean 72.4 years), than those dis-
charged (55.0% non-malignant; mean 62.1 years).

A significantly larger proportion of episodes ending in
death were in the terminal phase at first contact with SPC,
44.5%, compared to 3.8% of those discharged (p< .001).
Those who died spent a significantly shorter median period
in the dying phase, 1 day, compared to those discharged, 3
days (p< .03), which suggests patients have been correctly
classified according to phase of illness.

Conclusions: Point of care data collection is a new initia-
tive for SPC services in the UK. Early results suggest
phase of illness is a useful discriminator between patient
groups in the hospital setting.

Funder: Guy’s and St Thomas Charity/CLAHRC South
London.
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Hospital Mortality Reviews: What Do they Tell us
about the Palliative Care Managment in the Last Days
of Life?

Gleeson, Aoife, Lewis, Heledd

Palliative Medicine, Aneurin Bevan University Health
Board, Newport, United Kingdom

Introduction: The Risk Adjusted Mortality Index has tra-
ditionally been used to compare hospital death rates within
the UK. However, in recent times government agencies &
National Health Service hospitals are increasingly using
mortality reviews to monitor the quality of inpatient care.
While the plan in England is to undertake a total of 2000
hospital death reviews annually, all hospital deaths in
Wales are reviewed. Mortality reviews in Wales are usu-
ally undertaken by senior clinicians from various
specialties.

Aim: To determine what information mortality reviews
provide regarding the palliative care management in hos-
pital deaths in two acute hospitals.

Method: A retrospective review of mortality review data
on deaths in two acute hospitals in South Wales, from
1/4/14 to 31/3/15. Both qualitative and quantitive data was
reviewed.

Results: A total of 553 deaths were reviewed across the
two hospital sites. Most common days of death wasThurs-
day. 65% had a non-malignant diagnosis. 81% had a do not
resuscitate (DNACPR) order in place. In 443 cases (80%),
the death was anticipated - 92% of these had a DNACPR
order in place & 16% were managed using the Integrated
Care Priorities for the Last Days of Life (ICP). Just over
one third of anticipated deaths had been reviewed by the
specialist palliative care (SPC) team. Further analysis of
data from one hospital showed that 69% of patients
reviewed by SPC had adequate EOLC. Of these almost
half were managed using the ICP. Only 14% of patients
where death was anticipated and not reviewed by SPC
were deemed to have adequate EOLC. Interestingly, one
reviewer with little experience in palliative care, did not
consider adequacy of EOLC in any review.

Conclusion: Mortality reviews can provide useful infor-
mation regarding EOLC management. Despite 80% of
deaths being anticipated, less than half were reviewed by
palliative care team. Utility value of the reviews is depen-
dant on the training and specialty of the reveiwers.

Abstract number: FC22
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Assessing Depressive Symptoms in Palliative Care
Inpatients with the Cornell Scale for Depression in
Dementia (CSDD)
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Background: The assessment of depression in the pallia-
tive care setting is often complicated by the overlap of
symptoms between depression and the primary illness, for
example fatigue and weight loss.

Aims:

1. To assess rates of depression in palliative care
inpatients using the Cornell Scale for Depression
in Dementia (CSDD), comparing with formal clin-
ical diagnosis based on Diagnostic and Statistical
Manual of Mental Disorders (DSM-1V) criteria.

2. To identify items of the CSDD that most distin-
guish depressive illness in a palliative care setting.

Methods: We measured rates of depression in patients
admitted into a palliative care inpatient unit with the
CSDD. DSM-IV clinical diagnosis of major depressive
disorder (MDD) was achieved using all available clinical
information by an independent rater. We calculated
Cohen’s Kappa to measure concordance between the
CSDD and DSM-IV diagnosis. Non-normal data (e.g.
individual CSDD items) were compared with Mann-Whit-
ney U tests for group comparisons.

Results: We assessed 101 patients [54.5% male (n=55);
mean age 69.8 + 10.4 years], the majority of which had a
cancer diagnosis (n=95; 94.1%). Over a fifth (22.2%) met
DSM-IV criteria for MDD, while 16.2% scored =6 on the
CSDD with 15 cases of depression common to these two
methods (K =0.74).

A comparison of CSDD item scores for patients with
and without MDD indicated significantly higher frequency
in depressed patients for 10 of the 19 items, with sadness,
lack of reactivity, loss of interest, pessimism and low self-
esteem especially distinguishing (p< 0.001). A five-item
abbreviated version of the CSDD achieved high accuracy
in identifying DSM-IV MDD (AUC=0.90).

Conclusions: There was a high level of concordance
between the CSDD and DSM-IV diagnosis of MDD. Cer-
tain depressive symptoms are more distinguishing of
depression in palliative care inpatients and may facilitate
more accurate assessment of depression in this setting.
Funding: HRB/AIIPC-SRN/2012/1.
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The Association between Phase of Illness and Patient
and Carer Outcomes. Is ‘Time Spent in the Stable
Phase’ a Potential High Level Key Performance
Indicator? The Results of a Prospective Observational
Cohort Study of Consecutive Admissions to a
Specialist Palliative Care Unit in Ireland
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Background: Five phases of patient illness have been iden-
tified: stable, unstable, deteriorating, terminal and bereaved.
Patient ‘time in the unstable phase’ is implemented as a
national benchmark for quality of care in Australia. Research
evaluating the use of phase as a potential Key Performance
Indicator (KPI) of quality of care is needed.

Aims: The aim of this study was to evaluate the associa-
tion between phase of illness and patient and carer
outcomes.

Methods: This was a prospective, observational cohort
study of consecutive admissions (n=400) to a SPCU.
Using the Australian case mix tool (Eager 2003), Phase of
illness and the palliative ‘problem severity score’ (a
numerical score for Pain, Other symptoms, Psychological
and Carer distress) were recorded along with performance
status (Palliative Performance Scale) on admission and
then daily by medical staff. Data was entered into SPSS
and descriptive statistics generated.

Results: 342 patients had full data recorded on admission.
28.6% of patients were recorded as stable , 43% as unstable,
22.2% as deteriorating and 8.7% as being in the terminal
phase. Over the first 72 hours patients in the unstable, dete-
riorating or terminal phase of illness were associated with
higher PSSs (p < 0.001). Stable phase was associated with
significantly higher performance scores than other phases
(Cramer’s V=0.526, p< 0.001). Patients in the unstable, dete-
riorating and terminal phases were significantly more likely
to have higher pain scores (V= 0.180, p < 0.001), higher
‘other symptom’ scores (V= 0.180, p < 0.0010), higher psy-
chological distress scores (V=0.153, p< 0.001) and higher
family and carer distress scores (V=0.140, p< 0.001).
Conclusion: In this study there is a clear association between
phases other than the stable phase and higher levels of patient
and carer distress. With further research and development,
‘time spent in the stable phase’ could be used as a high level
KPI for quality of care in a palliative setting.
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The Needs Assessment Tool for Interstitial Lung
Disease Patients (NAT:PD-ILD): Construct Validity
Process
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Background: People with non-cancer conditions have
unmet palliative care needs. All clinicians need to be able
to identify, manage and refer to specialist palliative care

Table I. NAT:PD-ILD Construct: Preliminary analys.

services (SPC) as needed. People with Interstitial Lung
Disease (ILD), currently have less access to SPC and there
is no needs assessment tool (NAT) designed for clinical
use. We adapted the NAT:PD-cancer for use in ILD and
conducted psychometric testing.

Aim: To test construct validity of NAT:PD-ILD.
Methods: ILD clinicians were trained to use the NAT:PD-
ILD. After a consultation, the clinician completed the
NAT:PD-ILD, patients completed the St. George Respira-
tory Questionnaire (SGRQ-I) and carers completed the
Carer Strain Index (CSI) and Carer Support Needs Assess-
ment Tool (CSNAT).

Patient and carer concern items were compared using

Kendall’s Tau b correlation. We present the preliminary
patient domains analysis.
Results: We recruited 68 people with ILD (male 42 [62%)]
mean age 66.5; SD: 10.2; range 34-87). Average duration of
ILD was 40.3 months (SD: 53.7; range 1-216). Oxygen was
used by 37% and the average MRC dyspnoea score was 3.3
(range 1 to 5). 69.2% patients had a carer; 54% were
spouses. Preliminary analysis showed statistically signifi-
cant agreement between NAT:PD-ILD item rating and
patient self-report for physical function, psycho-social con-
cerns/function, but not for physical symptoms (Table I).

Construct NAT:PD-ILD (Sec.2) items

Comparator SGRQ-I Kendall’s Tau b / p-value*

1. Physical symptoms
2. Physical functioning
3. Psycho-social concerns

Unresolved physical symptoms

Unresolved psychological
symptoms/loss quality of life?

Work, financial or legal concerns?

4. Psycho-social functioning Spiritual or existential concerns

Problems with daily living activities?

Symptoms domain
Activities domain
Impact domain

0.01 (p=0.95)
0.33 (p<0.01)
0.33 (p<0.001)

(issues about the meaning of life and

suffering)
Health beliefs, cultural or social

Impact domain 0.30 (p<0.01)
Impact domain 0.27 (p<0.01)
Impact domain 0.26 (p=0.01)

factors making care delivery complex?

*p<0.05 = statistically significant association between the two variables.

Conclusion: The NAT:PD-ILD has acceptable validity for
several constructs. Analysis is ongoing.

This study was funded by a Marie Curie Cancer Care
Research Grant.

Bereavement and family care givers

Abstract number: FC25
Abstract type: Oral

The Influence of Organisational Context on Staff
Attitudes to the Implementation of a Carer Support
Needs Intervention

Diffin, Janet!, Ewing, Gail’?, Grande, Gunn’

'School of Nursing, Midwifery and Social Work,
University of Manchester, Manchester, United Kingdom,
2Centre for Family Research, University of Cambridge,
Cambridge, United Kingdom

Background: The Carer Support Needs Assessment Tool
(CSNAT) is an evidence based intervention which facili-
tates family carer support towards the end of life, and
requires a change from a practitioner-led to carer-led
assessment process. Enabling factors to implementing evi-
dence-based practice (EBP) include positive staff attitudes
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and organisational context e.g. strong leadership and a cul-
ture facilitative to change. A paucity of studies have
explored how organisational context impacts on staff atti-
tudes towards the new EBP.

Aim: To examine the relationship between organisational
context and staff attitudes to the CSNAT and explore how
attitudes change over time.

Methods: Implementation of the CSNAT was investigated
in 36 UK palliative care services. Survey packs adminis-
tered to staff included: (i) The Alberta Context Tool to
assess context e.g. supportiveness of the culture, satisfac-
tion with staffing, and (ii) a survey to assess staff attitudes
to the CSNAT (administered prior to and six months after
the implementation began). Correlations between ACT
concepts and staff attitudes, and changes in attitudes over
time, were analysed.

Results: 163 surveys from a range of professionals across
31 services were returned. A positive organisational ‘cul-
ture” supportive of staff development and balancing best
practice and productivity, was associated with higher rat-
ings of appropriateness and perceived benefits of using the
CSNAT. Positive ‘social connections’ e.g. opinions being
valued, were associated with higher ratings of acceptabil-
ity, perceived benefits of, and motivation to use the
CSNAT. Attitudes to the implementation of the CSNAT
decreased in positivity over time.

Conclusion: We know that aspects of organisational con-
text are amenable to change. Modifications to such ele-
ments prior to, and during the implementation process,
have the potential to enhance practitioner readiness and
motivation for practice changes.
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Predictors of Complicated Grief in Bereaved Family
Caregivers: A Nation-wide Prospective Cohort Study
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Public Health, Aarhus University, Aarhus, Denmark,
2The Palliative Team, Department of Oncology, Aarhus
University Hospital, Aarhus, Denmark, 3Department of
Oncology, Aarhus University Hospital, Aarhus, Denmark

Objective: Complicated grief in bereaved caregivers has
been associated with factors such as female sex, spousal
relation and previous depression. Population-based, pro-
spective studies are scarce. The aim of this prospective
study was to investigate predictors for complicated grief in
bereaved caregivers.

Methods: All 9,512 eligible adult patients receiving drug
reimbursement for terminal illness in Denmark in 2012 were

mailed a questionnaire and requested to pass it on to their
closest relative. Responding caregivers bereaved within six
months also received a follow-up questionnaire six months
after the loss. Complicated grief was assessed with the PG-13
scale. Based on previous research, the following predictors
were considered: age, gender, relation, educational level,
pre-loss grief (pre-loss version of PG-13), pre-loss depres-
sion (BDI-II), caregiver burden (BSFC), preparedness for
death (single-item question) and communication about ill-
ness and death (CCID). Predictors of complicated grief were
analysed in an adjusted logistic regression model.

Results: Participants comprised 3,635 caregivers at base-
line (response 38%). Of bereaved caregivers (n=2,420),
2,125 (88%) participated and 1,989 caregivers had com-
plete data on complicated grief (PG-13). Spousal relation
(OR=2.04 (95%CI: 1.2-3.6)), low education (OR=2.19
(95%CI: 1.1-4.2)), pre-loss grief (OR=3.76 (95%CI: 2.3-
6.0)) and pre-loss depression (OR=5.91 (95%CI: 3.7-9.6))
were predictors of complicated grief.

Conclusions: In this large-scale, population-based, pro-
spective study, sex and age were, unexpectedly, not predic-
tors of complicated grief. Health professionals should be
aware that spousal relation, low socio-economic position,
pre-loss grief and depression during caregiving may pre-
dict complicated grief. Support for caregivers with psy-
chological distress during caregiving is crucial and may
aid adjustment to bereavement.

Funding: The Danish Cancer Society and Trygfonden.

Abstract number: FC27
Abstract type: Oral

Losing a Parent to Cancer as a Teenager: Associations
between Health-care Interactions and Family
Cohesion

Birgisdottir, Dréfn!, Bylund Grenklo, Tove®34, Nyberg,
Tommy?, Kreicbergs, Ulrika®, Steineck, Gunnar®®, Fiirst,
Carl Johan'

Institute for Palliative Care, Lund University, Lund,
Sweden, ?Division of Clinical Cancer Epidemiology,
Department of Oncology and Pathology, Karolinska
Institute, Stockholm, Sweden, 3Department of Women’s
and Children’s Health, Karolinska Institute, Stockholm,
Sweden, “Department of Health and Caring Sciences,
Linnaeus University, Vdxjo, Sweden, SPalliative Research
Centre, Ersta Skondal University College and Ersta
Hospital, Stockholm, Sweden, ®Department of Oncology,
Sahlgrenska Academy at University of Gothenburg,
Gothenburg, Sweden

Background/aims: Family function, including good cohe-
sion and communication, is a key factor for the wellbeing
of bereaved children and teenagers. Despite that, little is
known about a potential impact of health-care interactions
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on family cohesion among bereaved families, especially
from the perspective of the youths. Our aim was to inves-
tigate whether emotional support from health care and
end-of-life information from a doctor were associated with
self-reported level of family cohesion the first year after
the loss of a parent to cancer.

Methods: In this nationwide population-based study, 622
(73%) youths (aged 19-26) responded to a questionnaire 6-9
years after having lost a parent to cancer during teenage
(ages 13-16). Associations were assessed with univariate
analysis and multivariate logistic regression. Adjustments
were made for a number of possible confounding variables.
Results: The majority (79.5%) of the youth reported that
their family received poor (no/little) emotional support
from the health care professionals caring for their ill par-
ent. This group was more likely to experience report poor
family cohesion the first year after the death of a parent
compared to those reporting good (moderate/much) emo-
tional support (adj. OR:2.8, 95%CI:1.4-5.7). Likewise,
those who were not given information about their parent’s
disease, treatment and forthcoming death by a doctor were
more likely to report poor family cohesion the first year
after the loss compared to those who were informed before
the death (adj. OR:2.2, 95%CI: 1.1-4.6).

Conclusion: Poor emotional support and lack of end-of-
life information from health care professionals to the fam-
ily was associated with poor family cohesion the first year
post-loss, as self-reported by parentally cancer-bereaved
youths. This does not reveal a causal relationship, but war-
rant further studies to see if improving these health care
interactions could strengthen cohesion among bereaved
families with teenage offspring.

Abstract number: FC28
Abstract type: Oral

“Living on a Precipice” - The Experience of Caring
for People Living Longer with High Grade Glioma

Russell, Bethany', Collins, Anna’, Dally, Michael?,
Dowling, Anthony?, Gold, Michelle*, Murphy, Michael’,
Philip, Jennifer!

ICentre for Palliative Care, Melbourne, Australia, 2William
Buckland Radiation Oncology Service, The Alfred
Hospital, Melbourne, Australia, 3Department of Medical
Oncology, St Vincent’s Hospital, Melbourne, Australia,
4Department of Palliative Care, The Alfred Hospital,
Melbourne, Australia, "Department of Neurosurgery, St
Vincent’s Hospital, Melbourne, Australia

Aim: Caregivers of longer-term survivors of high grade
glioma (HGG) face the challenging task of caring for a
person with cognitive changes as well as cancer-related
issues over a prolonged period. This study aims to explore
the experiences of this population.

Method: Caregivers of eligible patients with HGG surviv-
ing greater than two years were recruited from two Austra-
lian metropolitan tertiary hospitals. Caregivers were pur-
posively sampled until data saturation was reached. In-
depth interviews were conducted exploring their experi-
ences, perspectives and needs. Transcripts were subjected
to thematic analysis by three researchers, using methods
informed by grounded theory.

Result: Twelve caregivers were interviewed. Most were
spouses and had been caring for a mean of 10.0 years
(range 2.7-18.4) since the patient’s diagnosis. Caregiv-
ers described a liminal state - that is, grieving the loss of
their former ‘normal’ life, yet unable to either embrace
survivorship status or move into bereavement. They
experienced a changed existence shaped by pervasive
thoughts of tumour recurrence and, ultimately, the death
of the patient. Preoccupation with future grief lead to a
sense of life being on hold, with caregivers unable to
plan ahead and yet resisting living as though the patient
is dying. Caregivers simplified their daily life and some
also began to memorialise their loved one whilst they
remained alive.

Conclusion: This study provides rich insights into the
experiences of caregivers of longer-term survivors of
HGG. These caregivers reported unique and isolating
experiences of liminality which had a profound effect on
their decision-making and wellbeing.

This study was funded by the Victorian state government
via the Victorian Palliative Medicine Training Program.

Abstract number: FC29
Abstract type: Oral

Can we Have a Single Guidance for Bereavement
Care in European Palliative Care Services? Exploring
Common Priorities for Bereavement Care and
Perceptions of Cultural Determinants of Grief

Murphy, Irene!, Keegan, Orla M?, Guldin, Mai-Britf,
Benkel, Inger?, Lacasta Reverte, Maria Antonia’,
Monroe, Barbara®

'Marymount University Hospice, Cork, Ireland,
2Education, Research & Bereavement, Irish Hospice
Foundation, Dublin, Ireland, *Palliative Care, Aarhus
University Hospital, Aarhus, Denmark, *Gothenburg
University Hospital, Gothenburg, Sweden, SHospital
Universitario La Paz, Madrid, Spain, ¢St Christophers
Hospice, London, United Kingdom

Aims: Describe priorities for development of bereavement
care in palliative care Explore perceived cultural unique-
ness influencing the experience of grief Conclude on feasi-
bility of common guidance for European palliative care
bereavement services.

Study population: Palliative care services in Europe.
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Study design and methods: A cross-sectional descriptive
study using online survey methods allowed quantitative
and qualitative analyses. A survey was distributed to 56
national associations in EAPC in 32 countries in Decem-
ber 2013 and January 2014. Responses (n=370) were
received from 25 (78%) countries. Descriptive statistics
were applied & common themes were generated through
coding of open-ended responses.
Results and interpretation:
Responses on priorities for future development of bereave-
ment care were received from n=187 (50%)services in 21
countries.

Three main themes were indicated. Need to

e Improve structures for assessment of need evalua-
tion of service provision

e Expand range of clinical services in response to
bereavement need

e Build or enhance links to community services

Respondents n=179 (48%) described what was unique
about their country with regard to bereavement.

Six common themes were identified by almost all
countries

e Grief as belonging to the private sphere of individ-
ual/family or community

e Importance of rituals & church based supports

e Berecavement care mainly provided by hospice vol-
unteers/palliative care

e Lack of societal openness to speak about death &
dying
Bereavement care lacks guidance and methodology
Cultural diversity within the countries as challenge

Conclusion: The main themes in the responses suggest
that the systematic development of bereavement care is a
shared goal. Characteristic commonalities in the bereave-
ment experience across countries were expressed and cul-
tural uniqueness in grief might be less than believed. These
findings indicate a need for further development of, and
shared recommendations for bereavement care.

Abstract number: FC30
Abstract type: Oral

Characteristics of the Family Caregivers who Did
Not Benefit from a Successful Psycho-educational
Group Intervention during Palliative Cancer Care: A
Prospective Correlational Study

Alvariza, Anette'?, Holm, Maja'3, Arestedt, Kristofer*s,
Carlander, Ida®, Wengstrom, Yvonne®, Ohlen, Joakim'

IPalliative Research Centre, Ersta Skondal University
College, Stockholm, Sweden, 2Capio, Palliative Care

Unit Dalen Hospital, Stockholm, Sweden, 31. Department
of Neurobiology, Care Sciences and Society, Division

of Nursing, Karolinska Institutet, Stockholm, Sweden,
4Linkdping University, Linkoping, Sweden, SLinnaeus
University, Kalmar, Sweden, Karolinska Institutet,
Stockholm, Sweden

Background: A randomised psycho-educational interven-
tion trial, aiming to promote preparedness for caregiving
in family caregivers was delivered at 10 palliative settings
in Sweden by health professionals (physician, registered
nurse and social worker/priest). Although the overall
results of the intervention showed a significant improve-
ment in family caregivers’ feeling of preparedness for
caregiving, the effect size was quite small, indicating a
need to focus on family caregivers who did not benefit
from the intervention.

Aim: To explore the characteristics of the family caregiv-
ers who did not benefit from a successful psycho-educa-
tional group intervention in palliative cancer care com-
pared to those who did.

Methods: Questionnaires were used to collect data at
baseline and following the intervention. The preparedness
for caregiving scale (PCS) was the main outcome for the
study and was used to decide whether or not the family
caregiver had benefited from the intervention (PCS differ-
ence score <0 vs = 1).

Results: 82 family caregivers completed the intervention
and follow up. Caregivers who did not benefit from the
intervention had significantly higher ratings of their pre-
paredness and competence for caregiving and their health
at baseline compared to the group who benefited. They
also experienced lower levels of environmental burden
and a trend towards fewer symptoms of depression.
Conclusions: Family caregivers who did not benefit from
the intervention tended to be less vulnerable at baseline
and might not have been in the same need of the interven-
tion. There is a possible need to target family caregivers in
palliative care who are more likely to benefit from an
intervention. However this needs to be explored further in
research.

Mixed session I: Ethics and psychosocial
care

Abstract number: FC31
Abstract type: Oral

Feeling to Be a Burden to Others and Wishes to Die in
Palliative Care

Ohnsorge, Kathrin!, Rehmann-Sutter, Christoph?,
Streeck, Nina3, Gudat, Heike'

"Hospiz im Park Arlesheim, Arlesheim, Switzerland,
2Institute for the History of Medicine and Science

Downloaded from pmj.sagepub.com at University of Huddersfield on June 27, 2016


http://pmj.sagepub.com/

Abstracts

NP29

Studies, University of Liibeck, Liibeck, Germany,
3University of Ziirich, Institut fiir Biomedizinische Ethik
und Medizingeschichte, Ziirich, Switzerland

Aims: Feelings to be a burden to others are frequently
expressed by palliative care patients and are sometimes
associated with a wish to die. Little is known about what
patients experience when expressing this feeling and how
it relates to wishes to die.

Methods: Two semi-structured interview studies on
wishes to die with palliative cancer patients’ (N=30; 116
interviews) and non-cancer patients’ (N= ca. 30; ca. 150
interviews). Data analysis: Grounded Theory and Interpre-
tive Phenomenological Analysis.

Results: In our study, patients gave different explanations
why they experienced feeling to be a burden. Only some
related it also to wish to die statements.

Patients’ explanations: Patients were concerned to
impose physical hardship, deprivation of sleep, limited
private time or emotional burden on others. Associated
emotions (guilt, shame, self-hate etc.) were related to
moral values that patients felt violated. Patients adopted
strategies to avoid being a burden, such as choosing for
institutionalized care, avoiding burdensome communica-
tion, not calling for help or deciding for or against certain
treatments.

Burden-feelings and wishes to die: For some, the feel-

ing to be a burden was the predominant reason for their
wish to die. Others with a wish to die, instead, worried
that expressing this wish would burden others. Frequently,
patients refrained from executing a wish to hasten death
arguing that they did not want to create suffering for oth-
ers by hastening death. Feelings to be a burden were
deeply connected to personal moral understandings and
self-concepts, but were as well generated in social interac-
tions, through tacit assumptions or verbal and non-verbal
communication.
Conclusions: While feelings to be a burden can lead
patients to state a wish to die, these feelings can also coun-
terbalance a wish to hasten death. In caring for these
patients, it is important to understand which of their or oth-
ers’ moral values patients perceive to be violated.

Abstract number: FC32
Abstract type: Oral

Procedures for Gaining Ethical Approval for
Multi-Centre Research Across Europe: Results of a
Survey of Practices Across Three European Studies
(ACTION, INSUP-C and PACE)

Preston, Nancy J', Hughes, Sean!, Dunleavy, Lesley’,
Hasselaar, Jeroen?, van der Heide, Agnes?, Van den
Block, Lieve?, Groot, Marieke?, Csikos, Agnes’, Payne,
Sheila A

!International Observatory on End of Life Care, Lancaster
University, Lancaster, United Kingdom, 2Radboud UMC,
Nijmegen, Netherlands, *Erasmus MC, Rotterdam,
Netherlands, “Vrije Universiteit (VUB) and Ghent
University, Brussels, Belgium, SUniversity of Pécs, Pécs,
Hungary

Background: Procedures exist to regulate the ethical con-
duct of trials of medicinal products (CTIMPs) to safeguard
participants. Guidance outside of this sphere of research is
less clear. Whilst conducting three European multi centre
studies it was apparent that a range of ethical procedures
existed.

Design and methods:

Aim: To identify ethical and research governance proce-
dures across Europe in relation to non-CTIMP trials.

An online survey was conducted across 11 countries

involving 19 study investigators. We surveyed ethical and
research governance procedures for participants including
patients, family caregivers and health care professionals.
The survey explored the practice of three research pro-
jects; ACTION, Insup-C and PACE. The study designs
were: two cluster trials and one case study.
Results and interpretation: 13/19 investigators from 9
countries responded. There was variation in the level of
ethical approval required. The UK had stringent and
lengthy ethical procedures. In two countries (NL, DK)
ethical approval was not always required for interview
studies with patients. Most used national research ethics
committees but some only required university level
approval. Time to gain full approval ranged from < 1
month to >12 (median 6 months).

Only two countries required data monitoring commit-

tees. Written consent was required for participants in over
half of sites but two did not need any type of consent.
Medical records were accessible for screening in two sites
by researchers without additional approval. GCP training
was required in 50% of cases.
Conclusion: Current variation in ethical and research gover-
nance procedures make planning and obtaining ethics approval
for international research collaborations problematic. Whilst
developments have been made in ethical guidance in trials of
medicinal products, similar guidance is required for other
types of research to prevent unnecessary delays when prepar-
ing protocols and data collection materials.

Abstract number: FC33
Abstract type: Oral

Physicians, Caregivers and Families’ Perceptions
towards Artificial Nutrition and Hydration (ANH) for
People in Permanent Vegetative State (PVS). A Photo-
elicitation Study

Cretin, Elodie'?, Pazart, Lionel!, Aubry, Régis'?
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IClinical Investigation Centre Inserm 1431, Besangon,
France, 2Palliative Care Unit, University Hospital of
Besancon, Besancon, France

Introduction: The survival of people in PVS is often only
correlated with the ANH. In these situations, both health
professionals and families may have to confront questions
regarding the meaning of a life that is prolonged in such
conditions. Some consider that indefinite survival in a
PVS is of no benefit to the patient and that there is no
moral or legal obligation to continue life-sustaining treat-
ment, including ANH. This question sparks fierce ethical
and legal debates in many countries. Therefore, under-
standing the representations that influence decision of
maintaining or withdrawing the ANH is crucial.

Aim: The NUTRIVEGE national study aims to describe
perceptions and attitudes of physicians, caregivers and
families towards ANH for people in PVS.

Method: Situations of 32 people in PVS were explored in
23 dedicated centers across France and 138 photo-elicita-
tion interviews were conducted with professionals and
families. During one-to-one interviews, participants were
asked to choose photos among a original set of photos built
for this study and to talk about them. Verbatim were then
organized with the support of NVIVO software and ana-
lyzed by an interdisciplinary research group according to
qualitative research methodologies.

Results: Our presentation will discuss 4 key results: 1/
Tube-feeding is described as a very disturbing act but isn’t
perceived as unreasonable obstinacy; 2/Over time, ANH is
paradoxically perceived as a natural way to eat, 3/With-
drawing the ANH can't be thought since feeding is per-
ceived as an ethical duty and since 4/feeding crystallizes
the engagement in the relationship when the consciousness
and the communication are lost.

Conclusion: Qualitative research is needed to understand
the reality of concerns of those close to persons in PVS.
This is necessary to help them engage in ethical reflection
without being in search of a normative solution.

Funding: National Clinical Research Public Grant
(PHRC) from the French Ministry of Health.

Abstract number: FC34
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Multi-dimensional Illness Trajectories in People with
Cancer, Organ Failure or Frailty: A Synthesis of 8
Qualitative Longitudinal Studies

Kendall, Marilyn'!, Carduff, Emma’, Lloyd, Anna’,
Kimbell, Barbara', Cavers, Debbie!, Buckingham,
Susan?, Boyd, Kirsty!, Grant, Liz!, Worth, Allison?,
Pinnock, Hilary'?, Sheikh, Aziz"?, Murray, Scott!

Primary Palliative Care Research Group, Centre
for Population Health Sciences, The University of

Edinburgh, Edinburgh, United Kingdom, >Allergy and
Respiratory Research Group, Centre for Population
Health Sciences, The University of Edinburgh,
Edinburgh, United Kingdom

Background: Three typical illness trajectories of physical
decline have been described for patients with progressive
chronic illness: cancer, organ failure, and frail older per-
sons. However palliative care is concerned with more than
the physical.

Aims: To explore if there are typical trajectories of social,
psychological and existential distress in people dying from
cancer, organ failure and frailty, and to gain insights into
how best to provide effective palliative care for people
dying with different conditions.

Methods: We synthesised data from eight longitudinal
interview studies we had conducted to identify patients’
and carers’ holistic needs in the last year of life: three stud-
ies in cancer - lung, glioma and colorectal; three in organ
failure - heart failure, chronic obstructive pulmonary dis-
ease (COPD) and liver failure; one in frailty; and a combi-
nation illness study with participants from South Asia .
Each study had used interviews with patients up to four
times over 12 to 18 months. Participants’ narratives were
synthesised by illness trajectory and the findings were dis-
cussed through dedicated analysis workshops.

Results: The dataset comprised 828 in-depth interviews
with 156 patients, 114 family caregivers and 170 health
professionals. Cancer patients had physical and social
decline in parallel, with psychological and existential dis-
tress occurring around diagnosis, returning home, at recur-
rence and terminally. In organ failure marked psychologi-
cal and social distress occurred at acute exacerbations.
Frail older people had a very gradual physical and social
decline with psychological and existential well-being
often eventually decreasing.

Conclusions: Being aware of these trajectories may help
clinicians plan care to meet their patient’s multidimensional
needs better, and help patients and carers understand and
cope with their situation. New models of palliative care are
necessary for patients with organ failure and frailty.

Abstract number: FC35
Abstract type: Oral

Meaning in Life: Comparison between Palliative
Patients and a Representative Sample of the Swiss
Population

Bernard, Mathieu!, Strasser, Florian?, Gamondi,
Claudia'3, Braunschweig, Giliane!, Forster, Michaela?,
Kaspers-Elekes, Karin*, Walther Veri, Silvia’, Borasio,
Gian Domenico’

IPalliative Care Service, Centre Hospitalier Universitaire
Vaudois, Lausanne, Switzerland, 20Onkologische
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Palliativmedizin, Kantonsspital St.Gallen, St.Gallen,
Switzerland, 3Unita di Cure Palliative, Ospedale
Regionale Bellinzona ¢ Valli, Bellinzona, Switzerland,
4Palliativzentrum, Kantonsspital St.Gallen, St.Gallen,
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Background: The concept of meaning in life (MIL)
became a central one in recent years in the palliative care
domain. The aim of this study was to compare meaning in
life between palliative patients (PP) and a representative
sample of the Swiss population (SP).

Methods: MIL was evaluated in PP with face to face inter-
views and in the SP with a telephonic survey, using the
Schedule for Meaning in Life Evaluation (SMILE). This
instrument allows individuals to choose the life areas
which are relevant for their own MIL. They are asked to
indicate the importance and satisfaction for each domain,
which allows for the calculation of an importance score
(IoW, range 20-100), a satisfaction score (IoS, 0-100) and
overall meaning in life score (IoWS, 0-100).

Results: 1015 individuals of the SP and 206 PP were
evaluated. In both groups, the most mentioned relevant
arcas were “family” (80.1% in SP vs 75.7% in PP,
p=-157) and social relations (43.3% in SP vs 48.1% in
PP, p=.219). The SP listed significantly more frequently
“work” (50.9% vs 24.8%, p=.000), “finances” (9.7% vs
1.9%, p=.000), and “health” (30.6% vs 14.6%, p=.000)
as meaningful areas. PP favoured “spirituality” (32.5%
vs 12.6%, p=.000) and “personal growth” (16.5% vs
7.2%, p=.000). The SP scored significantly higher in
IoWS (87.0 £ 13.5vs 81.9 £ 17.2, p=.000) and in the oS
(86.1 £ 10.3 vs 79.9 £ 17.6, p=.000) and higher in the
IoW (82.9 £ 11.4 vs 80.9 + 14.3, p=.038). P-values were
Bonferroni corrected.

Conclusion: Although PP scored lower in the [oWS and
IoS, the means scores remained high. Compared to the SP,
“spirituality” and “personal growth” were particularly of
importance in PP. These results could be understood as a
form of “hedonic adaptation to positive and negative expe-
riences” or as a manifestation of the “response shift phe-
nomenon”. In clinical practice, the SMILE may represent
a valuable tool to identify critical areas and potential
resources for palliative patients.

Abstract number: FC36
Abstract type: Oral

The Impact of the Social Support Network on
Parental Distress in Pediatric Palliative Care

Lindemann, Daniela!, Wasner, Maria’?, Monika, Fiihrer!

ICoordination Centre for Pediatric Palliative Care,
University Children’s Hospital, Ludwig-Maximilians-
University, Munich, Germany, 2Catholic University of
Applied Sciences, Munich, Germany

Background: Care of children with life-limiting illnesses
at home can be very distressing for parents. However,
practice and literature show that there are differences in
stress levels and coping, which can even lead to mental
illness.

Aim: The aim of our study was to identify relevant net-
work parameters by which parent risk groups can be
identified in order to allow for early psychosocial
interventions.

Method: Study participants were parents who cared for a
child that received Specialized Home Pediatric Palliative
Care for at least two weeks. Parental burden and coping
strategies were measured by the Impact-on-Family Scale
(IOFS) and the Coping Health Inventory for Parents
(CHIP). Quantitative network data were collected using
network maps. Data analysis relied on hierarchical cluster
analyses. Clustering on the basis of the degree of stress and
the ways of coping was correlated with parameters of the
parents’ support networks.

Results: 43 family caregivers were enrolled in the study
from 10/12 to 02/14. Based on the variables fotal stress
(IOFS) and family integration (CHIP), two distinct clus-
ters were identified with regard to the total amount of
stress and the families’ coping strategies. Parents in cluster
1 (n = 24) are significantly more stressed than parents in
cluster 2 (n= 19; p=.01). A comparison of the network
parameters shows that cluster 1 parents feel significantly
less supported by their families (p=.01) in relation to the
overall support they receive and that they name a signifi-
cantly higher number of supporting actors (p=.05).
Conclusion: With the help of cluster analysis particularly
stressed parents can be identified. The network parameters
extent of family support and number of supporting actors
might provide indications for specific psychosocial inter-
ventions. Follow-up studies to verify the risk factors and to
develop and test specific interventions are needed.

End of life care and quality of dying |

Abstract number: FC37
Abstract type: Oral

Cross-setting Anticipatory Prescribing Guidance for
Common Symptoms at the End of Life with Short
Tailored Teaching: Does it Make a Difference?

Scott, Kirsty', Thomas, Micheal’, Sarah, Gear!, Palmer,
Joanne?, Smith, Jo3, Ridley, Saul?, Deborah, Stevens/,
Carey, Angela®, Thomas, Elizabeth?, Campbell, Carolyn’,
Newman, Rachel?, Hart, Angela?, Gibbins, Jane*

ICornwall Hospice Care, Cornwall, United Kingdom,
2Royal Cornwall Hospitals NHS Trust, Truro, United
Kingdom, 3Peninsula Community Health, Truro, United
Kingdom, “Cornwall Hospice Care & Royal Cornwall
Hospital, Cornwall, United Kingdom
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Background: A UK survey of bereaved relatives revealed
nearly a quarter of them felt symptom control (SC) in the
last 2 days of life (in home/hospital) had been poor or fair.!
Following phasing out of the Liverpool Care Pathway
(LCP), there was no clear guidance to facilitate SC. Our
aim was to explore whether the roll out of unified Antici-
patory Prescribing Guidance (APG) with access to 24/7
hospice telephone advice to healthcare professionals
(HCP) with tailored teaching across one region in the UK
would lead to improved SC for the dying.

Methods: APG developed & agreed by each sector; acute &
community hospitals, hospices, nursing homes, General
Practice, dementia units & ambulance services. Pilot of APG
in acute hospital wards & GP practices. APG rolled out with
teaching interventions by specialist palliative care teams
throughout the region, facilitated by an EOL Facilitator &
incorporating attendees’ experience to inform the project,
using quality improvement methodology. Participants asked
to complete an initial questionnaire at time of teaching, & an
electronic questionnaire 12 weeks after teaching to capture
impact of such teaching on care of the dying.

Results: 700 HCP have received teaching to date (on-
going). Of these, 344 initial evaluations have been
analysed;a significant improvement in mean knowledge
scores; 2.75 to 4.23 on a 5-point scale (p< 0.05).After 12
weeks, 57 participants have responded (on-going); 61%
(35) had cared for a patient at EOL since APG teaching.Of
those, 86% (30) used APG to support decision making at
EOL, & 90% perceived APG led to improved SC for the
patient who they cared for.

Conclusion: Roll out of unified APG across care settings
with short tailored teaching interventions, backed up with
24/7 hospice advice has led to improved knowledge and
confidence in EOL SC & prescribing for HCP, resulting in
perceived improvement in SC for the dying.

References

1. Department of Health. National survey of bereaved
(VOICES). 2013
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Admissions to Hospital, Nursing Home and Hospice
in the Last Year of Life of Community-dwelling Older
People in 16 European Countries

Overbeek, Anouk!, Van den Block, Lieve’, Korfage, Ida’,
Penders, Yolanda?, Van der Heide, Agnes', Rietjens,
Judith!

Public Health, Erasmus MC, Rotterdam, Netherlands,
2Vrije Universiteit Brussel (VUB), Brussel, Belgium

Background: Many older people prefer receiving care at
home while avoiding admissions to hospitals and other

healthcare institutions. From a policy perspective such
admissions tend to be discouraged because of their high
costs. We aim to describe admissions to healthcare institu-
tions in the last year of life of community-dwelling older
people in 16 countries in Europe.
Methods: Proxy respondents of 5092 deceased people
participated in a computer-assisted structured interview
within the context of the Study of Health, Aging and
Retirement in Europe (SHARE). In this study, admissions
to institutions refer to either hospital, nursing home or hos-
pice admissions.
Results: The proportion of people with any admission in
the last year of life ranged from 54% (France) to 76%
(Austria, Israel, Slovenia). Most of these admissions con-
cerned hospital admissions. For people with hospital
admissions only (47% of those with admissions to an insti-
tution in France - 97% in Greece), the duration of the total
time spent in hospital varied considerably, with more than
half of older people from Austria, Belgium, Switzerland,
Czech republic and Germany spending more than one
month of their last year of life in hospital. Multivariable
analyses showed that hospital admissions were more likely
for persons aged 50-65 (compared to 80+), males, lower
educated people, those who were ill for more than 6
months and those who needed help with activities of daily
living.
Conclusion: In the studied countries, admissions to health-
care institutions of older people in their last year of life are
rather common, especially to a hospital. Differences
between the countries in the proportion of people who are
admitted in their last year of life and the length of their
admission may be explained by different policies and
rationales for admission.

SHARE is funded by the European Commission, the
US National Institute on Aging and national sources.

Abstract number: FC39
Abstract type: Oral

Level of Comfort Improves after the Administration
of Continuous Palliative Sedation: A Prospective
Multicenter Study

van Deijck, Rogier!, Hasselaar, Jeroen?, Verhagen,
Stans?, Vissers, Kris?, Koopmans, Raymond?

1Zorggroep Regio Venlo, Venlo, Netherlands, 2Radboud
University Medical Center, Nijmegen, Netherlands

Introduction: There is currently no clear standard for the
monitoring of (dis)comfort during the administration of
continuous palliative sedation (CPS). Therefore, little is
known about the course of discomfort in patients receiving
CPS, and accordingly the efficacy of CPS. This prospec-
tive study aims provide more insight into patient (dis)com-
fort during CPS.
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Methods: A prospective observational multicenter study
was performed in six Dutch hospices and three nursing
home-based palliative care units, from March 2011 until
December 2012. The Discomfort Scale-Dementia of
Alzheimer Type (DS-DAT) was used for the monitoring of
the level of discomfort during CPS by a trained indepen-
dent nurse, twice a day (0=no discomfort; 27=max. dis-
comfort). The measurements of the DS-DAT were grouped
into four time frames based on clinical relevance: before
sedation; first 8 hours (titration); in between group; last 8
hours (final phase). Mean group scores with 95% CI were
calculated for each group using a mixed model controlled
for age, gender, the diagnosis malignant neoplasms,
chronic lower respiratory diseases, and the symptoms
pain, dyspnea, delirium, anxiety, exhaustion and existen-
tial distress. Between group differences were tested with
t-testing. Ethical approvement was received.

Results: 130 sedated patients were included in the study.
In 106 patients the DS-DAT was completed at least one
time. Group mean scores were: before sedation phase
(12.2; 9.8-14.5); titration phase (8.1; 5.5-10.6), in-between
phase (7.8; 5.5-10.2), final phase (7.4; 4.9-9.9). A signifi-
cant reduction of discomfort compared to the phase before
sedation was found for all three following phases of CPS
(p<.001).

Conclusion: The level of discomfort decreased after the
administration of CPS. Although the DS-DAT appeared to
be of added value for monitoring discomfort, further
research on the implementation and the use of this scale in
CPS patients is recommended.

Abstract number: FC40
Abstract type: Oral

Visual Techniques to Engage Patients, Family and
Staff in Discussions about Improving the Care
Environment at the End-of-Life

Goliath, Ida', Kjellgren, Helena'?, Lindgvist, Olav'3,
Hajdarevic, Senada®, Hajradinovic, Yvonne?, Kleijberg,
Max!, Macarow, Keely’, Macdonald, Alastair®,
Rasmussen, Birgit’, Robert, Glenn?, Strom, Lars®,
Westerlund, Bo!°, Tishelman, Carol!!!

ILearning, Informatics, Managaement, Etics, MMC,
Karolinska Institutet, Stockholm, Sweden, 2Palliative
Research Centre, Ersta Skondal University College,
Stockholm, Sweden, *Department of Nursing, Umea
University, Umea, Sweden, Vrinnevi Hospital,
Palliative Education & Research Centre, Vrinnevi,
Sweden, School of Art, RMIT University, Melbourne,
Australia, °Glasgow School of Art, Glasgow, United
Kingdom, 7Institute for Palliative Care, Lunds University
and Region Skéne, Lund, Sweden, 8King’s College,
London, London, United Kingdom, °St Gérans Hospital,
Stockholm, Sweden, '°University College of Art, Craft

and Design, Stockholm, Sweden, 'Innovation Centre,
Karolinska University Hospital, Stockholm, Sweden

Care facilities are generally designed for medical/technical
functionality rather than the experiences of those who
spend time in the facilities. In this transdisciplinary proj-
ect, part of the D6Bra research program, we aim to engage
patients, family and staff in joint discussions about their
experiences of EoL care environments, as part of a change
process. In this presentation, we focus on the feasibility of
different visual techniques (VTs) to stimulate discussion.
We used a combination of two separate VTs, photo-elicita-
tion and film. Participants were recruited from acute care
hospitals, specialized palliative care (PC) inpatient and
home care, and residential elderly care homes in Sweden.
Patients/residents (n=23), family (n=33), and staff (n=11)
took photographs they felt depicted meaningful aspects of
their EoL care/work environment and reflected on them in
an interview. Inductive thematic analysis of the database
of 138 photographs with interviews was used to create
three 6-7 minute “trigger films” on topics salient in the
data. The films focused on Space/Place, Relationships and
Movement, respectively, and were used to stimulate reflec-
tion in a modified Experience-based Co-design process.
The photo-elicitation process was said to be engaging and
positive by most participants, although there were some
difficulties recruiting family members. The trigger films
were shown in two workshops. These were facilitated by
design and PC researchers, with patients, family and staff
from at a specialized PC unit with inpatient and homecare
participating together to share experiences and suggest
improvements to the EOL environment. The films success-
fully stimulated sharing of experiences and provided a
clear agenda for discussions. In this presentation we show
an excerpt of a film to illustrate pros and cons of these
VTs. We found that they enabled interactive discussions on
complex phenomena within EOL care, and have helped to
facilitate ongoing improvement processes.

Abstract number: FC41
Abstract type: Oral

Effectiveness of Home-based Palliative Care

Burns, Jacob!, Polus, Stephanie!, Brereton, Louise?,
Pfadenhauer, Lisa!, Chilcott, James?, Ward, Susan?,
Rehfuess, Eva'

nstitute for Medical Informatics, Biometry and
Epidemiology, University of Munich, Munich, Germany,
2School of Health and Related Research, University of
Sheffield, Sheffield, United Kingdom

Research aims: As part of the INTEGRATE-HTA project,
we updated the Cochrane systematic review by Gomes
et al. (2013). This review assessed the effectiveness of
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home-based palliative care services in adults and their
caregivers across a range outcomes.
Study design and methods: Using the strategy employed
by Gomes et al (2013), we updated their searches for six
databases through November 2014. We included random-
ized and clinical controlled trials, as well as high quality
controlled before-after and interrupted time series studies.
Screening, data extraction and quality appraisal were per-
formed in duplicate. We created harvest plots, which allow
for the visual assessment of effectiveness where statistical
pooling of results may not be appropriate. We then per-
formed a gap-analysis to review major findings and iden-
tify gaps in the evidence. These were discussed with pal-
liative care professionals (n=4), to explore the evidence
further, and to potentially gain new information based on
their experiences.
Results and interpretation: In addition to 19 studies
included originally, we identified 10 studies. Patient out-
comes (pain, symptom control, quality of life, psychologi-
cal health, death at home, hospitalization, response, satis-
faction with care) and lay caregiver outcomes (quality of
life, psychological health, satisfaction with care, and cop-
ing/mastery) showed largely a mix of no effect and posi-
tive effects for the intervention. Gap analysis and expert
consultations complemented evidence from the primary
studies. These suggested that in considering our results
and interpretations, several issues should be considered,
e.g. the heterogeneous nature of usual care, which is indi-
vidually tailored for patients and informal caregivers based
on illness trajectory and diagnosis, the outcomes chosen in
the primary studies, and the difficulties in conducting
experimental research for such interventions.

Co-funded by the European Union (FP7-Health-2012-
Innovation, grant agreement 306141)

Abstract number: FC42
Abstract type: Oral

Valuing Friends’ and Family Support for End of Life
Cancer Care: A National Study of the Economic Costs
of Informal Care-giving

Rowland, Christine’, Hanratty, Barbara?, van den Berg,
Bernard?, Jacob, lan?, Pilling, Mark!, Grande, Gunn’

ISchool of Nursing, Midwifery and Social Work,
University of Manchester, Manchester, United Kingdom,
Institute of Health and Society / Newcastle University
Institute for Ageing, Newcastle University, Newcastle,
United Kingdom, 3Faculty of Economics and Business,
University of Groningen, Groningen, Netherlands,
4Manchester Centre for Health Economics, University of
Manchester, Manchester, United Kingdom

Background: Family carers provide vital support for can-
cer patients at the end-of-life (EoL) often enabling them to

die at home. The economic value of this care is probably
substantial but is poorly understood as carers’ time and
out-of-pocket costs are rarely included in evaluations.
Without knowledge of the economic impact of family care
it may not be recognised by service providers and policy
makers. This study aims to provide population-level infor-
mation on the scale of cancer related care-giving and its
economic contribution to EoL care.

Method: A cross-sectional survey was conducted. The UK
Office for National Statistics (ONS) sent 5,217 surveys to
those who registered a cancer death in early May 2015
(~4.5 months bereaved). Non-responders received remind-
ers at 4 and 8 weeks. Questions focused on 3 months
before death and included: demographics, details of ill-
ness, time spent on care tasks, out-of-pocket expenses, and
carer well-being (EQ-5D-5L (retrospective recall and pres-
ent day) and GHQ12 (retrospective)). ONS supplied: ICD
cancer classification, date of death/registration, index of
multiple deprivation and date of birth and sex of deceased.
Results: To date we have received >1,000 completed sur-
veys and aim for n=2,000 completed surveys by December
2015. We will present data which

i) describe the carer population and care tasks
undertaken,

ii) estimate the of costs of care-giving for society includ-
ing: cost to replace carers, opportunity costs for car-
ers’ time, and loss of tax revenue/productivity, and

iii) identify factors influencing hours of care, costs and
carer well-being, to distinguish carers who need
most support.

Conclusion: To our knowledge this is the first UK popula-
tion-level study of the costs of EoL care-giving. As deliv-
ery of EoL services move further into the community these
data are needed to facilitate planning and investment,
ensuring economic evaluations include family care
contributions.

Pain
Abstract number: FC43
Abstract type: Oral

Are Strong Opioids Equally Effective and Safe in the
Treatment of Chronic Cancer Pain? Results from
CERP Study

Roberto, Anna, Galli, Francesca, Floriani, Irene, Corli,
Oscar

IRCCS-Istituto di Ricerche Farmacologiche Mario Negri,
Milan, Italy

Research aims: This study was designed to compare the
analgesic efficacy, changes of therapy and safety profile of
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four strong opioids, morphine (active comparator),
buprenorphine, fentanyl and oxycodone, used for the treat-
ment of cancer pain.

Study population: Oncological patients with moderate to
severe pain requiring WHO step 111 opioids.

Study design and methods: In this four-arm multicenter,
randomized, longitudinal (28 days follow-up), compara-
tive, of superiority, phase IV trial, patients were randomly
assigned to receive one of the opioids. The primary effi-
cacy endpoint was the proportion of patients with a wors-
ened or unchanged average pain intensity (Non-Respond-
ers). The secondary main endpoints included the opioids
daily dose escalation over time, (measured by Opioid
Escalation Index (OEI%) >5%) and the proportion of

patients requiring a switches to other opioids during the
follow-up.

Method of statistical analysis: The analyses of efficacy
were done on patients included in the intention-to-treat
(ITT) population with at least one pain evaluation after
baseline. Patients who started opioid were included in the
safety analysis. The chi-squared test was used to assess
differences between oxycodone, buprenorphine or fen-
tanyl compared to morphine.

Results: 520 patients were randomized and 515 were eval-
uable for analysis. Primary and the main secondary end-
points results are reported in the table. Adverse drug reac-
tions were similar except for effects on the nervous sys-
tem, which significantly prevailed with morphine.

Morphine Oxycodone p* Buprenorphine p* Fentanyl p*
Number of patients 122 125 127 124
Non-responders (%) 11.5 14.4 0.494 11.0 0.910 8.9 0.499
OEI>5% (%) 10.7 19.2 0.060 14.2 0.401 36.3 <0.0001
Switches (%) 22.1 12.0 0.034 16.5 0.0263 12.9 0.057

*Chi-square p-value for comparison morphine vs. other opioids.
[Primary and main secondary endpoints results]

Conclusion: Strong opioids seem to achieve similar anal-
gesic effects, notable differences in therapy schedule over
time and different profiles of safety. The proportion of
poor responder patients is considerably high.
NCT01809106

Abstract number: FC44
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From “Breakthrough” to “Episodic” Cancer Pain? An
EAPC RN Expert Delphi Survey towards a Common
Terminology and Classification of Transient Cancer
Pain Exacerbations

Lohre, Erik Torbjorn!, Klepstad, Pal’, Bennett, Mike’,
Mercadante, Sebastiano?, Sjogren, Per’, Fainsinger,
Robin®, Caraceni, Augusto’, Brunelli, Cinzia’, Kaasa,
Stein!

'European Palliative Care Research Centre (PRC),
Department of Cancer Research and Molecular Medicine,
Norwegian University of Science and Technology
(NTNU), Trondheim, Norway, 2Department of
Circulation and Medical Imaging, Norwegian University
of Science and Technology (NTNU), Trondheim,
Norway, *University of Leeds, Leeds, United Kingdom,
4Pain Relief and Supportive Care Unit, La Maddalena
Cancer Center, Palermo, Italy, SDepartment of Clinical
Medicine, University of Copenhagen, Copenhagen,
Denmark, ®Division of Palliative Care Medicine
Department of Oncology, University of Alberta,

Edmonton, Canada, "Palliative Care, Pain Therapy
and Rehabilitation Unit, Fondazione IRCCS Istituto
Nazionale dei Tumori, Milano, Italy

Background: Cancer pain can appear with intermittent
spikes of higher intensity regardless of background pain.
Breakthrough cancer pain (BTcP) is the most common
term for the transient exacerbations of pain, but the ability
of the current nomenclature to capture pain variations and
give guidance on treatment is questionable.

Aims: To reach international consensus on definitions, ter-
minology, and sub classification of transient cancer pain
exacerbations.

Methods: The most frequent authors on BTcP literature
were identified by a PubMed search using the same strat-
egy as in a recent systematic BTcP review. The authors
were invited to participate in a two-round Delphi survey.
Topics with a low degree of consensus on BTcP classifica-
tion identified in the systematic literature review were
refined into twenty statements. The study participants
rated their degree of agreement with the statements on a
numeric rating scale (NRS 0-10). Consensus was defined
as a median NRS score of seven or more and an inter-quar-
tile range of three or less.

Results: Fifty-two authors had published three or more
papers on BTcP over the past ten years. After two reminders,
27 respondents provided complete answers in the first round
and 24 in the second round. Consensus was reached for 13
of 20 statements. Transient cancer pain exacerbations can
occur both without background pain, when background pain
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is controlled or uncontrolled, and regardless of opioid treat-
ment. There exist transient cancer pain exacerbations other
than BTcP, and the phenomenon could be named “episodic
pain”. A sub classification according to pathophysiology is
important with respect to guidance on treatment. Finally,
patient reported pain treatment satisfaction is an important
outcome measure when assessing both background pain and
episodic pain.

Conclusions: This expert Delphi process resulted in agree-
ment on several hitherto unclear issues related to defini-
tions, terminology, and sub classification of episodic pain.

Abstract number: FC45
Abstract type: Oral

Effectiveness and Tolerability of Buprenorphine for
Cancer Pain - A Cochrane Review

Taubert, Mark!, Schmidt-Hansen, Mia?, Bronham,
Nathan?, Hilgart, Jennifer S°, Arnold, Stephanie?

IPalliative Medicine, Velindre NHS Trust, Cardiff,
United Kingdom, 2National Collaborating Centre for
Cancer, Cardiff, United Kingdom, 3Welsh Institute for
Health and Social Care, University of South Wales,
Pontypridd, United Kingdom

Objectives: To assess how effective and tolerable
Buprenorphine is in the treatment of cancer pain
Methods: We searched CENTRAL, MEDLINE, ISI Web
of Science, EMBASE, ClinicalTrials.gov, ISI BIOSIS,
metaRegister of controlled Trials, WHO International
Clinical Trials Registry Platform and the Proceedings of
the Congress of the European Federation of International
Assc. for the Study of Pain to early 2015

Results: 19 randomised controlled trials comparing buprenor-
phine with placebo, buprenorpohine or another active drug
for cancer pain were included. The trials included 1421
patients and looked at 16 different intervention comparisons.
11 studies compared buprenorphine to another drug. Of these,
five, three and three studies, respectively, found Buprenor-
phine to be superior, no different or inferior to the alternative
treatment in side effect profile or patient acceptability. One
study identified faster onset of pain relief after sublingual
adminstation when compared to the subdermal route, with
similar analgesic duration and adverse event rate. Two studies
found transdermal buprenorphine superior to placebo,
whereas a third study found no difference between placebo
and different doses of transdermal buprenorphine. No clear
dose-response relationship was found for transdermal
buprenorphine. Quality of evidence was limited by small
sample sizes, under-reporting and attrition.

Conclusions: Buprenorphine can be considered as a fourth-
line option compared to more conventional cancer pain
therapies like morphine, oxycodone and fentanyl. Even
then, it is only suitable and effective for some patients.

Abstract number: FC46
Abstract type: Oral

Evidence of the Analgesic Role of Bisphosphonates
and Denosumab in the Treatment of Pain due to Bone
Metastases: A Systematic Review within the EAPC
Guidelines Project

Porta-Sales, Josep'?, Garzén-Rodriguez, Cristina®,
Llorens-Torromé, Silvia’, Brunelli, Cinzia?, Pigni,
Alessandra?, Caraceni, Augusto*’

IPalliative Care service, Institut Catala d’Oncologia,
L’Hospitalet de Llobregat, Spain, 2Medicine School,
Universitat Internacional de Catalunya, St. Cugat del
Valles- Barcelona, Spain, 3Palliative Care Service,
Institut Catala d’Oncologia, L’Hospitalet de Llobregat-
Barcelona, Spain, “Palliative Care, Pain Therapy

and Rehabilitation Unit, Fondazione IRCCS, Istituto
Nazionale di Tumori, Milano, Italy, SDepartment of
Cancer Research and Molecular Biology, European
Palliative Care Research Center, Norwegian University of
Science and Technology, Trondheim, Norway

Background: Bisphosphonates (BP) and denosumab are
well-established therapies for reducing skeletal related
events in patients with bone metastasis; in contrast, evi-
dence for the analgesic use of these medications to allevi-
ate bone pain is scant.

Aim: To identify, critically appraise, and synthesise the
existing evidence regarding the effectiveness and safety of
BP and denosumab to alleviate pain associated with bone
metastases in adult cancer patients and to determine the
most appropriate treatment schedule.

Design: Standard systematic review and narrative
synthesis.

Data sources: MEDLINE, EMBASE, and the Cochrane
Central Register of Controlled Trials databases. These
databases were searched for relevant articles published
from the database set up until January 31, 2014. Inclusion
criteria were as follows: 1) study conducted in adult
patients; randomized controlled trial design or meta-analy-
sis of reported data with information on pain efficacy and/
or side-effects of BP/denosumab versus placebo/other BP;
written in English.

Results: Search strategy identified 1,585 papers of which
43 met the inclusion criteria. These 43 studies enrolled a
total of 8,595 patients in BP trials and 7,590 for deno-
sumab. Twenty two (79%) of the 28 placebo-controlled tri-
als, carried out on 7,168 patients, failed to find any analge-
sic benefit for BP. In the remaining six studies pain reduc-
tion was statistically significant after =2 weeks. In deno-
sumab trials time-to-bone event was used as an indirect
pain assessment outcome.

Conclusions: Evidence to support an analgesic role for BP
and denosumab is weak. Most of the trials in this review
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show that although these medications can delay pain onset,
they do not produce an analgesic effect per se. The optimal
treatment dose and duration of these drugs remain unclear.

Abstract number: FC47
Abstract type: Oral

“A Tool Doesn’t Add Anything” Physicians’
Perceptions and Use of Pain Assessment Tools with
People with Advanced Dementia Approaching the End
of Life

De Witt Jansen, Bannin!, Brazil, Kevin?, Passmore,
Peter’, Buchanan, Hilary*, Maxwell, Doreen’,
Mcllfatrick, Sonja® Morgan, Sharon’, Watson, Max?,
Parsons, Carole!

ISchool of Pharmacy, Queen’s University Belfast,
Belfast, United Kingdom, 2School of Nursing and
Midwifery, Queen’s University Belfast, Belfast, United
Kingdom, 3Centre for Public Health, School of Medicine,
Dentistry and Biomedical Sciences, Queen’s University
Belfast, Belfast, United Kingdom, Private Carer for a
Relative, Belfast, United Kingdom, SKerrsland Surgery,
Belfast, United Kingdom, ‘Institute of Nursing and
Health Research, Ulster University, Belfast, United
Kingdom, "Marie Curie Hospice Belfast, Belfast, United
Kingdom, $Northern Ireland Hospice, Belfast, United
Kingdom

Background: People dying with advanced dementia are
often unable to effectively self-report pain and are at risk
of under-assessment which may hinder pain diagnosis and
management. Pain assessment tools for use in advanced
dementia are available but their use by physicians with
dying patients has not been explored.

Aims: To explore hospice, secondary and primary care
physicians’ use of pain assessment tools with patients
dying with advanced dementia.

Methods: Twenty-three, semi-structured, face-to-face
physician interviews were conducted and transcribed ver-
batim. Thematic analysis was applied to identify core
themes across healthcare settings. Three researchers veri-
fied final themes.

Results: Four key themes emerged: non-use of pain
assessment tools; perceived limitations of tools; clinical
outcomes of use and improving pain assessment. Physi-
cians did not routinely use pain assessment tools with
patients dying with advanced dementia. Information from
physical examination, physiological parameters and
patient observation in addition to collateral patient history
from families and nursing staff were perceived to provide
a more reliable and holistic approach to assessment and
management. Scoring subjectivity, proxy-reporting and
overreliance on nonverbal and behavioural cues were limi-
tations associated with pain tools. Physicians perceived the

clinical outcome of pain tool use to be quicker identifica-
tion and reporting of pain by nurses. Most physicians
believed pain assessment could be improved via better
integration of secondary, hospice and primary care ser-
vices in addition to ongoing medical education and
mentoring.

Conclusion: Physicians preferred clinical investigation
and collateral patient history from family and other health
professionals to assess pain and guide management. These
findings have important implications for medical educa-
tion, practice and health policy.

Funding: HSC Research and Development Division, Pub-
lic Health Agency, Northern Ireland.
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Factors Related to Non-adherence to Strong Opioids
Analgesics in a Population of Advanced Cancer
Patients with Pain

Canal-Sotelo, Jaume', Lopez-Ribes, Jesus?, Gasol-Cudos,
Ariadna’, Barallat Gimeno, Eva?, Arraras-Torrelles,
Nuria?, Gonzalez-Rubio, Ramona?

TUFISS-CP HUAV-GSS, Lleida, Spain, 2Home Care
Team, GSS, Hospital Universitari Santa Maria, Lleida,
Spain, 3Medical Oncology, Hospital Universitari Arnau
de Vilanova, Lleida, Spain, “Nursing Department,
University of Lleida, Lleida, Spain

Background/aims: Medication adherence to strong opi-
oids in an advanced cancer population is poorly under-
stood. The use of the 4-item Morisky Medication Adher-
ence Scale (4-MMAD) can help clinicians to identify those
patients that are non-adherents to analgesic regimes.

The aim of this study is to determine the prevalence and
the factors associated with the non-adherence to strong
opioids is a population of advanced cancer patients with
pain and to know the associated factors.

Methods: A pilot study on 89 patients showed a preva-
lence of 47%. A further study with a sample of 219 con-
secutive advanced cancer patients (level of confidence
90%; accuracy 5% and 15% expected loss ratio) was
designed. Univariate and multivariate statistical analysis
was applied. Statistical significance was accepted for p <
0.05. SPSS v20 was used.

Results: Median age was 70 years (27-98) and 67% were
men. Global rate of medication non-adherence was 51%;
of them 75% was intentional and 25% unintentional. In the
univariate analysis factors such as living alone (p=0.008),
self-administration of medication (p=0.038), higher cogni-
tive impairment (assessed with the Pfeiffer test) score
(p=0.035) were correlated with analgesic regime non-
adherence. The use of Fast Onset Opioids (FOOs)
(p=0.029) was related to fail question A (forgetting to take
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medication); age (p=0.038) was associated with failing
question B (taking medication at the time indicated); age
(p=0.014) and higher doses of ROOs (p=0.003) were
related to mistake question C (they stop taking medication
if they feel well); patients attended at the OPC (p=0.015)
failed to question D (if they don’t feel well, don’t take
medication). In the multivariate analysis only cognitive
impairment (p=0.034) and living alone (p=0.038) were
associated with non-adherence.

Conclusion: A great level of non-adherence was found.
Factors related to cognitive impairment and social issues
are associated with non-adherence.

Mixed session Il: Epidemiology and
palliative care organisation

Abstract number: FC49
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Ranking of Palliative Care Development in the
Countries of the European Union

Woitha, Kathrin!, Garralda Domezain, Eduardo’?,
Martin-Moreno, José Maria®, Clark, David?, Centeno
Carlos'?

Institute for Culture and Society, University of Navarra,
Pamplona, Spain, 2IdisNA, Pamplona, Spain, 3Faculty
of Medicine and Odontology, University of Valencia,
Valencia, Spain, “End of Life Studies Group, University
of Glasgow, Dumfrees, United Kingdom

Background: There is growing interest in monitoring pal-
liative care development internationally. One aspect of this
is the ranking of such development for comparative
purposes.

Aims: To generate a ranking classification and to compare
scores for palliative care development in the countries of
the European Union, 2007 and 2013. Palliative care ‘devel-
opment’ in this study is understood as a combination of the
existence of relevant services in a country (‘resources’)
plus the capacity to develop further resources in the future
(vitality).

Methods: ‘Resources’ comprise indicators of three types
of palliative care services per population (inpatient pallia-
tive care units and inpatient hospices (IPCU), hospital sup-
port teams (HST) and home care teams (HCT)). “Vitality’
of palliative care is estimated by numerical scores for the
existence of a national association, a directory of services,
physician accreditation, attendances at a key European
conference and volume of publications on palliative care
development. The leading country (by raw score) is then
considered as the reference point against which all other
countries are measured. Different weightings are applied
to ‘resources’ (75%) and ‘vitality’ (25%). From this an
overall ranking is constructed.

Results: The UK achieved the highest level of develop-
ment (86% of the maximum possible score), followed by
Belgium and The Netherlands (81%), and Sweden (80%).
In the domain ‘resources’, Luxembourg, the UK and Bel-
gium were leading. The top countries in ‘vitality’ were
Germany and the UK. In comparison to 2007, The Nether-
lands, Malta and Portugal showed the biggest improve-
ments, whereas the positions of Spain, France and Greece
deteriorated.

Conclusion: The ranking method permitted a comparison
of palliative care development between countries and
shows changes over time. Recommendations for improv-
ing the ranking include improvements to the methodology
and greater explanation of the levels and changes it reveals.

Abstract number: FC50
Abstract type: Oral

Place of Death of Children with Complex Chronic
Conditions. A Cross-national Population-level Study
in Eleven Countries

Hdkanson, Cecilia'?, Ohlén, Joakim!3, Kreicbergs,
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Unit, Cancer Prevention and Research Institute-ISPO,
Florence, Italy, Department of General Internal
Medicine, University of Texas, MD Anderson Cancer
Center, Houston, United States, °Gallagher Family
Hospice, Hamilton, New Zealand, ''Dongduk Women’s
University, Seoul, Korea, Republic of, 2Regional
Ministry of Equality, Health and Social Policies, Seville,
Andalusia, Spain, 13Cambia Palliative Care Center of
Excellence, Division of Geriatric Medicine, University of
Washington, Seattle, United States, '“End-of-Life Care
Research Group, Vrije Universiteit (VUB) and Ghent
University, Brussels, Belgium

Study objectives: The objectives of this cross-national
population-level study were to examine where children
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with Complex Chronic Conditions (CCC) die, and to
investigate associations between place of death and sex,
cause of death and country.

Methods: The study used death certificate data from 2008
of all deceased children 1-17 years (n=40,624) in 11 Euro-
pean and non-European countries. Data were explored and
multivariable logistic regression performed to determine
associations between place of death and other factors.
Results: Between 24.4% (USA) and 75.3% (Spain, Anda-
lusia) of children 1-17 years died of CCC. Of these between
6.7% (South Korea) and 42.4% (New Zealand) died at
home. Among the children who died from neuromuscular
diseases, 12.7% (South Korea) to 48.3% (Mexico) died at
home. In deaths caused by malignancies, home deaths
ranged from 1.8% (South Korea) to 60.8% (Belgium).
Deaths from cardiovascular diseases and other CCC
occurred less often at home. Multivariable logistic regres-
sion showed variations in associations between place of
death and cause of death, and between place of death and
country. Compared to Belgium children, those in Mexico
and New Zealand (OR= 2.18, 95% CI= 1.41-3.59) were
more likely to die at home, whereas children in South
Korea (OR= 0.27, 95% CI: 0.18-0.40), Spain (OR=0.45,
95% CI:0.26-0.78) and France (OR=0.52, 95% CI: 0.37-
0.73) were significantly less likely to die at home.
Conclusion: This study shows large cross-national varia-
tions in place of death. These variations may relate to paedi-
atric palliative care accessibility, financial and health infra-
structural inequities, healthcare policies, and differences in
cultural values related to place of death in the study coun-
tries. These factors however, need to be investigated in
future research. Regardless, the patterns in place of death for
children with CCC can inform the development of paediat-
ric palliative care programs internationally.

Funding: Research Foundation Flanders.
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How to Better Visualise the Distribution of Expected
Annual Deaths in a “Standard” French GP Surgery?
Rebuilding the Three Main Illness Trajectories
through a Modified Delphi Study

Moine, Sébastien'?, Murray, Scott?, Gomez Batiste,
Xavier?, Van Den Eyden, Bart’, Engels, Yvonne®,
Desesquelles, Aline’, Rey, Grégoire®, Gignon, Maxime?,
Oishi, A, Boyd, Kirsty’, Murtagh, Fliss'’, Kendall,
Marilyn'!, Rhee, Joel’?, Aubin, Michéle’3, Leysen, Bert!?,
Burge, Fred'’, Schneider, Nils'S, Downing, Julia'’,
Fischbacher, Colin'$, Lynn, Joanne!®, Dees, Marianne®’,
Hoek, Patrick?!, Mitchell, Geoff*?

Laboratoire Educations et Pratiques de Santé, Université
Paris 13, Bobigny, France, 2Amiens University Hospital,
Amiens, France, *Primary Palliative Care Research

Group, University of Edinburgh, Edinburgh, United
Kingdom, “WHO Collaborating Center for Palliative Care
Public Health Programs, Catalan Institute of Oncology

- University of Vic, Barcelona, Spain, SPrimary and
Interdisciplinary Health Care, University of Antwerp,
Antwerp, Belgium, ®Radboud University Medical
Center, Nijmegen, Netherlands, 7Insititut National
d’Etudes Démographiques, Paris, France, SINSERM,
Centre d’Epidémiologie sur les Causes Médicales de
Déces, Paris, France, °Service de Santé Publique - CHU
d’Amiens, Université de Picardie Jules Verne, Amiens,
France, 1°Cicely Saunders Institute, Department of
Palliative Care, Policy and Rehabilitation, King’s
College London, London, United Kingdom, !"Primary
Palliative Care Research Group, University of Edinburgh,
Edinburgh, United Kingdom, 2School of Public Health
and Community Medicine, The University of New South
Wales, Sidney, Australia, 3 Département de médecine
familiale, Université Laval, Québec, Canada, #University
of Antwerp, Antwerp, Belgium, ’Department of Family
Medicine, Dalhousie University, Halifax, Canada,
l6]nstitute for General Practice, Hannover Medical
School, Hannover, Germany, !"Department of Palliative
Care, Policy and Rehabilitation, King’s College London,
London, United Kingdom, !8Information Services
Division, NHS Scotland, Edinburgh, United Kingdom,
9Center on Elder Care and Advanced Illness, Altarum
Institute, Washington, United States, 2°Department of
1Q Healthcare, Radboud University Medical Centre,
Nijmegen, Netherlands, 2'Radboud University Medical
Centre, Nijmegen, Netherlands, 2*Faculty of Medicine
and Biomedical Sciences - General Practice, University
of Queensland, Brisbane, Australia

Introduction: There is currently no « proactive » public
health policy relying on primary care, in France, aiming to
improve access to specialist palliative care — and no for-
mal identification of patients towards the end of life by
health professionals. Yet, scientific recommendations
encourage the ecarly integration of palliative care for
patients with advanced chronic conditions. Such an inte-
gration, in parallel with disease-modifying treatments,
would be facilitated by a better understanding of illness
trajectories (ITs) at the end of life by primary care profes-
sionals, entailing a timely identification of palliative needs
(PN) in patients.
Objectives: 1/ To promote a better visualisation of the
distribution of expected annual deaths in a French GP
surgery (around 1500 patients per GP), according to the
three main ITs

(« Cancer », « Organ failure », « Frailty, dementia ») by
the means of a pie chart based on recent French mortality
data in adult patients. 2/ To highlight the likely distribution
of palliative needs (PN) in patients, between the three main
ITs.
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Method: Analysis of data on causes of mortality in adults
(19+), in France (Death certificates, CépiDC [1], 2011).
Allocation of the underlying causes of death (expressed in
ICD-10 codes) between the three main ITs, by an expert
panel (modified Delphi study).

Results: Pie chart #1: « Distribution of deaths in a year,
according to the three main ITs, within a list of 1500
patients, for a French GP ». Diagram #2 (pie chart or histo-
gram): « Distribution of likely PN among patients dead in
a year, and according to the three main ITs, within a list of
1500 patients, for a French GP »

Discussion: The concept and definition of ITs (and their
endpoint, using ICD-10 codes); the definition and signifi-
cance of PN in patients with advanced chronic conditions;
the challenge of involving primary care professionals in
identifying palliative needs.

[1] Center of epidemiology on medical causes of death

Abstract number: FC52
Abstract type: Oral

A Survey of Attitudes towards Palliative Medicine
amongst Nurses Working in the ED

Devenish, Millie!, Tiernan, Eoin’!, Ryan, John?, Casey,
Mary!, Callinan, Ian®, Walsh, Declan?, Hale, Aine’,
Hollingsworth, Siobhan!, Whyte, Barbara', Price, Olga’,
Garry, Niamh?

IPalliative Medicine, St Vincent’s University Hospital,
Dublin, Ireland, 2Emergency Medicine, St Vincent’s
University Hospital, Dublin, Ireland, 3Clinical Audit, St
Vincent’s University Hospital, Dublin, Ireland, “Faculty
of Health Sciences Trinity College Dublin and School
of Medicine and Medical Science University College,
Dublin, Ireland

Background/aims: A quality improvement initiative inte-
grating Palliative Care in the Emergency Department is
underway in an Irish teaching hospital. The objectives of
the project are to improve the recognition of palliative care
needs of patients presenting to the ED, to improve the
response of staff to these needs and to embed reflective
practice.To assess the understanding and attitudes of ED
nurses about palliative care needs in the ED, the working
environment, behaviour in practice, their previous educa-
tion/training and educational preferences.

Methods: A survey tool was designed with closed and
open-ended questions and 44 questionnaires were distrib-
uted to ED nurses anonymously. Quantitative data was
analysed using SPHINX software package and qualitative
data through thematic analysis.

Results: A response rate of 34% was achieved. 62% of
respondents considered the ED a place to provide resusci-
tation and aggressive medical care, not palliative care.95%

had >5 years experience working in ED but 87% of these
had no previous training in palliative care. Nurses felt they
would benefit from additional education in symptom con-
trol, training in syringe drivers and communication with
families. Overall there was a clear understanding of the
role of palliative care and they cited pertinent triggers in
initiating palliative referrals. Most nurses (64%) did not
have difficulty in recognising when a patient is dying.
They identified significant environmental barriers to the
provision of palliative care in the ED, overcrowding
(100%), lack of privacy (100%), lack of space (93%) and
noise levels (80%). The majority of nurses (79%) experi-
enced a delay in obtaining an End of Life suite/single room
for an actively dying patient on transfer out of ED.
Conclusion: ED nurses had a positive attitude to caring
for palliative care patients in the department and were will-
ing to embrace interventions, protocols and guidelines to
enhance patient care.

Abstract number: FC53
Abstract type: Oral

Palliative Care Declarations: Mapping a New Form of
Intervention

Inbadas, Hamilton, Zaman, Shahaduz, Whitelaw,
Alexander, Forrest, Catriona, Clark, David, Glasgow
End of Life Studies Group

School of Interdisciplinary Studies, University of
Glasgow, Dumfries, United Kingdom

Background/aims: In recent decades we observe pallia-
tive care associations, organisations and groups issuing
‘declarations’ of various kinds as a form of advocacy, to
influence policy, raise awareness and call others to action.
Despite the importance given to palliative care declara-
tions however and their increasing occurrence and promi-
nence, they have attracted little attention from researchers.
The aim of this study is to map the rise, spread, content and
purpose of palliative care declarations in the international
context.

Methods: Systematic internet search and review of litera-
ture; documentary and content analysis.

Results: We identified 27 palliative care declarations (1994
to 2015), 15 since 2010. In their geographical scope 12 are
global, 9 international, 5 national and 1 regional. Seventeen
declarations were issued at international conferences. For-
mats include: list of recommendations, affirmations of con-
victions, statements of ‘commitments’, charters, manifestos,
proclamations, challenges and resolutions. Key topics
include: palliative care education, policy change, access to
palliative care, essential drugs and opioid availability, pain
relief, research, public awareness and human rights.
Conclusions: Issuing declarations has grown in impor-
tance as an advocacy intervention in palliative care and
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can take several forms. The documents demonstrate those
issues of most prominence in the palliative care field over
time. They are therefore one way to understand the global
development of palliative care. In most cases however
there is little evidence of follow up or impact assessment
of palliative care ‘declarations’.

Abstract number: FC54
Abstract type: Oral

Comparison of Care Use in the Last Three Months of
Life among the Elderly in Three Countries

Yi, Deokhee!, Higginson, Irene!, Daveson, Barbara,
Morrison, Sean?, Meier, Diane?, Smith, Melinda’, Ryan,
Karen®, McQuillan, Regina?, Selman, Lucy', Normand,
Charles®, BuildCARE

'Palliative Care, Policy & Rehabilitation, King’s College
London, London, United Kingdom, ?Department of
Geriatrics and Palliative Medicine, Icahn School of
Medicine at Mount Sinai, New York, United States,
3Mater Misericordiae Hospital, Dublin, Ireland,
4Beaumont Hospital, Dublin, Ireland, *Centre of Health
Policy and Management, Trinity College Dublin, Dublin,
Ireland

Background: There is a lack of international comparisons
concerning care utilisation, and formal (paid) and unpaid
care costs, including at the end of life

Aim: To determine and compare the formal and informal
care used in the last three months of life by elderly patients
who had accessed specialist palliative care in three
countries.

Design: A mortality follow-back survey.

Setting: 3 countries: UK (London), Ireland (Dublin) and
USA (New York City and San Francisco).

Data collection: Postal survey using self-completion
questionnaires including the Client Services Receipt
Inventory, sent to bereaved caregivers of patients aged
=65 who accessed specialist palliative, plus extraction of
patient record data.

Methods: Care costs (formal and unpaid) were calculated,
combining service use and unit costs in each country. Lost
productivity was measured by the proportion of carers who
had stopped/reduced work and by the days off work for 3
months before and after patient’s death.

Results: 721 questionnaires were returned. Patients were:
53% women; mean age 79.9; 46% with cancer; 68% living
with someone else; and mean number of carer 2.7. 70% of
patients had been inpatients; 34% in ICU, 64% visited ER
or A&E, 65% used ambulance services. In the community,
74% saw a doctor; fewer nurse contacts in the USA than
UK and Ireland, although more social service use. Weekly
total hours of informal care varied by city (e.g. 176 in SF
versus 212 in NYC), but composition was similar. 30% of

carers stopped/reduced work with 3 weeks off before and/
or after death. Substantial formal and unpaid care costs per
patient for 3 months were identified: for example, in Lon-
don £10,623 and £8,087 respectively.

Conclusions: Formal and unpaid care varied across the
cities, although similar unpaid care was volunteered.
Unpaid care was not negligible, and unpaid carers often
reduced or stopped working and this also adds to societal
costs.

Palliative care organisation and health
care services Il
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Palliative Care at the Front Door - Improving the
Recognition of Palliative Care Needs of Patients
Attending an Irish Emergency Department

Tiernan, Eoin’!, Ryan, John?, Casey, Mary', Hale, Aine’,
Devenish, Millie!, Callinan, lan’, Walsh, Declan?,
O’Reilly, Val', Hollingsworth, Siobhan!, Whyte,
Barbara!, Price, Olga’!, Garry, Niamh?

IPalliative Medicine, St Vincent’s University Hospital,
Dublin, Ireland, 2Emergency Medicine, St Vincent’s
University Hospital, Dublin, Ireland, *Clinical Audit, St
Vincent’s University Hospital, Dublin, Ireland, 4Faculty
of Health Sciences Trinity College Dublin and School
of Medicine and Medical Science University College,
Dublin, Ireland

Background/aims: Many patients with life limiting ill-
nesses attend the Emergency Department (ED) because of
worsening symptoms that cannot be controlled in an out-
patient setting and are admitted to hospital without assess-
ment by a Palliative Medicine (PM) service.

Early engagement with PM services in an acute hospital
setting leads to better outcomes.

“The Three Rs of integrating Palliative Care and
Emergency Department Care” is an initiative supported by
the Emergency Medicine and Palliative Care Programmes.
This project was designed and undertaken in a large Dublin
teaching Hospital.

Our aim was to improve the recognition of palliative
care needs of patients attending an Irish Emergency
Department.

Methods: New guidelines and systems for the early iden-
tification of patients with palliative care needs were intro-
duced in the ED. A new tool - P.A.U.S.E. was developed to
identify patients not known to PM. The patient administra-
tion system in the ED was modified to “flag” patients
known to the Hospital’s PM Service. PM Education for
doctors and nurses in the ED was augmented by the daily
presence of the PM team in the ED. Referrals to PM were
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audited for two months before and after these interven-
tions. Data was analysed using SPHINX software
package.

Results: During the baseline period, 61% of all referrals to
the PM Service were admitted to the hospital via the ED,
but only 6 patients (10%) were referred and seen while in
the ED. Following the introduction of the new guidelines
and systems, 54 % of all referrals (91) patients were admit-
ted via the ED, 46 of whom (51%) were referred and seen
while in ED, a 5 fold increase.

Conclusion: The introduction in the ED of specifically
designed referral guidelines to PM services leads to a sig-
nificant increase in early referrals and enhanced delivery
of service.

Abstract number: FC56
Abstract type: Oral

Responding to Urgency of Need In Palliative Care:
Initial Stages in the Development of a Decision Aid for
Palliative Care Triage

Russell, Bethany', Hennesy-Anderson, Nicole!, Collins,
Anna!, Burchell, Jodie??, Sundararajan, Vijaya®3, Le,
Brian?, Brand, Caroline’, Hudson, Peter'%’, Philip,
Jennifer!

ICentre for Palliative Care, St Vincent’s Hospital,
Melbourne, Australia, 2Department of Medicine, St
Vincent’s Hospital, Melbourne, Australia, 3Department
of Medicine, University of Melbourne, Melbourne,
Australia, “Department of Palliative Care, Royal
Melbourne Hospital, Melbourne, Australia, Melbourne
Epicentre, Melbourne Health and University of
Melbourne, Melbourne, Australia, “Queens University
Belfast, Belfast, United Kingdom, 7School of Health
Sciences, University of Melbourne, Melbourne, Australia

Background: Demand for inpatient and community-based
palliative care (PC) services is increasing and transparency of
decision-making around priority of service response is
required, yet no valid or reliable PC triage tools currently exist.

The aim of this study was to identify factors health pro-
fessionals considered salient when triaging PC needs and
determine the relative importance of these, in order to
inform the development of an evidence-based clinical deci-
sion-making tool.

Methods: This study used a mixed-method sequential
design.

Stage 1 involved exploration of prioritization factors
using semi-structured focus groups with purposively sam-
pled PC and generalist clinicians from metropolitan and
regional Victoria, Australia. Transcripts were subjected to
deductive thematic analysis.

Stage 2 consisted of an online discrete choice experi-
ment involving PC health professionals across Australia

and the United Kingdom, whereby participants compared
the urgency of multiple pairs of randomly generated clini-
cal cases to establish the relative importance of the triage
factors derived from Stage 1.
Results: Focus groups (n=20 health professionals)
revealed the factors considered important to determine
urgency, such as problem severity, caregiver distress and
mismatch between the level or complexity of care needs
and the capacity of the care environment. Performance sta-
tus was reported to be less important when considered in
isolation. Challenges associated with the triage process
and the implementation of a decision aid were highlighted.
The discrete choice experiment established the relative
weightings for the triage factors.
Conclusions: Indicators of urgent PC needs are complex,
dynamic and contextual. The results of this study have
important implications for the development of a decision
aid to enable a standardised approach to ensuring equita-
ble, efficient and transparent PC service allocation.
Funded by the Victorian state government Department
of Health.
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Part 1: Mapping Complexity of Needs in Palliative
Care: A Qualitative Study of Stakeholder Perspectives

Pask, Sophie!, Pinto, Cathryn!, Nicholson, Caroline?, van
Vliet, Liesbeth!, Bristowe, Katherine!, Bailey, Katharine’,
Guo, Ping!, Hocaoglu, Mevhibe!, Evans, Catherine’,
Higginson, Irene J!, Daveson, Barbara A, Murtagh,
Fliss E M!

IPalliative Care, Policy and Rehabilitation, King’s
College London, London, United Kingdom, ?Nursing and
Midwifery Research, King’s College London, London,
United Kingdom, 3School of Social and Community
Medicine, University of Bristol, Bristol, United Kingdom

Background: Until now complexity in palliative care has
largely been described in terms of four care domains
(physical, psychological, social and spiritual). A more
comprehensive, yet standardised way to report complexity
has not been established.

Aim: To describe the full range of complexity of needs in
palliative care and the interrelationships between
components.

Study design/methods: Face-to-face semi-structured
interviews with UK stakeholders across palliative care set-
tings, purposively sampled by geographical location,
background and experiences of models care. Vignettes
were used to elicit discussion of complexity. Techniques to
enhance trustworthiness were informed by COREQ guide-
lines. Framework analysis was conducted, with data han-
dled in NVivo. Complexity components were mapped
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using Bronfenbrenner’s framework and depicted in a
visual graphic.

Results: 65 stakeholder interviews; 10 patient/carer repre-
sentatives, 38 clinicians (i.e. medical/nursing/allied/spiri-
tual care/social care), 8 EoLC national leads and 9 manag-
ers. A map of complexity was identified comprising: micro
(individual level), meso (personal/family circumstances)
and macro (interaction with services) levels. Micro level
factors include the four care domains as well as dynamic
(e.g. coping) and fixed (e.g. comorbidities) individual fac-
tors. Meso level factors include family/carer needs and
socioeconomic status. Macro level factors include access
to services, coordination of care, and service capacity. The
map highlights the interrelationships between different
components of complexity, with some elements dominat-
ing overall complexity. Mediating factors (e.g. uncertainty
and control) and temporal aspects (e.g. changing needs)
were also identified.

Conclusion: Complexity extends far beyond holistic
assessment. From this map, a conceptual model of com-
plexity is developed to capture the multi-level, dynamic
and interacting components that affect complexity.
Funder: NIHR PGfAR(RP-PG-1210-12015).
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Challenges in Living Alone Near the End of Life: An
International Comparison from the InSup-C Project

Hughes, Sean’, Preston, Nancy J!, Payne, Sheila A’, van

der Eerden, Marlieke?, Schwabe, Sven®, Kiss, Zsuzsanna?,
Busa, Csilla*, van Beek, Karen’, van Ende, Suzy’, Csikos,
Agnes?, Groot, Marieke?

International Observatory on End of Life Care, Lancaster
University, Lancaster, United Kingdom, 2Radboud
University Medical Centre, Nijmegen, Netherlands,
3Universitatsklinikum, Klinik fiir Palliativmedizin,

Bonn, Germany, “University of Pécs, Pécs, Hungary,
SKatholieke Universiteit Leuven, Leuven, Belgium

Background: Policy in end of life care assumes that fam-
ily caregivers will be available and willing to support those
living with terminal illness in the last year of life. But what
are the challenges for those who live alone with varying
degrees of support from family or other non-professional
caregivers?

Design and methods: Patients with advanced cancer,
COPD and chronic heart failure (CHF), with a prognosis
of less than 12 months, were recruited at clinical services
sites in five European nations: Belgium, Germany, Hun-
gary, the Netherlands and the UK. Data were collected
using semi-structured interviews at baseline and at three
months follow-up. Interviews focused on how integrated
palliative care services responded to patients’ needs and

problems. A transnational comparative analysis was con-
ducted using a qualitative thematic approach.
Results and interpretation: Of 157 patient participants,
48 (30%) lived alone (range by country: 13%-41%). Of
this sub-sample, the mean age was 74, 65% were women
and diagnoses were: cancer 58%; COPD 27%; CHF 15%.
Loneliness and/or reduced social contact were apparent in
the data from all countries. In Germany, patients were con-
cerned with meaning making and existential questions:
‘Why am 1 still alive?’ In the UK, positive experiences
included maintaining independence and control over daily
life but for some, a reliance on variable home care services
was evident and replicated data from the Netherlands. In
Hungary and Belgium, dealing with symptoms like pain
and fatigue were main concerns of this group.
Conclusion: Commonalities across the participating
nations in the concerns of patients living alone in the last
year of life were apparent. Whilst loneliness might be a
self-evident challenge, increasing social isolation had a
detrimental effect for some. Further analysis comparing
these experiences with those cohabiting with others is
anticipated.

On behalf of InSupC: EU FP7 funded project on inte-
grated palliative care in Europe
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Integrated Palliative Care Practices: Group
Interviews in Five European Countries

Hasselaar, Jeroen!, van der Eerden, Marlieke!, van
Wijngaarden, Jeroen?, Linge-Dahl, Lisa®, Csikos, Agnes?,
Hughes, Sean’, van Gurp, Jelle!

'Radboud University Medical Center, Nijmegen,
Netherlands, 2Erasmus University, Rotterdam,
Netherlands, UK Bonn, Bonn, Germany, “Pecs
University Hospital, Pecs, Hungary, SLancaster
University, Lancaster, United Kingdom

Introduction: Many palliative care patients experience
unnecessary transfers in the last months of life. The inte-
grated care approach, involving timely palliative care at
the right place, by the right caregivers, can be of interest.
This study investigated European local care initiatives to
reveal which factors underlie optimal integration of pallia-
tive care.

Methods: 23 integrated palliative care (PC) initiatives in
five countries (UK, NL, HU, DE, BE) were selected based
on having multidisciplinary treatment, an established ser-
vice providing PC, and more than one organization
involved . From March until September 2015, semi-struc-
tured group interviews with multiprofessional representa-
tives from the initiatives have been performed, completed
with structured inventory lists. Preliminary analyses of the
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inventory lists and the first series of verbatim transcribed
group interviews are reported.

Results: Most collaborations consisted of hospital-home
care collaborations, often complemented with local hos-
pices. Agreements were mostly based on policy documents
or pilot projects, whereas contacts were often absent. Inte-
gration rested mostly on informal relations between pro-
fessionals. Systematic use of guideline varied widely.The
main goals of collaboration were building expertise for
recognizing the need for palliative care and providing con-
tinuous, transmural care, often stimulated by ‘key figures’.
Identified communication genres were:

1) the care plan,

2) (digital) information transfer,

3) multidisciplinary team meetings (MDT),

4) the advisory function

5) the role of the hospital, and

6) patient involvement. Sharing values, trust, and
mutual appreciation were important subthemes.

Conclusion: Across Europe, the integration of palliative
care is implemented in various ways. Joint MDTs, infor-
mal relations, and ‘key figures’ seem to be the most impor-
tant constituting factors, rather than organizational
arrangements or the shared use of guidelines.

Funded: InsupC (EU-FP7).
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Compassion Fatigue in Nursing Staff Caring for
Palliative Patients in Tertiary Care Settings in Ireland

Flanagan, Helen!, Casey, Dympna?

ISpecialist Palliative Care Inpatient Unit, Milford
Care Centre, Limerick, Ireland, 2School of Nursing &
Midwifery, National University of Ireland, Galway,
Ireland

Background: There is a growing interest internationally
in the clinical phenomenon of compassion fatigue and how
it impacts on healthcare workers. With increasing numbers
of patients being cared for by specialist palliative care ser-
vices and the fact that people are living for longer, more
nursing staff will increasingly be involved in the delivery
of care to palliative patients. It was therefore imperative
that compassion fatigue among nursing staff caring for
palliative patients was explored.

Methods: A cross sectional descriptive design was under-
taken across three palliative care sites in the Mid-western
region of Ireland using the professional quality of life scale
ProQOL, a validated measure of compassion satisfaction
and fatigue. A convenience sample of 139 nursing staff were
surveyed. Data was analysed using IBM SPA Statistics 20.

Results: A response rate of 75% (n=100) was achieved.
The findings revealed that the majority of nursing staff
experienced compassion fatigue across all sites, however
one site had higher scores in compassion fatigue & burn-
out. There were also high levels of compassion satisfaction
across all three sites indicating that nursing staff were
happy to be working in palliative care. The most important
factors reported as influencing risk for compassion fatigue
in nursing staff according to analysis of the ProQOL were
the traumatic experiences of patients (47%), difficulty
with professional boundaries (36%) and being preoccu-
pied with more than one of those they care for (72%).
Conclusion: This study demonstrated the extent of com-
passion fatigue among palliative care nursing staff and
clearly indicated that this is a significant problem that
required attention. Furthermore the identification of the
factors that led to compassion fatigue prompted a follow
on study which examines whether educational and psycho-
logical interventions can reduce levels of compassion
fatigue and burnout in nursing staff caring for patients with
delirium.

Mixed session Ill: Symptoms and end of
life care
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Feasibility of Monitoring Patients’ Cancer-related
Pain via the Internet

Oldenmenger, Wendy, Baan, Mathilde A.G., Van der Rijt,
Carin C.D.

Medical Oncology, Erasmus MC, Rotterdam, Netherlands

Background: In the outpatient setting, pain management
is often inadequate in patients with cancer-related pain,
because of patient-and professional-related barriers in
communication and infrequent contacts at the outpatient
department. The internet provides new opportunities for
monitoring these patients.

The aim of this study is to investigate whether internet
monitoring is feasible in outpatients treated for cancer-
related pain.

Methods: We developed an internet application (and app)
that contained a pain diary, eConsult and a link to patient
information about cancer-related pain. In the pain diary,
patients scored their pain intensity, side effects and their anal-
gesic use daily. These data were monitored by a nurse special-
ist. Outpatients with a difficult pain problem were eligible.
Results: We included 100 patients. Seventeen (17%) of
them were not evaluable due to language/ cognitive prob-
lems (2); not having been started because they were too ill
(11); withdrawal of participation (2), and internet prob-
lems (2). Of the 83 evaluable patients, 47% was male,
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median age was 60 years (range:25-76). In total, these
patients filled in a median of 28 diaries (range:1-396), and
asked for a median of 5 eConsults (range:0-58). Analge-
sics were changed thrice (range:1-11). Patients most fre-
quently used an eConsult for questions about pain or side-
effects, how to use their analgesics and to improve their
self-management. During the first 6 weeks, current pain
intensity decreased from 3.4 (sd=2) to 2.5 (sd=1.6,
P=0.021), and worst pain intensity decreased from 5.7
(sd=2) to 3.8 (sd=2.0, P< 0.001).

Conclusions: Internet monitoring of pain is feasible in
patients with cancer-related pain. The frequent use of the
pain diary in the majority of patients indicates that those
patients do not perceive barriers for the frequent assessment
of pain and side effects. Especially eConsults were frequently
asked, probably enhancing patients’ self-management.

Abstract number: FC62
Abstract type: Oral

Phase III Randomized Double-blind Controlled
Trial of Oral Risperidone, Haloperidol or Placebo
with Rescue Subcutaneous Midazolam for Delirium
Management in Palliative Care

Agar, Meera'?3, Lawlor, Peter?, Quinn, Stephen’,
Draper, Brian%, Caplan, GideonS, Rowett, Debra’,
Sanderson, Christine$, Hardy, Janet’, Le, Brian'?,
Eckermann, Simon'!, McCaffrey, Nicola®, Devilee,
Linda’, Fazekas, Belinda®, Hill, MarkS, Currow, David?,
Palliative Care Clinical Studies Collaborative

ICentre for Cardiovascular and Chronic Care, University
of Technology Sydney, Sydney, Australia, 2South West
Sydney Clinical School, University of New South Wales,
Sydney, Australia, 3Palliative and Supportive Services,
Flinders University, Adelaide, Australia, *University of
Ottawa, Ottawa, Canada, SFlinders University, Adelaide,
Australia, ®University of New South Wales, Sydney,
Australia, "Repatriation General Hospital, Adelaide,
Australia, $Calvary Health Care Kogarah, Sydney,
Australia, “Mater Hospital Brisbane, Brisbane, Australia,
10Royal Melbourne Hospital, Melbourne, Australia,
University of Wollongong, Wollongong, Australia

Background: Delirium is one of the most significant med-
ical complications in advanced illness. Guidelines recom-
mend targeted use of antipsychotics for specific delirium
symptoms however this approach has not been evaluated
in randomized trials. The aim was to compare the efficacy
of risperidone relative to placebo in the control of specific
delirium symptoms in palliative care patients (communi-
cation, behaviour and/or perceptual disturbances on Nurs-
ing Delirium Screening Scale) at 72 hours. Secondary
aims were to compare haloperidol and placebo; and ris-
peridone and haloperidol. (ACTRN12607000562471).

Methods: Dose titration occurred twice daily to effect by
predefined increments to maximum 4mg (2mg if >65). All
participants had delirium precipitants managed and non-
pharmacological measures. Subcutaneous midazolam res-
cue was available. Improvement of delirium symptoms
between baseline and follow-up was assessed using linear
regression adjusted for baseline score and group.

Results: The trial recruited to its full sample (n=247) - 82
risperidone; 81 haloperidol; and 84 placebo.

For the primary intention-to-treat analyses (with 50

resamples drawn) between risperidone and placebo (n =
166), those in the risperidone group had significantly
greater delirium symptoms on average at study end than
control group 0.48 (95% CI 0.09 to 0.86) p=0.016; simi-
larly, those in the haloperidol group also experienced sig-
nificantly greater delirium symptoms at study end 0.24
(95% CI1 0.06 to 0.42) p=0.009; when compared to the pla-
cebo group.
Conclusions: This adequately powered study has shown
individualized management of delirium precipitants and
non-pharmacological strategies results in better control of
delirium symptoms in palliative patients than seen with the
addition of risperidone or haloperidol, without the need for
midazolam rescue. These results fundamentally challenge
the pharmacological approach to manage delirium.

Abstract number: FC63
Abstract type: Oral

“I Don’t Need a Piece of Paper with Scores to Tell Me
that Somebody’s in Pain and I Need to Do Something
about it”. Nurses’ and Healthcare Assistants’
Perspectives on and Use of Pain Assessment Tools with
People Dying with Advanced Dementia

De Witt Jansen, Bannin!, Brazil, Kevin?, Passmore,
Peter3, Buchanan, Hilary?, Maxwell, Doreen’,
Mcllifatrick, Sonja%, Morgan, Sharon’, Watson, Max?,
Parsons, Carole!

1School of Pharmacy, Queen’s University Belfast,
Belfast, United Kingdom, 2School of Nursing and
Midwifery, Queen’s University Belfast, Belfast, United
Kingdom, 3Centre for Public Health, School of Medicine,
Dentistry and Biomedical Sciences, Queen’s University
Belfast, Belfast, United Kingdom, 4Private Carer for a
Relative, Belfast, United Kingdom, 3Kerrsland Surgery,
Belfast, United Kingdom, ®Institute of Nursing and
Health Research, Ulster University, Belfast, United
Kingdom, "Marie Curie Hospice Belfast, Belfast, United
Kingdom, $Northern Ireland Hospice, Belfast, United
Kingdom

Background: The use of pain assessment tools in patients
with advanced dementia is widely recommended in health-
care policy but their impact on clinical outcomes for dying
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patients is unclear. Healthcare assistants have a significant
role in caring for the dying but their contribution to pain
recognition is unexplored.

Aims: Explore nurses’ use of pain assessment tools in
patients dying with advanced dementia in hospice, second-
ary and nursing home care settings and investigate the role
of healthcare assistants in pain assessment.

Methods: Semi-structured, face-to-face interviews were
conducted with 24 nurses and 14 healthcare assistants. The-
matic analysis of verbatim transcripts was used to identify
emergent themes. Three researchers confirmed final themes.
Results: The Abbey Pain Scale formed part of the pain
assessment protocol for nurses across care settings but most
reported challenges in using it with dying patients. Scores
based on brief observation were perceived as a poor substi-
tute for knowledge of the patient, observation over time and
collateral history from healthcare assistants and family.
Most nurses reported pain tools resulted in no measurable
clinical outcomes for patients nearing death. Healthcare
assistants described methods of recognising and reporting
pain and their role in observing for treatment response and
side effects. Nurses and healthcare assistants described
mixed experiences discussing pain with physicians.
Conclusion: Nursing staff described challenges with inte-
grating pain assessment tools in practice and preferred
patient knowledge, observation and collateral history from
family and healthcare assistants to assess pain. The contri-
bution of healthcare assistants in recognizing and report-
ing pain and assessing treatment response is described.
These findings have important implications for health
policy, nurse education and healthcare provision.
Funding: HSC Research and Development Division, Pub-
lic Health Agency, Northern Ireland.

Abstract number: FC64
A Qualitative Study about Comfort Perceptions in
Palliative Care Patients

Pinto, Sara’!, Caldeira, Silvia?, Martins, José Carlos?

nstituto de Ciéncias Biomédicas Abel Salazar-
Universidade do Porto, Porto, Portugal, 2Instituto de
Ciéncias da Saude, Universidade Catolica Portuguesa,
Lisboa, Portugal, 3Escola Superior de Enfermagem de
Coimbra, Coimbra, Portugal

Background: Comfort is a core concept in palliative care
(PC), difficult to define and evaluate. Little is known about
what is comfort in patients’ perspectives which is really
important regarding effective interventions. The study is
based on the authors’ ongoing PhD research about the
development and evaluation of comfort as a complex
intervention.

Aim: To analyse perceptions about comfort in PC patients
admitted to acute settings.

Methods: Qualitative study using in-depth, semi-struc-
tured and face-to-face interviews, from January to March
2015, according to the Consolidated Criteria for Report-
ing Qualitative Research. Interviews were tape-recorded,
transcribed verbatim and analysed using interpretative
content analysis. Thirteen PC patients, aged over 18 years,
with discomfortable experiences in last 15 days were
recruited at 5 in-patient medical-surgical settings.
Results/discussion: The majority of participants were
male, married and have a cancer (n=7). Five themes and 10
categories emerged: Me and what I feel (symptom man-
agement); Me and I how I react (self-control, vulnerabil-
ity/disability, information management); Me a human
being in society (significant relationships); Me and the
meaning of my life (faith/hope, reconciliation, meaning of
life, spiritual distress); Me and the world around me (place
of care provision). Pain and difficulty in resting were very
discomfortable symptoms. Insecurity, physical depen-
dence and transmission of unclear information were con-
sidered negative factors for achieving comfort. To love/to
be loved, to express gratitude, to feel in peace and to have
the control of decisions were considered positive factors.
Home is the preferred place to be but hospital is a place of
security and relief. The results should be explored in other
samples, using other research methodologies.
Conclusions: The study focuses the perspective of PC
patients adding a contribution to the meaning of comfort
and to the design of more effective interventions.

Abstract number: FC65
Abstract type: Oral

Moral Distress Related to Palliative Sedation as
Described by Nurses

Lokker, Ineke!, Swart, Siebe J.!, Rietjens, Judith A.C./,
van Zuylen, Lia?, Perez, Roberto S.G.M.3, van der Heide,
Agnes!

"Public Health, Erasmus MC, Rotterdam, Netherlands,
2Medical Oncology, Erasmus MC Cancer Institute,
Rotterdam, Netherlands, *Anesthesiology, VU University
Medical Center, EMGO Institute for Health and Care
Research, Amsterdam, Netherlands

Background: Palliative sedation (PS) is used to alleviate
unbearable and refractory suffering in the last phase of life,
which usually occurs in complicated cases. Previous stud-
ies have shown that nurses experience emotional burden
related to PS. When emotional burden becomes too much,
moral distress can ensue. Moral distress is defined as “’a
type of moral conflict that occurs when one knows the
right thing to do, but can’t pursue the right action.”” Moral
distress has not previously been studied in relation to PS.
Aim: The aim of this study was to explore nurses’ reports
on PS focusing on moral distress and conflicts.
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Methods: In-depth interviews were held with 36 nurses
working in a hospital, nursing home or primary care. They
were asked about their experiences with the practice of PS.
Results: Several nurses described situations in which they
felt that initiation of PS was justified but at the same time felt
restrained because the physician did not agree, leading to dif-
ficult situations while dealing with the patient and his family.
These situations are in line with the traditional description of
moral distress. More often however nurses reported on situa-
tions where they ‘experienced pressure’ towards a certain
action, while feeling that the action was not in the patient’s
best interest. These situations were related to

(1) an untimely request for PS by family members or
the physician when the nurse felt that not all
options had already been explored;

(2) arequest by family to increase the level of sedation
when the nurse felt that may involve unjustified
hastening of death;

(3) a request for PS that was not in line with the
patient’s wish because the patient had e.g expressed
an explicit wish for euthanasia.

Conclusions: Trying to act in the patient’s best interest can
result in moral distress in several ways. To deal with this,
nurses need to be able to be aware of their own motives
and to adequately communicate with distressed family
members and physicians.

Abstract number: FC66
Abstract type: Oral

Factors Associated with Multiple Emergency
Department Visits by Patients with Cancer in the Last
30 Days of Life: A Population-based Cohort Study

Henson, Lesley A, Wei, Gao, Higginson, Irene J

Palliative Care, Policy & Rehabilitation, King’s College
London, London, United Kingdom

Aim: To identify factors associated with multiple (2+)
emergency department (ED) visits by patients with cancer
in the last 30 days of life.

Design: Population-based retrospective cohort study using
linked patient-level data from two routinely collected data-
bases: the Office for National Statistics Mortality Data-
base and Hospital Episode Statistics Accident & Emer-
gency Database.

Methods: We used multivariable logistic regression to
identify factors associated with multiple ED visits in the
last 30 days of life for all adult patients who died from
cancer in England during a one year period (01/04/11 to
31/03/12).

Results: Of 124,030 cancer decedents, 30.7% visited the
ED once in the last 30 days of life, and 5.1% made

multiple visits. Patients were more likely to visit the ED
multiple times if they were younger (adjusted odds ratio
for each increasing year 0.99, 95% confidence interval
0.98-0.99), male (1.26, 1.19-1.34), Asian or Black (1.49,
1.27-1.74 and 1.21, 1.01-1.46 respectively, reference
White), of lower socio-economic status (most deprived
quintile 1.19, 1.09-1.30, reference least deprived quintile),
had a higher level of co-morbidity (Charlson co-morbidity
score of two or more 1.34, 1.26-1.42, reference zero or
one), and a diagnosis of lung or head and neck cancer
(1.74, 1.56-1.95 and 1.67, 1.40-2.00 respectively, refer-
ence colorectal cancer). Patients with four or more ED vis-
its prior to the last month of life were also more likely to
make multiple visits in the last 30 days of life (4 to 7 or
more prior ED visits 1.13 to 1.81, reference no prior ED
visits, test for trend p< 0.001).

Conclusions: Socio-demographic factors, clinical charac-
teristics and patients’ prior use of the ED all influence can-
cer patients’ ED attendance at the end of life. Knowledge
of patients’ prior ED attendance may help healthcare pro-
fessionals identify individuals at greater risk of multiple
visits towards the end of life, therefore allowing additional
care services to be provided.

Communication and information

Abstract number: FC67
Abstract type: Oral

Low Prevalence of Advance Directives in European
Countries: Results from the SHELTER Study

ten Koppel, Maud'?3, Onwuteaka-Philipsen, Bregje!?3,
Pasman, Roeline'?3, van der Steen, Jenny?37, Finne-
Soveri, Harriet’, Andreasen, Paula’, Onder, Graziano®,
van Hout, Hein®3*

'Department of Public and Occupational Health, VU
University Medical Center, Amsterdam, Netherlands,
2Center of Expertise in Palliative Care, VU University
Medical Center, Amsterdam, Netherlands, SEMGO
Institute for Health and Care Research, VU University
Medical Center, Amsterdam, Netherlands, 4Department
of General Practice & Elderly Care Medicine, VU
University Medical Center, Amsterdam, Netherlands,
SNational Institute for Health and Welfare, Helsinki,
Finland, ®Department of Geriatrics, Universita Cattolica
del Sacro Cuore, Rome, Italy

Background: Advance directives (ADs) in nursing homes
in the United States have been extensively researched.
However, research on ADs across European nursing homes
is currently lacking. This study aimed to describe the prev-
alence of ADs in place across European nursing homes.

Methods: Data from the Services and Health for Elderly
in Long TERm care (SHELTER) project were used. With
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use of the interRAI instrument for long-term care facili-
ties, data was collected on residents in 57 nursing homes
across 7 EU countries (Czech Republic, United Kingdom,
Finland, France, Germany, Italy, the Netherlands) and
Israel. Cross-sectional analyses were performed on 3681
residents. In this study, ADs were defined as documented
treatment restrictions. Five types of ADs were distin-
guished: do not resuscitate; do not intubate; do not hospi-
talize; no tube feeding; medication restrictions.
Results: ADs were most frequently in place in the Nether-
lands (50%). In the UK, Finland and Germany

20% - 30% of residents had at least one AD. In France,
Israel, Czech Republic and Italy the prevalence of ADs
ranged between 0% and 6%. The five types of ADs showed
the following ranges of prevalences across countries: do
not resuscitate 0% - 45%; do not intubate 0% - 19%; do not
hospitalize 0% - 21%; no tube feeding 0% - 19%; medica-
tion restrictions 0% - 18%.
Conclusions: There was a large difference in the preva-
lence of ADs between countries. These results are in line
with studies on end-of-life communication, which also
show large variation between countries. The differences
might be related to cultural differences. Above that organi-
zational factors might also differ and influence for instance
the way discussion of potential treatment restrictions
structurally take place.
Funding: The SHELTER study was funded by the Sev-
enth Framework Programme of the European Union.

Abstract number: FC68
Abstract type: Oral

Understanding Advance Care Planning within the
South Asian Community: A Qualitative Patient
Engagement Research Study

Biondo, Patricia’, Kalia, Rashika!, Khan, Rooh!, Marlett,
Nancy!, Shklarov, Svetlana’, Fassbender, Konrad??,
Simon, Jessica’

IUniversity of Calgary, Calgary, AB, Canada,
2Department of Oncology, University of Alberta,
Edmonton, AB, Canada, 3Covenant Health Palliative
Institute, Edmonton, AB, Canada

Background and aims: Advance care planning (ACP) is
a process of reflection on and communication of a person’s
future healthcare preferences. Participation in ACP by vis-
ible minorities is especially poor, and the literature sug-
gests that minority perspectives toward ACP and end-of-
life care varies. The South Asian ethnic group is the largest
visible minority group in Canada, and more information is
urgently needed on how best to approach ACP within this
community.

Methods: A peer-to-peer inquiry was conducted by mem-
bers of the South Asian community in Calgary, Alberta,

Canada who graduated from the Patient and Community
Engagement Research program (PaCER) at the University
of Calgary. The PaCER method (SET, COLLECT,
REFLECT) engaged members of the South Asian commu-
nity in a focus group (SET phase) to set the direction and
goals for the study, family interviews (COLLECT phase)
to collect data on South Asian families’ perspectives
toward ACP, and a community forum (REFLECT phase)
to reflect on findings together with the researchers. Inter-
view data were analyzed using narrative techniques.
Results: For the most part, the concept of ACP was for-
eign to this community and was often misassociated with
other end-of-life issues like organ donation and estate
planning. Cultural aspects (e.g. trust in shared family deci-
sion-making, superstitions related to talking about death),
religious beliefs (e.g. fatalism), and immigration chal-
lenges emerged as barriers to participation in ACP. How-
ever, participants were eager to learn more about ACP and
recommended several engagement strategies (e.g. dissem-
inate information through religious institutions and com-
munity centres, respect cultural norms/include families in
ACP discussions, encourage family physicians to initiate
discussions, translate materials).

Conclusions: Use of a patient engagement research model
proved highly successful in understanding ACP participa-
tion within one South Asian community.

Abstract number: FC69
Abstract type: Oral

Discussing End-of-Life Care Issues in Nursing Homes:
A Nationwide Multicenter Study in France

Morin, Lucas’, Johnell, Kristina’, Van den Block, Lieve?,
Aubry, Régis?

IAgeing Research Center, Karolinska Institutet,
Stockholm, Sweden, 2VUB-UGent End-of-Life Care
Research Group, Department of Family Medicine and
Chronic Care, Vrije Universiteit Brussel (VUB) & Ghent
University, Brussel, Belgium, 3Department of Palliative
Care, University Hospital of Besancon, Besancon, France

Objectives: Discussing end-of-life issues with nursing
home residents and their relatives is needed to ensure
patient-centered care near the end of life. This study aimed
to estimate the frequency of nursing home physicians dis-
cussing end-of-life issues with residents and their rela-
tives, and to investigate how discussing end-of-life issues
was associated with care outcomes in the last month of
life.

Methods: Retrospective cohort study in a nationwide, rep-
resentative sample of 78 nursing home facilities in France.
Residents who died from non-sudden causes between 1
October 2013 and 31 May 2014 in these facilities were
included (n= 674).
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Results: End-of-life issues were discussed with at most
21.7% of the residents who died during the study period.
In one third of the situations (32.8%) no discussion about
end-of-life related topics ever occurred, either with the
resident or with the relatives. Older people with severe
dementia were less likely to have discussed more than 3 of
the 6 end-of-life topics we investigated, compared with
residents without cognitive impairment (OR= 0.17, 95%
CI= 0.08-0.22). In the last month of life, discussing more
than 3 end-of-life issues with the residents or their rela-
tives was significantly associated with reduced odds of
dying in a hospital facility (adjusted OR= 0.51, 95% CI=
0.33-0.79) and with a higher likelihood of withdrawing
potentially futile life-prolonging treatments (adjusted OR=
2.37,95% CI= 1.72-3.29).

Conclusion: During the last months of life, discussions
about end-of-life issues occurred with only a minority of
nursing home decedents, although these discussions are
likely to improve end-of-life care outcomes.

Abstract number: FC70
Abstract type: Oral

Preferences and Practices of Patients with Lung
Diseases and their Healthcare Providers Regarding
Advance Care Planning

Jabbarian, Lea J', Zwakman, Marieke?, Korfage, Ida J',
van der Heide, Agnes’, Rietjens, Judith AC!

'Public Health, Erasmus University Medical Center,
Rotterdam, Netherlands, 2Julius Center, University
Medical Center Utrecht, Utrecht, Netherlands

Purpose: Advance care planning (ACP) supports people
in identifying personal values and goals of care, discussing
these with relatives and healthcare providers (HCP) and
recording these if desired. Little is known about the prac-
tice of ACP in pulmonology.

Methods: A variety of databases like Embase.com and
Medline Ovid were systematically searched for empirical
studies on the preferences and practices of patients with
lung diseases and their HCPs regarding ACP.

Results: The search yielded 2892 articles, 21 were rele-
vant for this review. The studies (12 quantitative, 9 qualita-
tive) were predominantly from the US (47%), most of the
articles concerned patients with COPD (52%), lung dis-
eases in general (19%) and lung cancer (14%). 15-32% of
patients had engaged in ACP (n=2 quantitative studies)
and 69-99% of patients would like to engage in ACP (n=4
quantitative studies). Reported barriers of patients to
engage in ACP were: uncertainty about ones’ preferences
for medical care and treatment, not being ready to engage
in ACP, and uncertainty about who will be the future main
care provider; facilitators for engaging in ACP with a
healthcare provider were: the HCP being truly interested in

the patient and the HCP being knowledgeable about the
patients’ condition.

Of the healthcare providers, 13-38% engaged in ACP
with most of their patients (n=2 quantitative studies).
69-71% of HCPs found engaging in ACP difficult (n=2
quantitative studies), but 54-77% considered it to be
important (n=2 quantitative studies). Reported barriers of
HCPs to engage in ACP were the fear of taking away hope
in patients and the unwillingness of patients to engage in
ACP. Patients accepting their illness was identified as a
facilitator.

Conclusion: ACP appears to be rather uncommon in pul-
monology. Some patients seem to be ambivalent about
engaging in ACP. While many healthcare providers under-
line the importance of ACP, they often find it difficult to
engage in these discussions.

Funding: FP7.

Abstract number: FC71
Abstract type: Oral

Who Decides when to Stop Palliative Oncologic
Treatment?

Bergqvist, Jenny'?, Strang, Peter!3

!0Oncology and Pathology, Karolinska Institutet,
Stockholm, Sweden, 2ASIH Stockholm Sodra, Alvsjo,
Sweden, 3Stockholms Sjukhem, Stockholm, Sweden

Background: It is well-known that metastatic breast can-
cer patients tend to receive overtreatment at the end-of-
life, beyond evidence base. Still, the patients’ motives for
and thoughts about the palliative chemotherapy treatment
are not well studied.
Aim: To explore breast cancer patients’ motives, percep-
tions and experiences of palliative oncologic treatment.
Method: A qualitative study design with tape-recorded
semi-structured interviews that were transcribed verbatim
and analysed with a qualitative content analysis.
Results: The median age of the 20 women was 65 years,
(range 40-80) and they varied in socioeconomic status.
The women had lived with incurable disease for 4 years in
median (range 1-15) and received 3 lines of palliative
treatment (range 2-8). The majority had visceral metasta-
ses (90%).

Two main categories emerged:

1) The treatment (with 4 subcategories) and
2) The doctor’s role (with 2 subcategories).

In short, all the participants saw continuing treatment as
the only acceptable choice, despite disturbing side-effects.
Emotionally, discontinuation was no option. They trusted
their doctor who was considered an expert and most of
them wanted their doctor to decide about treatment. They
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all knew that the cancer was disseminated but despite this,
they tended to have hopes for cure. Any cancer symptom
triggered death anxiety, whereas they patiently accepted
similar side-effects from the treatment.

Conclusion: The majority of the women hope for cure and
have not perceived there is an option not to continue with
next line of palliative chemo/antibody therapy. They also
feel that both their doctors and relatives expect them to
continue treatment.

Abstract number: FC72
Abstract type: Oral

Rare Diseases Website: Developing the Parent-to-
Parent Content of a Rare Disease Website in Ireland

Nicholl, Honor!, Eustace-Cook, Jessica?, King, Carole’,
Murphy, Maryanne!, Prizeman, Geraldine!, Tracey,
Catherine!, Lynch, Aileen M."

ISchool of Nursing and Midwifery, Trinity College
Dublin, Dublin, Ireland, 2Trinity College Dublin, Dublin,
Ireland

Research aim: The aim of this follow-up study is to fur-
ther examine parents’ requirements for a live parent-to-
parent support platform on an innovative Irish website for
parents of children with rare conditions (RD-WIFI 2014).
Study population: Parents of children with rare
conditions.

Design and methods: A qualitative design descriptive
exploratory study to capture parents’ views on a live par-
ent-to-parent support platform. A purposive non-probabil-
ity sample (n=10) was recruited via the study’s gatekeeper,
(n=3) in a focus group and (n=7) in individual telephone
interviews. Ethical approval was obtained.

Methods of analysis: Biographical data were analysed using
simple descriptive statistics (MS Excel) and all participant
views were combined for simple thematic data analysis.
Results: The findings support those of RD-WIFI study
and found participants viewed that, they as parents living
in Ireland, need the support of an Irish online community
to share similar experiences, with a UNIQUE type data-
base and a system to contact parent ‘expert groups’. While
online support was viewed as important, it is not sufficient,
as face-to-face encounters are also required as is informa-
tion specific to the Irish context.

Limitations: The sample was limited to that recruited by
the gatekeeper. Initially the study sought to hold four
nationwide focus groups. However, following difficulties
in obtaining sufficient numbers, one focus group was held
and further data were collected via telephone interviews.
Discussion: The importance of this project is based on
70% of people with a rare condition are children (DOH,
2014) and it is estimated that 30% of these children will
not survive past their fifth birthday. The majority of these

children are cared at home by their parents, making the
need for parental information about their child’s condition
a critical component to their care.

Funding: The Irish Research Council New Foundation
Award (2014).

Palliative care in specific groups Il

Abstract number: FC73
Abstract type: Oral

How Often Do General Practitioners Communicate
about End-of-Life Topics with Community-dwelling
Older People and their Family in Three European
Countries?

Penders, Yolanda W.H.!, Onwuteaka-Philipsen, Bregje?,
Moreels, Sarah’, Donker, Gé A.#, Miccinesi, Guido’,
Deliens, Luc!, Van den Block, Lieve!

'End-of-Life Care Research Group, Vrije Universiteit
Brussel (VUB) & Ghent University, Brussels, Belgium,
2VU University Medical Center, EMGO Institute,
Amsterdam, Netherlands, *Health Services Research,
Scientific Institute of Public Health, Brussels, Belgium,
“Netherlands Institute for Health Services Research
(NIVEL), Utrecht, Netherlands, SISPO Cancer Prevention
and Research Institute, Florence, Italy

Background: The involvement of family in shared decision
making and communication about medical issues at the end
of life may be particularly relevant to older people, but it is
unknown how often this happens in different countries.
Method: Nationwide representative mortality follow-back
study among general practitioners (GPs), who filled in a
weekly questionnaire regarding all their patients who died.
The study included people who died non-suddenly over
the age of 75 and whose longest place of residence in the
last year of life was home (n=1556) in Belgium, the Neth-
erlands and Italy in 2013, 2014 or 2015. GPs indicated if
they had communicated with the patient and/or family
about diagnosis, prognosis, approaching end of life, pros
and cons of treatments, options for end-of-life care, spiri-
tual issues and psychological or social issues.

Results: GPs communicated more often with older patients
about all topics in Belgium (65%-81%) and the Netherlands
(51%-87%) than in Italy (3-33%). On average, GPs in Bel-
gium communicated with older patients about 3 out of 7
end-of-life topics, compared with 5 topics in the Nether-
lands and 1 topic in Italy. In all countries GPs communi-
cated with family about an average of 4 topics, particularly
diagnosis (75%-89%), prognosis (74%-90%) and the
approaching end of life (71%-89%). In Belgium and Italy,
all topics were more frequently discussed with family than
with the patient; in the Netherlands, only options for end-of-
life care were more frequently discussed with the family.
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Conclusion: That communication between GP and family
was similar in all countries suggest that family are seen as
an appropriate avenue for communicating about end-of-life
issues in different cultural settings, but whether this should
be in conjunction with communication with the patient dif-
fers as shown by the substantial variance across countries
in communication with older patients themselves.
Funding: None.

Abstract number: FC74
Abstract type: Oral

Providing Palliative Care in Hostels: A Case Series
Hudson, Andrew Elias’, McQuillan, Regina’®

IRCSI, Dublin, Ireland, 2St Francis Hospice and
Beaumont Hospital, Dublin, Ireland

Objective: The homeless are a vulnerable patient group,
particularly the visible homeless. Delivery of palliative
care to hostel dwellers is affected by barriers such as spo-
radic transitions between temporary accommodations, risk
of sudden death from injury or accident and lack of knowl-
edge about healthcare entitlements. This study reviews the
deaths of hostel dwellers receiving specialist palliative
care (SPC) from a Dublin service.

Methods: Information was retrieved from the SPC data-
base from 1997 to 2015. Charts of all hostel dwelling
patients were reviewed. Data included diagnosis, symptom
burden and service use. The patients’ notes were analysed
using content analysis, to identify care issues.

Results: The charts of 14 homeless patients were reviewed.
The median age at death was 62, 6 years earlier than the gen-
eral SPC population. All patients had cancer; 44% (n=6) had
ENT malignancy. 79% of patients were referred to SPC from
the primary care setting. 57% of patients received SPC in the
hostel environment. Patients were referred to SPC social
work (50%) and chaplaincy (35%). 50% of patients died in
the hospital, 35% in hospice and 15% in their hostel. Patients
had an average of 8 symptoms, with pain, constipation and

anxiety being the most commom. 75% suffered substance
misuse. 70% had poor compliance. 50% were estranged from
their family. Hostel staff were concerned about symptom
management and drug safety. SPC staff were concerned about
symptoms, compliance and family estrangement an implica-
tions for the patients completing life-work.

Conclusions: The number of hostel dwellers referred to
SPC is low. The needs are complex. Development of
resources to support hostel staff, primary care teams and
SPC providing care for this patient group has the potential
to improve care. This work has commenced.

Abstract number: FC75
Abstract type: Oral

Hyperglycemia and Hypoglycemia in End of Life
Diabetic Patients on Insulin: Application to Daily Care

Francillard, Marie, Lucy, Laporte, Frederic, Guirimand

Maison Medicale Jeanne Garnier, Paris, France

Background/aims: Prevalence of diabetes in hospice
patients is 10-15%. The objective of treatment is to avoid
symptoms of hypo- or hyperglycemia. However no practical
guidance is available due to the absence of data. This study
aims to provide initial data on glucose control with insulin.
Methods: Data for the last 3 weeks of life of all patients on
basal insulin therapy and hospitalised more than 6 days
before death were extracted from a database of 7793
patients (2007-2013) in a single hospice.

Results: 150 patients (71 + 13 years; 94 % with terminal
cancer) were analysed with 1336 days of treatment and
2839 capillary blood glucose (BG) readings. 97% of
patients were on intermediate-acting (IA) insulin, 52% in
the morning, 17% in the evening and 28% on both.

Mean BG was subnormal at 8 am and increased further
during the day. BG was increased on corticosteroids (CS;
daily dose > 20 mg prednisolone equivalent, 57% of
patients). BG was more stable throughout the day on morn-
ing versus evening A, irrespective of CS dosage.

8 am 12 am 6 pm
All 174 £ 74 217 + 88 225+ 88
Corticoid (CS) < 20 mg daily 166 + 63 200+79 191+ 72
Corticoid (CS)> 20 mg daily 180 + 81 230 + 93,***ys CS < 20 mg 252 £90,***ys CS < 20 mg
Intermediate-acting (IA) insulin 17271 210+ 88 209 + 86
in the morning
Intermediate-acting (IA) insulin 152 + 68,***vs IA in the 204 £73 238 £ 80,***vs 1A in the
in the evening morning morning
CS> 20 mg daily plus 1A 173 £80 215+98 238+92
insulin in the morning
CS > 20 mg daily plus [A 158 £ 64,***ys CS > 20 219+ 74 260 £ 72,***ys CS > 20 mg and

insulin in the evening mg and [A in the evening

IA in the evening

[Blood glucose (mg/dL) mean + SD ; *** : p< 10-3 (M]
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Hypoglycemic episodes (38/2839 BG readings < 60

mg/dL in 31/150 patients) were asymptomatic for all but
two and 68 % were predictable with BG < 120 mg/dL in
the preceeding 24 hours. Hyperglycemia was frequent
(190/2839 BG readings > 350 mg/dL in 45/150 patients;
15% of readings at 6 pm on CS).
Conclusion: IA insulin should be administered in the
morning, especially in CS treated patients. BG < 120
mg/dL should trigger immediate measures to prevent
hypoglycemia.

Abstract number: FC76
Abstract type: Oral

Developing Systems to Review End-of-Life Care

Smyth, Hilary!, De Siun, Anna?, O Neill, Aoife?, Kelly,
Jacinta®, Cronin, Una*

rish Hospice Foundation, Limerick, Ireland, 2Irish
Hospice Foundation, Dublin, Ireland, 3Irish Hospice
Foundation, Sligo, Ireland, Irish Hospice Foundation,
Cork, Ireland

Introduction: A suite of resources have been introduced
as part of a pilot programme to support Older Persons’
Residential Care Centres to enhance their end-of-life care.
Two initiatives outlined here are the Review after Death
(CEOL Review) and the Bereaved Relatives
Questionnaire.

Aim: To develop systems for staff to comprehensively
reflect upon and review their end of life care (EOLC), after
a death of a resident.

Methodology: Development of the CEOL Review process
included a staff workshop, tools to use when carrying out
a review, and post review procedures. Part 1 of the day-
long workshop provided information and support in three
key areas: Facilitation skills, Elements of good End of Life
Care (I.H.F., 2014), and Planning and Executing a Review
meeting. A supervised review of a recent death was then
performed by participants in part 2.

Engaging bereaved relatives/friends after the death of a

resident is a 3 step process that follows a CEOL Review.
The questionnaire is based on an established tool, modi-
fied for use in Residential Care. Staff are given compre-
hensive information and direction regarding obtaining
consent, dissemination of questionnaire, bereavement sup-
port information, follow up and analysis.
Results: Since March 2015, 105 participants have attended
15 workshops, and 20 CEOL Reviews have taken place.
All feedback post workshops and post reviews has been
very positive. The Bereaved Relatives and Friends Feed-
back Questionnaire development phase is completed and
the supporting documentation and processes are in final
editing at present. The questionnaires will be ready for dis-
tribution in November 2015.

Conclusion: The CEOL after Death Review and Bereaved
Relatives and Friends Feedback Questionnaire are two
processes aiming to support staff to improve End of Life
Care through structured refection and review of care. The
tools and processes are presently available to Residential
Care Centres engaged in the pilot programme.

Abstract number: FC77
Abstract type: Oral

Initial Results from an All-Ireland Study to Identify
the Pathways into and through Palliative Care for
Individuals who Have a Pre-existing Mental Illness

Walsh, Sarah!, Coughlan, Barbara!, Sheridan, Ann!,
Frazer, Kathleen!, Kemple, Mary!, O Toole, Sinead’,
Crawley, Loretta!, Leavey, Gerard?

'UCD School Of Nursing, Midwifery and Health
Systems, University College Dublin, Dublin, Ireland,
2The Bramford Centre for Mental Health and Wellbeing,
University of Ulster, Derry, Ireland

Background: This study is part of a larger project focus-
ing on palliative care needs of a vulnerable group of peo-
ple in Irish society with Serious Mental Illness (SMI). This
group are more likely to develop an additional chronic
health condition and die sooner than 30 years ago.

Aim: To determine the prevalence and profile of patients
with SMI requiring palliative care in Ireland attending
their General Practitioners (GP).

Method: A Survey Design was implemented. A specific
study Questionnaire entitled “Palliative care needs of
patients with a diagnosed mental illness” was developed
and sent to 3,900 GPs in Ireland.

Results: A total of 567 (14.5%) GPs throughout Ireland
returned the questionnaire. Data were entered into SPSS
and descriptive analyses indicate 44.8% (n=254) of GPs
had in excess of 100 SMI patients with palliative care
needs attending their practice in the past 3 years. One third
of GPs (n=201) reported identifying patients with a SMI
diagnosis and having additional palliative care needs in the
previous year. Thirty one percent of GPs (n=171) and
16.8% (n=95) of the practice nurses had completed a pal-
liative care course. Depression 30.5% (n=173), Mood Dis-
orders 46.4% (n=263) and General Anxiety 20.6% (n=117)
were each ranked 15t as the most common mental illness
GPs encountered in their practice in the year previous.
Cardiovascular conditions (79.2%, n=449) were the most
frequently reported physical health conditions, followed
by Respiratory Related Disorders (71.3%, n=404), Diabe-
tes (70.0%, n=397), Breast (19.9%, n=113) and Lung Can-
cer (18.5%, n=105) in patients with an SMI.

Conclusion: Initial findings indicate that a significant pro-
portion of GP’s are identifying and providing care for
those with SMI and a Co-morbid physical condition. Given
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the low response rate it is reasonable to conclude that the
need for palliative care among those with a diagnosed SMI
is high. Supported by the ICGP & funded by the All Ire-
land Institute of Hospice and Palliative Care (AIIHPC).

Abstract number: FC78
Abstract type: Oral

Interdisciplinary Palliative Care for Patients with
Lung Cancer

Ferrell, Betty!, Borneman, Tami?, Koczywas, Marianna?,
Reckamp, Karen’, Hurria, Arti®, Williams, Anna Cathy?

"Nursing Research and Education, City of HopeCity of
Hope Comprehensive Cancer Center, Duarte, United
States, 2Nursing Research and Education, City of Hope
Comprehensive Cancer Center, Duarte, United States,
3Medical Oncology and Therapeutics Research, City of
Hope Comprehensive Cancer Center, Duarte, United
States

Objective: Palliative care, including symptom manage-
ment and attention to quality of life (QOL) concerns,
should be addressed throughout the trajectory of a serious
illness such as lung cancer. This study tested the efficacy
of an interdisciplinary palliative care intervention for
patients with stage I-IV non-small cell lung cancer
(NSCLC).

Methods: Patients undergoing treatments for NSCLC
were enrolled in a prospective, quasi-experimental study
whereby the usual care group was accrued first followed
by the intervention group. Patients in the intervention
group were presented at interdisciplinary care meetings
and appropriate supportive care referrals were made.
Patients also received four educational sessions. In both
groups, QOL, symptoms, and psychological distress were
assessed at baseline and 12 weeks using surveys which
included the FACT-L, FACIT-Sp-12, LCS, and the Dis-
tress Thermometer.

Results: A total of 491 patients were included in the pri-
mary analysis. Patients who received the intervention had
significantly better scores for QOL (109.1 vs. 101.4; p <
.001), symptoms (25.8 vs. 23.9; p < .001), spiritual well-
being (38.1 vs. 36.2; p <,001), and lower psychological
distress (2.2 vs. 3.3; p <.001) at 12 weeks, after control-
ling for baseline scores, compared to patients in the usual
care group. Patients in the intervention group also had sig-
nificantly higher numbers of completed advance care
directives (44% vs. 9%; p < .001), and overall supportive
care referrals (61% vs. 28%; p <.001).

Conclusions: Interdisciplinary palliative care in the
ambulatory care setting resulted in significant improve-
ments in QOL, symptoms, and distress for NSCLC
patients.

Funding: NCI Program Project Grant #1PO1CA136396-01.

Mixed session IV: Education and
communication at end of life

Abstract number: FC79
Abstract type: Oral

How Effective Is End of Life Care Communication
Skills Training for Non-specialist Palliative Care
Providers? Findings from a Systematic Review and
Meta-analysis

Selman, Lucy’, Brighton, Lisa?, Hawkins, Amy?,
McDonald, Christine?, Koffman, Jonathan?, Robinson,
Vicky*?, George, Rob®?, Khan, Shaheen A.%,
Transforming End of Life Care

'Department of Palliative Care, Policy & Rehabilitation,
King’s College London, London, United Kingdom,
2Cicely Saunders Institute, Department of Palliative Care,
Policy & Rehabilitation, King’s College London, London,
United Kingdom, 3Sam Beare Hospice, Weybridge,
United Kingdom, “Guy’s and St Thomas’ Hospital

NHS Foundation Trust, London, United Kingdom, St
Christopher’s Hospice, London, United Kingdom

Background: As most end of life care (EoLC) occurs in
generalist rather than specialist palliative care settings,
effective training of non-specialist palliative care provid-
ers (NSPs) is crucial. In particular, NSPs need training in
EoLC communication skills. Despite the widespread avail-
ability of such courses, there has been no comprehensive
review of their effectiveness to inform evidence-based
training and clinical practice.

Aim: To identify and appraise the effectiveness of EoLC
communication skills training interventions for NSPs.
Methods: Systematic review of literature up to Nov. 2014
using 10 electronic databases. Reports of EoLC communi-
cation skills training interventions evaluated in NSPs were
included. Study quality was assessed independently by 2
authors using published criteria. Data from randomised con-
trolled trials (RCTs) were converted to effect sizes to syn-
thesise results. Comparable outcomes were combined in
meta-analyses.

Results: 10,296 records were identified. 153 papers repre-
senting 144 studies were eligible for inclusion. Of these, 19
were RCTs; these were from USA (n=10), Japan (n=2), Bel-
gium (n=2), and Canada, Germany, Netherlands, Spain, and
UK (each n=1). Training was consistently associated with
positive effects on staff confidence. The effects of training on
staff behaviours were greater in simulated interactions than
real patient encounters. The few studies examining outcomes
among patients and families found trends towards positive
effects. Meta-analyses showed small, non-significant
improvements in patient depression, anxiety and satisfaction.
Conclusion: This first synthesis of research studies exam-
ining the effectiveness of EoLC communication skills
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training programs for NSPs found training can increase
confidence and positively change behaviours. However,
simulated interactions can overestimate the effects of
training, and future work must assess the impact of train-
ing on patients and families.

Funder: Health Education South London.

Abstract number: FC80
Abstract type: Oral

Training General Practitioners in Timely
Identification of their Palliative Patients and in
Anticipatory Care Planning: Results of an RCT

Thoonsen, Bregje!, Verhagen, Stans!, van Weel, Chris®3,
Vissers, Kris?, Groot, Marieke®, Engels, Yvonne'

I Anesthesiology, Pain, Palliative Medicine,

Radboud University Medical Center, Nijmegen,
Netherlands, 2Primary and Community Care, Radboud
University Medical Center, Nijmegen, Netherlands,
3Australian Primary Health Care Research Institute,
Australian National University, Canberra, Australia,
4Anesthesiology, Pain, Palliative Medicine, Australian
Primary Health Care Research Institute, Canberra,
Nijmegen, Netherlands, SAustralian Primary Health Care
Research Institute, Canberra, Nijmegen, Netherlands

Background: Palliative care still is mainly restricted to
reactive terminal care. General practitioners (GPs) asked
for guidance in how to timely identify palliative patients
and to structure anticipatory care. For that reason, we
developed a training for GPs in these aspects and studied
its effect on out-of-hours contacts, contacts with their own
GP, hospitalizations and place of death.
Methods: We performed a cluster RCT. GPs in the inter-
vention group were trained in identifying their palliative
patients and in anticipatory care planning. They were also
offered a communication training, and for each identified
patient, a coaching session with a specialist in palliative
care. The GPs in the control group did not receive training
or coaching, and were asked to provide care as usual.
After one year, characteristics of patients deceased of
cancer, COPD or CHF in both study groups were com-
pared with mixed effects models for out-of-hours contacts,
contacts with their own GP, place of death and hospitaliza-
tions in the last months of their life. As a post-hoc analysis,
of identified patients (of the intervention GPs) these fig-
ures were compared to all other deceased patients, who
had not been identified as in need of palliative care.
Results: We did not find differences between both groups.
However, only half of the trained GPs (28) identified
patients (52), which was only 24% of'the deceased patients.
The identified patients had more contacts with their own
GP (B 4.5218; p < 0.0006), were less often hospitalized
(OR 0.485; p 0.0437) more often died at home (OR 2.126;

p 0.0572) and less often died in the hospital (OR 0.380; p
0.0449).

Conclusions: Although we did not find differences
between the intervention and control group, we found in a
post-hoc analysis that identified palliative patients had
more contacts with their GP, less hospitalizations, and
more often died at home. We recommend to explore ways
to timely identify more palliative patients.

Abstract number: FCS81
Abstract type: Oral

Medical Students Writing on Death, Dying and
Palliative Care: A Qualitative Analysis of Reflective
Essays

Boland, Jason W', Dikomitis, Lisa?, Gadoud, Amy?

"Hull York Medical School, Hull, United Kingdom,
2School of Social Sciences, University of Hull, Hull,
United Kingdom, 3Hull York Medical School, University
of Hull, Hull, United Kingdom

Background: Medical students and doctors are becoming
better prepared to care for palliative care patients. This
needs to start at medical school and develop during the
students’ career. Reflection forms an important part of this.
Aims: To assess how students learn about death, dying and
palliative care using reflective essays.

Methods: Qualitative study in which reflective essays,
written by third year medical students in one year from one
UK medical school were analysed. All reflective essays
from this year group were anonymously screened for those
that discussed their experience of death, dying and pallia-
tive care during a clinical placement. These were analysed
using QSR NVivo 10 software by three researchers with
different professional backgrounds and research expertise.
The analysis used a grounded theory approach and included
three phases:

(1) open coding;
(2) axial coding and
(3) selective coding.

Results: 54 essays met the inclusion criteria, 22 students
gave consent for participation in the study and their 24
essays were included. Saturation of themes was reached
with these essays. Three overarching themes were identi-
fied: emotions, empathy, and experiential and reflective
learning. The students emphasised trying to develop a bal-
ance between showing empathy and their emotional state
“biting my tongue to stop myself crying”. The essays
showed that students learnt a lot from the clinical encoun-
ter and watching doctors in the difficult situations “text-
book cases are no longer the method of learning”, as well
as from their refection during and after the experience “for

Downloaded from pmj.sagepub.com at University of Huddersfield on June 27, 2016


http://pmj.sagepub.com/

Abstracts

NP55

future scenarios I think it would be helpful to learn about
how to approach talking to patients”.

Conclusion: Reflective essays give insights into the way
students learn about death, dying and palliative care and
how it affects them personally. The essays also helped
develop the basis of strategies to make them more effec-
tive learning tools.

Abstract number: FCS82
Abstract type: Oral

Advance Care Planning: When and by whom?
Perspectives of Patients, Relatives, Physicians and
Nurses

Bolt, Eva, Pasman, Roeline, Onwuteaka-Philipsen,
Bregje

Department of Public and Occupational Health, EMGO
Institute for Health and Care Research, Expertise Center
of Palliative Care, VU University Medical University,
Amsterdam, Netherlands

Background/aims: Although the importance of ACP is
not contested, little is known about the preferred timing
and preferred initiator of ACP discussion. The aim of this
study is to get insight in preferred timing and preferred
initiator of ACP discussion from different perspectives.
Population: Dutch patients (n=91), relatives (n=594),
physicians (n=349) and nurses (n=389) with experience
with end-of-life care. Participants were recruited through
patient, elderly and medical organizations.

Design: Online structured questionnaire, open access.
Analysis: Descriptive study, groups were compared using
Pearson Chi square test (two-sided).

Results: Respondents differed in their ideas when ACP
should be initiated: While the answer most often given by
relatives was that ACP can best be initiated before illness
(42%), patients (41%) and physicians (47%) mostly
thought that the best timing is after diagnosis of a serious
illness/frailty, and most nurses (44%) preferred to wait
until the disease was incurable. Most respondents described
that a conversation about ACP could be initiated by patient,
physician, relative as well as nurse, but the majority pre-
ferred the patient and/or the physician (76% and 67%) to
initiate this conversation. Respondents who preferred the
patient to initiate the discussion, more often described that
ACP should start before illness (34%) than respondents
who had no preference for the patient (12%). Respondents
who preferred ACP to be initiated by the physician, more
often had a preference for a conversation on ACP later in
the disease trajectory (80% compared to 54%).
Conclusions: There is no consensus about preferred tim-
ing among patients, relatives, physicians and nurses.
Respondents who prefer early ACP, see a bigger role for
the patient as initiator. However, because not all patients

are able to start a conversation on ACP, initiating this con-
versation is a task for all involved.
Funding: KNMG Royal Dutch Medical Assoc.

Abstract number: FC83
Abstract type: Oral

The Quality of End of Life Care of Patients with
Metastatic Small Cell Lung Cancer: Does it Differ
from Other Lung Cancer Patients?

Philip, Jennifer!, Collins, Anna’!, Burchell, Jodie

L?, Mileshkin, Linda’, Le, Brian*, Hudson, Peter'?,
Meclachlan, Sue AnneS, Currow, David’, Millar, Jeremy?,
Krishnasamy, Meinir®!?, Sundararajan, Vijaya?

ICentre for Palliative Care, St Vincent’s Hospital &
University of Melbourne, Melbourne, Australia, 2St
Vincent’s Hospital, Department of Medicine, University
of Melbourne, Melbourne, Australia, 3Medical Oncology,
Peter MacCallum Cancer Centre, Melbourne, Australia,
4Palliative Care Service, Royal Melbourne Hospital,
Melbourne, Australia, SQueens University, Belfast,
United Kingdom, ®Medical Oncology, St Vincent’s
Hospital, Melbourne, Australia, "Discipline of Palliative
and Supportive Services, Flinders University, Adelaide,
Australia, 8Radiation Oncology, Alfred Health,
Melbourne, Australia, °Cancer Experiences Research,
Peter MacCallum Cancer Centre, Melbourne, Australia,
19Department of Nursing, University of Melbourne,
Melbourne, Australia

Aims: To date, discussions around integration of palliative
care into lung cancer care has centred on those with nons-
mall cell histology. Small cell lung cancer has received
little attention, and its responsiveness to chemotherapy
suggests there may be different patterns of care for this
group of patients. This study seeks to determine those pat-
terns of care for patients with metastatic small cell lung
cancer (mSCLC) including the current quality of end of
life care.

Methods: This was a retrospective population cohort
study of mSCLC cases that died between 2003 and 2010 (n
= 1873). Linked hospital inpatient, emergency, and death
registration data were used to track health service use and
survival from first multi-day hospital admission to death.
Descriptive statistics on health service use, procedures,
survival, and place of death are presented.

Results: Following a multiday admission with metastatic
disease, the cohort (n = 1873) survived a median of 2
months (IQR 1, 7). Fifty percent (945) had inpatient che-
motherapy (including day cases) in the interval between
metastatic disease admission and death. In the last 30 days
of life: 1026 (55%) had more than 1 acute hospital admis-
sion, 177 (9%) more than 1 Emergency Department pre-
sentation, 986 (53%) spent more than 14 days in hospital,
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286 (15%) received chemotherapy and 68 (4%) spent time
in intensive care. While 1220 (65%) had a palliative care
approach in place by the time of death, this first occurred
in the final admission for 870 (71%).

Conclusions: These data reveal that patients with mSCLC
have care patterns similar to published data around those
with non-small cell histology. In particular, palliative care
is considered proximal to death for those with mSCLC.
Strategies to foster integration of palliative care in lung
cancer must be expanded to incorporate small cell lung
cancer patients.

Abstract number: FC84
Abstract type: Oral

Predictors of the Stability of End-of-Life Treatment
Preferences over Time

Torres-Vigil, Isabel’?, Swank, Paul R.!, de la Rosa,
Allison?, Bruera, Eduardo?

IGraduate College of Social Work, University of
Houston, Houston, United States, 2Department of
Palliative, Rehabilitation & Integrative Medicine,
University of Texas MD Anderson Cancer Center,
Houston, United States

Context: End-of-life (EOL) treatment preferences may
change over time, yet findings related to the direction of
change have been inconsistent.

Aims: To identify the clinical, demographic and psychoso-
cial predictors of the stability of the EOL treatment prefer-
ences of older Latinos with advanced cancer.

Methods: One-hundred and three older Latinos with advanced
cancer (metastatic, recurrent or locally advanced) enrolled in a
longitudinal study were interviewed once a month up until 12
months or death to assess preference stability over time. Mea-
sures in the interview included: patient EOL preferences,
demographics, ESAS, EQ-5D, ECOG, FACT-G, Powe Fatal-
ism Index, Lubben Social Network Scale-6 and Medical Mis-
trust Index. Data were analyzed using a generalized linear
model with repeated measures over time.

Results: Fifty percent preferred palliative care (PC) and
50% preferred life extension (LE) at baseline. The percent-
age of patient preferences shifting from LE to PC was 5X
greater than that shifting from PC to EL (P=0.005). Thirty-
eight percent changed their treatment preferences (32%
changed from LE to PC and 6% from PC to LE) and 62%
remained stable. Those with no problems in mobility or
usual activities (EQ-5D) showed a greater preference for
LE (P< 0.04). Male gender, older age, low overall well-
being (ESAS) and low fatalism predicted greater increases
for PC preferences over time (P< 0.04).

Conclusion: This is the first longitudinal study to investi-
gate how clinical, psychosocial and demographic/cultural
factors influence the stability of EOL treatment preferences

in older Latinos with advanced cancer. Findings suggest
that a combination of all of these factors influence the sta-
bility of preferences over time. Findings will inform cultur-
ally appropriate PC strategies, including fluid advance care
planning and the types and frequency of discussions physi-
cians should have with patients.

Funding Source: NCI (KO1CA151785-06).

Mixed session V: Non-cancer

Abstract number: FC85
Abstract type: Oral

Hand Grip Strength as a Surrogate for Disease
Severity and Prognosis in Advanced Chronic
Obstructive Pulmonary Disease

Xu, Huiying!, Neo, Han Yee?, Yap, Wee See!, Wu, Huei
Yaw?, Hum, Allyn, Yin Mei?

IRespiratory and Critical Care Medicine, Tan Tock Seng
Hospital, Singapore, Singapore, 2Palliative Medicine, Tan
Tock Seng Hospital, Singapore, Singapore

Background: Chronic Obstructive Pulmonary Disease
(COPD) causes significant mortality and morbidity. Early
identification of end stage COPD patients is important for
timely initiation of Palliative Care. Exercise capacity predicts
mortality and is part of prognostic scores such as the BODE
index. Unfortunately, exercise testing is time consuming and
seldom performed in the clinic setting. Hand grip strength,
however, can be easily done and has been shown to be a reli-
able indicator of body strength. We aim to investigate the rela-
tionship between Hand grip strength and markers of disease
severity and prognosis in advanced COPD patients.
Methods: Stage III/IV COPD patients were prospectively
recruited from the Respiratory Clinic of a Singapore tertiary
hospital. Components of the BODE Index namely Body
Mass Index (BMI), 6-minute walk test (6MWT) distance,
Forced Expiratory Volume in 1s (FEV1) and Dyspnea scale
were assessed. Dominant hand hand grip strength was mea-
sured for all patients. Statistical analysis was performed
using Independent T test and Chi-Square analysis.

Results: 80 subjects with a mean age of 71.3 +/- 8.2 years
were studied. Patients with hand grip strength in the lowest
quartile (=17kg) had significantly lower mean FEV1 and
higher mean BODE score compared to the rest (Tablel).
At a median followup duration of 749 days, there were 7
(30.4%) deaths in the lowest quartile group compared to 6
(10.5%) deaths in the rest of the cohort (hazard ratio 2.9;
95% CI 1.1 to 7.7; P<0.05).

Conclusion: Reduced hand grip strength was associated
with worse FEV1, BODE scores and higher mortality in
advanced COPD. Hand grip strength can be a surrogate for
disease severity and prognosis especially in settings where
formal exercise testing cannot be done, allowing early
identification of sicker patients in need of palliative care.
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Table 1.
Hand Grip Strength Hand Grip Strength First p value
Lowest Quartile to third quartiles
FEV1 (% predicted) 30.4+/-13.8 37.7+/-10.5 0.01
BODE Score 6.8+/-2.3 5.7+/-2.2 0.05

Abstract number: FC86
Abstract type: Oral

Future Care Planning in Advanced Heart Disease; A
Stepped Wedge Randomised, Controlled Trial

Denvir, Martin!, Highet, Gill?, Cudmore, Sarah?,
Robertson, S!, Weir, Christopher?, Murray, Scott?, Boyd,
Kirsty?

'Department of Cardiology, Royal Infirmary of
Edinburgh, Edinburgh, United Kingdom, *Primary
Palliative Care Research Group, University of Edinburgh,
Edinburgh, United Kingdom, 3Edinburgh Health Services
Research Unit, Centre for Population Health Sciences,
The University of Edinburgh, Edinburgh, United
Kingdom

Background: Holistic palliative care is recommended for
patients with advanced heart disease but often poorly
delivered. Barriers include: few clinical trials, a culture of
disease-focused care in cardiology, and challenges of time
and expertise in discussing future care planning with
patients and families.

Aims: To pilot a randomised, controlled trial of a future
care planning intervention at hospital discharge in patients
with advanced heart disease.

Methods: 50 patients hospitalised with acute on chronic
heart failure or acute coronary syndrome and a predicted
twelve month mortality risk of 20% or more were ran-
domised to receive a twelve week ‘Future Care Planning’
intervention at discharge or twelve weeks after discharge
home. A cardiologist and a cardiac nurse specialist met the
patient and family to discuss the person’s condition, goals,
priorities and future treatment/ care planning. Care plans
were shared with the GP and hospital teams. The nurse
provided two follow-up meetings (six and twelve weeks)
and telephone support, updating the plans. Quality of life,
symptoms and anxiety/distress were assessed by question-
naire. Case note review documented hospitalization and
deaths for 24 weeks after discharge. Qualitative interviews
evaluated participants’ experiences.

Results: The intervention increased power of attorney
nomination, CPR decisions and anticipatory care plans.
There was no increase in anxiety or distress (Kessler score
- E 16.7 (7.0) v D 16.8 (7.3), p=0.94). Quality of life
remained stable twelve weeks after discharge (EQSD - E
0.54 (0.29) v D 0.56 (0.24), p=0.86). The intervention was
valued greatly by patients, carers and GPs.

Conclusions: A randomised, clinical trial of future care
planning is feasible, deliverable and acceptable following
an acute hospital admission for patients with heart disease
at high risk of deteriorating and dying. A larger Phase 3
trial of integrated palliative care assessment and care plan-
ning is indicated.

Abstract number: FC87
Abstract type: Oral

Do Lung Transplant Patients and Carers Have Unmet
Palliative Care Needs?

Li, Chi'?, Collins, Anna®, Snell, Greg?, Gold, Michelle’,
Philip, Jennifer’

Palliative Care Service, Alfred Health, Melbourne,
Australia, 2Lung Transplant Service, Alfred Health,
Melbourne, Australia, 3Centre for Palliative Care,
St Vincent’s Hospital & University of Melbourne,
Melbourne, Australia

Background: Increasing numbers of patients with life-
threatening respiratory illnesses are referred for lung trans-
plantation (LTX). These patients have a poor prognosis
and (along with their carers) often endure substantial mor-
bidity and significant hardship, both before and after LTX.
They may therefore benefit from palliative care (PC).
Aim: To determine if patients and carers at a major LTX
service have PC needs.

Methods: In this prospective cross-sectional study, con-
secutive patients (n=556) and their carers attending LTX
clinics between April and October 2015 were invited to
complete surveys examining their quality of life (Medical
Outcomes Study SF-36), symptoms (Edmonton Symptom
Assessment System) and supportive care needs (Carer
Support Needs Assessment Tool). Results were analysed
using descriptive statistics and independent samples ¢ tests
were performed to compare differences between groups.
Results: The sample consisted of 113 patients (mean age
60 years, 52% female) and 87 carers (84% spouse). Most
respondents were post-LTX (75%). Regardless of LTX sta-
tus, a significant proportion of patients and carers indi-
cated a need for more support, for example with prognos-
tication (patients 42%, carers 51%) and coping (patients
28%, carers 37%). Pre-LTX patients experienced signifi-
cantly worse quality of life across several domains, includ-
ing physical functioning (pre-LTX m 18.9 sd 15.1 versus
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post-LTX m 71.8 sd 24.6, p< .001) and social functioning
(m41.1sd25.2 versus m 77.1 5sd 26.2, p<.001). They were
also more likely to report moderate to severe symptoms,
such as dyspnoea (96% versus 14%, p<.001) and tiredness
(82% versus 38%, p< .001). Correspondingly, pre-LTX
carers were more likely to describe a higher burden of care
(67% versus 35%, p=.01).

Discussion: LTX patients and carers in this study do have
substantial PC needs. Incorporating PC into both pre- and
post-LTX care may enhance symptom management and
bolster psychosocial support for patients and carers.

Abstract number: FC88
Abstract type: Oral

Earlier Integration of Palliative Care: Examining the
Palliative Care Needs and Quality of Life of Carers
for People Living with Advanced Heart Failure

Mcllfatrick, Sonja'?, Fitzsimons, Donna’, Doherty,
Leanne'

Ulster University, Londonderry, United Kingdom, 2All
Ireland Institute of Hospice and Palliative Care, Dublin,
Ireland

Background: Evidence suggests that end-of-life care in
heart failure is poor, characterized by high levels of symp-
toms, inadequate support and poor quality of life. Family
carers play a crucial role in supporting advanced HF
patients yet there is a lack of knowledge on the needs and
experiences of carers for this group of patients.

Aim: To examine the palliative care needs, quality of life,
perceived burden and level of preparedness of carers of
people living with advanced heart failure.

Methods: A sequential confirmatory mixed methods
approach comprising two phases.

Phase 1: Postal survey with carers identified via a data-
base of patients living with advanced heart failure (NYHA
Classification III-IV, ejection fraction < 40% and = 1
unscheduled hospital admission in the previous 12 months)
across Ireland. Data included measures of depression, anx-
iety, QoL, perceived social support and illness beliefs, car-
egiver burden, needs assessment and preparedness for
caregiving. Inclusion criteria: carers identified by the
patient as the main person who provides care.

Phase 2: semi structured face to face interviews with
carers (n=20). Thematic analysis of verbatim transcripts
was used to identify emergent themes. Descriptive and
inferential data analysis using SPSS was undertaken.
Results: 82 carer responses was obtained (response rate
47%). Nearly one third of the carers experienced moderate
to severe levels of depression and anxiety and their quality
of life was impacted by their caregiving role. They spent a
considerable time on caregiving tasks with over 60%
spending over 50 hours per week. Themes from the

qualitative interviews indicated that the carers considered
that their life is on hold; expressing feelings of isolation
and frustration at a perceived lack of support.
Conclusions: Carer’s needs are variable depending on the
patients’ medical stability. A holistic approach is needed to
support these carers.

Funding: Health Research Board & AITHPC.
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Living and Dying with Heart Failure in Kenya:
Exploring Patients’ Understanding of their Illness

Kimani, Kellen'?, Murray, Scott!, Grant, Liz’

ICentre for Population Health Sciences, University of
Edinburgh, Edinburgh, United Kingdom, *School of
Public Health, University of Nairobi, Nairobi, Kenya,
3Global Health Academy, University of Edinburgh,
Edinburgh, United Kingdom

Background: Exploring patients’ understanding of illness
is important for knowing how patients make sense of their
illness so as to tailor services to meet their needs. There is
limited evidence on how people living with heart failure in
Sub Saharan Africa perceive their illness.

Aim: To explore the ongoing lived experience of heart
failure in Kenya focusing on patients’ understanding of
their illness from diagnosis to death.

Methods: We recruited 20 patients admitted with a diag-
nosis of advanced heart failure at a district hospital in
Kenya. We conducted three serial in depth interviews with
patients at 0, 3 and 6 months after recruitment, initially in
hospital and then at home. Bereavement interviews were
conducted with nominated carers. Interviews were
recorded, transcribed into English and analysed using the
Framework approach, assisted by Nvivo software
package.

Results: Patients expressed multiple understandings of the
cause and likely course of their illness. In the beginning,
they described their illness as ‘ordinary’, similar to com-
mon infections, and often sought care when their illness
began to limit their capacity to work. Some felt confused
by their diagnosis, believing their illness to be a disease for
the rich or affecting the aged. Many were unaware of the
chronic nature of their illness, choosing to stop treatment
once they felt well. Others described illness as fate, believ-
ing ‘once you get this illness in your body you can’t tell it
to go’. Patients were more fearful about the costs of the
illness than the physical decline, and self-selected their
prescribed drugs, purchasing only the cheaper ones which
provided immediate relief such as furosemide.
Conclusion: Acknowledging patients’ diverse illness
beliefs is vital for informing acceptable patient-centred
approaches to promote earlier presentation and diagnosis,
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better treatment compliance and better quality of life for
people living and dying from heart failure in Kenya.

Abstract number: FC90
Abstract type: Oral

ICD and LVAD Deactivation at the End of Life:
Patient and Caregiver Experiences

Hupcey, Judith, Kitko, Lisa, Alonso, Windy

College of Nursing, Pennsylvania State University,
University Park, United States

Introduction: The use of cardiac implantable devices such
as implantable cardioverter-defibrillators (ICDs) and ven-
tricular assist devices (VADs), continues to increase in
patients with advanced heart disease. These technologies are
implanted to extend life; nevertheless, patients will ulti-
mately die with these devices in place thus end-of-life (EOL)
planning should include plans for deactivation. Devices that
are not deactivated may contribute to a decreased quality of
death for patients and distress for family members.
Purpose: The purpose of this study was to determine
whether device deactivation and use of EOL services
occurred prior to death.

Methods: Patient-caregiver dyads, who were part of a lon-
gitudinal study on the palliative care needs of patients with
less than a 2-year predicted survival, participated. The par-
ent study (n=100) included 48 patients with ICDs and 16
of those also had VAD implantation during the study. In
the qualitative interview process, dyads were asked about
their knowledge of device deactivation as part of advance
care planning. After patients died, caregivers (n=27) were
interviewed about device deactivation and EOL services
(palliative care or hospice) prior to death.

Results: The majority of patients and caregivers did not
have discussions with health care providers concerning
deactivation of devices at the time of implantation or as
patients were actively dying. Of the 27 patients who died
with an ICD in place, only 6 were deactivated prior to
death. Of the 2 patients who died with a VAD in place, one
was deactivated prior to death. Twenty-one patients
received EOL services.

Conclusions: The majority of patients had EOL services
but few device deactivations occurred prior to death. Dis-
cussions concerning device deactivation should ideally
occur at the time of implantation and continue through the
EOL. Several consensus statements are available to guide
healthcare providers in discussions of device deactivation
at the EOL.

End of life care and quality of dying Il
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The Final Illness: Decision-making in the Family Unit

Resnizky, Shirli!, Doron, Israel (Issi)?, Leichtentritt,
Ronif?

ICenter for Research on Aging, Myers-JDC-Brookdale
Institute, Jerusalem, Israel, 2Department of Gerontology,
University of Haifa, Haifa, Israel, *Department of Social
Work, Tel Aviv University, Tel Aviv, Israel

Background and aim: Although family members have a
significant role in the care of terminal patients, if a patient
is mentally competent, they have no legally or morally
place in making medical decisions. The study aims to
explore the actual place and function of family members in
medical decision-making.

Study method: Semi-structured in-depth interviews were
conducted with 13 families. Patients and family caregivers
were interviewed separately (n=27). The patients suffered
from metastasized cancer and were treated by oncological
services and simultaneously by home hospice unit. The
findings were analyzed using Grounded Theory method.
Findings: The study yielded a comprehensive picture of
the patterns of family action. The main axis emerging was
the family unit acting together, although in four styles:

1. Mutual decision-making in which patient and
family exercise “equal weight” in making medical
decisions and there is constant negotiation.

2. Delegating decision-making: The patient “depos-
its” decisions in the hands of the family, which in
turn deposits it in the hands of the physician.

3. “The Lost”: The patient and family react to
changes in the illness but do not manage to lead
decision-making.

4. Relative autonomy: The patient leads decision-mak-
ing about treatment, while at home the family leads.

Conclusion and recommendation: The findings attest the
gap between the legal approach to the family - having no part
in decision-making, and the actual approach - playing a part;
There is a need to furnish professionals with more tools to
cope with the family’s presence, such us "family confer-
ence’. There is a need to raise the awareness of professionals
as to different family textures. No “one rule” is relevant to
all. There is room to develop ethical principles to help regu-
late the place of the family in medical decision-making.

The study was funded with a scholarship from Bil
Berman, MYERS-JDC-Brookdale and the Israel National
Institute for health Policy Research.
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How to React to a Desire to Hasten Death:
Development of a Training Programme
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FErerich, Gerrit!, Romotzky, Vanessa!, Galushko, Maren!,
Wolf, Jiirgen?, Voltz, Raymond'

'Department of Palliative Medicine, University Hospital
of Cologne, Cologne, Germany, 2Department I of Internal
Medicine, University Hospital of Cologne, Cologne,
Germany

Aims: Although health professionals (HP) in palliative
care (PC) are regularly confronted with desires to hasten
death (DHD), there is considerable uncertainty concerning
how to deal with them. This study wants to identify the
needs regarding the content and structure of a possible
training programme.

Methods: Focus groups comprising HPs in specialised
and general palliative care (physicians, general practitio-
ners, nurses, psychologists, pastoral workers, social work-
ers) were carried out at four locations by two facilitators.
These sessions were transcribed and analysed using con-
tent analysis.

Results: Four focus groups consisting of HPs from spe-
cialised palliative care as well as three with representa-
tives from general palliative care were held. The partici-
pants requested information on the type, detection of and
reasons for DHD as well as on possible interventions.
Moreover, they requested information on the assess-
ment, the legal situation regarding euthanasia and on
obtaining external expertise. Reflecting one’s own atti-
tude towards death and DHD, and the accompanying
emotions and ways of coping with stress was seen as
essential. The training programme should take into
account that HPs are often under time pressure and that
there is sometimes no culture for dealing with DHD in a
sensitive manner in the workplace. Multidisciplinary
exchange of experience, possibilities for personal expe-
rience and practicing methods were requested as teach-
ing methods in addition to lectures.

Conclusion: HPs express a clear need for an improvement
of competences for coping with DHD. In order to learn
how to effectively and confidently cope with DHD, devel-
oping, carrying out and evaluating a training programme
would be helpful. Of particular importance for improving
competences, in addition to current knowledge concerning
DHD and the legal situation, is the reflection of one’s own
behaviour and emotions as well as practicing specific ways
of dealing with DHD.

Abstract number: FC93
Abstract type: Oral

Does Implementation of a Care Pathway for Dying
Patients in Nursing Homes Improve Communication
with the Relatives?

Paulsen, Maria Emhjellen’, Iversen, Grethe Skorpen®?3,
Haugen, Dagny Faksvdg®*

Faculty of Medicine and Dentistry, University of Bergen,
Bergen, Norway, ?Regional Centre of Excellence for
Palliative Care, Western Norway, Haukeland University
Hospital, Bergen, Norway, *Centre for Development

of Institutional and Home Care Services Hordaland,
Bergen, Norway, “Department of Clinical Medicine K1,
University of Bergen, Bergen, Norway

Background/aims: Almost 50% of all deaths in Norway
take place in nursing homes. To improve the care for dying
patients and their relatives, a project was launched to
implement the Liverpool Care Pathway (LCP) in 40 nurs-
ing homes in Bergen. The study aim was to examine
whether implementation of the LCP (hereafter implemen-
tation) in nursing homes led to changes in communication,
symptom relief and nursing care, as evaluated by bereaved
relatives.

Methods: Postal survey to a close relative of patients who
died an expected death in six nursing homes in Bergen,
before and after implementation. The survey asked about
communication, nursing care, and symptom relief the last
three days of life, as well as demographic questions about
the deceased and the responder. The study had ethics
approval and written informed consent.

Results: 625 residents died in the six nursing homes 2012-
2014. 217 cases were considered for inclusion, but no
close relative or other reasons excluded 61. 130 relatives
consented to the study, and 102 returned a completed ques-
tionnaire, 46 before and 56 after implementation. 52%
were women, 63% >60 years, 76% had lost a parent. 92%
of the deceased were >80 years, 72% were women, 70%
had been living in the nursing home >1 year. The respon-
dents were generally satisfied with the care. After imple-
mentation, the nursing home physician was more often
involved (with the nurse) in informing the relatives about
impending death (39 vs 17%, p=.02, chi sq). Furthermore,
the responders were kept better informed about the
patient’s condition, and fewer had wanted to be more
involved in decision-making (18 vs 28%). The satisfaction
with nursing care and the degree of symptom relief were
the same before and after implementation.

Conclusions: Our results indicate that implementation of
a care pathway for dying patients in nursing homes
improves communication with and involvement of the
relatives.

Funding: Norwegian Medical Association Fund for Qual-
ity and Patient Safety.
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Silence: A Dimension of Spiritual Care Beyond Words
(PhD thesis)

Bassett, Lynn, Brearley, Sarah G., Bingley, Amanda F.
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Division of Health Research, Lancaster University, UK,
Lancaster, United Kingdom

Background: In end of life care, silence seems to play an
increasing role in communication between healthcare pro-
fessionals and patients and their families. Yet times of
silence may be under-used and under-valued as a dimen-
sion of spiritual care. This may be exacerbated when
healthcare professionals are not comfortable with silence
themselves. Greater understanding of the phenomenon
may help to inform palliative care practice.
Aim: To explore the nature, meaning and value of silence
in spiritual care giving at the end of life.
Methods: A two phase phenomenological study utilising
heuristic inquiry and hermeneutic phenomenology was
undertaken in the UK. Data were gathered through reflec-
tive journalling and conversation-style interviews. A
reflexive and hermeneutic approach to analysis was
adopted to explicate the lived experience in order to pro-
duce an interpretation of the essence of silence as a dimen-
sion of spiritual care at the end of life.
Results: 15 palliative care chaplains participated in the
study. Silence was identified as a powerful medium for
communication at times when words fail and when there is
no longer any need for words. Silence is also an enabler of
speech, creating an ‘accompanied processing space’ where
deep truths can be articulated and shared. In the presence
of a caregiver who is willing to transcend their own vul-
nerability and stay with another in a non-verbal space,
silence can offer an environment where acceptance, heal-
ing and peace may be found.
Conclusion: Care giving silence complements the spoken
word as a person-centred dimension of spiritual care. It has
particular relevance when verbal interventions seem inad-
equate, unnecessary, or intrusive. In a culture which privi-
leges speech and activity, this understanding supports a
claim for the recognition of the value of silence, which
may find wider resonance with chaplains and other pallia-
tive caregivers.

The study is self-funded.
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Palliative Care Physicians’ Involvement in the Swiss
Civil Model of Assisted Suicide

Gamondi, Claudia’?, Oliver, Pam?, Borasio, Gian
Domenico!, Preston, Nancy?, Payne, Sheila*

IPalliative Care Service, Department of Medicine,
Centre Hospitalier Universitaire Vaudois, Lausanne,
Switzerland, ?Palliative Care Service, Oncology Institute
of Southern Switzerland, Bellinzona, Switzerland,
3Research and Evaluation, Pam Oliver Ltd, Waiheke
Island, New Zealand, “Faculty of Health and Medicine,

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

Background: Assisted suicide (AS) in Switzerland is
mainly performed by right to die associations (RTDAsS).
Medical input outside RTDAs is generally limited to certi-
fication of the patient’s medical condition. Palliative care
(PC) has previously been perceived in Switzerland as gen-
erally opposed to AS, but PC professionals are increas-
ingly involved.

Aim/methods: To explore PC physicians’ attitudes and
experiences of AS, qualitative interviews were conducted
with a purposive sample of 23 Swiss PC physicians. Inter-
views covered topics including the physicians’ general
views of AS, their level of training, experience and
involvement in AS, their views of the current system for
AS in Switzerland, and on the place of AS in PC. Thematic
analysis was performed.

Results: Participants regularly received AS requests and
engaged in AS decision-making, but the majority did not
prescribe the lethal drug nor actively support the patients
AS requests; only three had attended an AS. The majority
responded to AS requests by extensively (usually over a
period of days or weeks) exploring the patients’ reasons
and offering alternatives, tending to emphasise the possi-
ble negative aspects of AS.

Some interviews evidenced that, by slowing down the

decision-making process, PC involvement can delay or frus-
trate the patient’s AS wish. Most participants had little or no
direct contact with the RTDAS, but a few had and found the
collaboration valuable for the patient. While some were sat-
isfied with the current Swiss AS systems, others saw a
greater potential for AS as part of PC, or alongside it. The
majority supported a better collaboration with RTDAs in
order to improve AS services in the best interests of the
patients, and a clearer regulatory framework.
Conclusion: Changes in AS participation by PC physi-
cians, developments in cantonal legislation and the active
role of the RTDAs are shaping a unique and evolving
Swiss model of civil assistance to AS.

Abstract number: FC96
Abstract type: Oral

The Experiences and Responses of Patients with a
Limited Life Expectation to Advance Care Planning:
A Systematic Review

Zwakman, M., Jabbarian, L.J.?, Pollock, K.3, Seymour,
J.3, van der Heide, A.?, van Delden, J.J.M.!, Kars, M.C.1

Julius Center for Health Sciences and Primary Care,
University Medical Center Utrecht, Utrecht, Netherlands,
2Public Health, Erasmus Medical Center, Rotterdam,
Netherlands, 3School of Health Sciences, University of
Nottingham, Nottingham, United Kingdom
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Introduction: Advance care planning (ACP) is a pro-
cess of communication between patients, relatives and
health care professionals (HCP) about patients’ values
and care preferences. It raises awareness of the need to
anticipate possible future decisions. Previous work dem-
onstrates that ACP has the potential to improve the qual-
ity and patient experience of end-of-life care. Moreover,
ACP may be more effective in meeting patients” prefer-
ences than written documents alone. However, evidence
about the role and value of ACP from the patient per-
spective is limited. Therefore, a systematic review was
conducted.

Methods: A systematic review resulting in a thematic syn-
thesis. A three-step approach was performed to formulate
and refine the search string. PUBMED, CINAHL,
PsychINFO and EMBASE from 2000 till 2015 were
searched. Studies in children and patients with dementia
were excluded.

Results: 3079 papers were identified. By screening title
and abstract 204 articles were identified as eligible for the
review. After full text screening 19 articles were included.
All articles were qualitative studies and included non-can-
cer as well as cancer patients. Three principal themes were
identified. The first theme concerns the conditions of the
ACP conversation. Patients emphasized a need for infor-
mation and a comfortable setting. Patients varied in prefer-
ring a face to face conversation or a group session
approach. Ambivalence about ACP, the second theme,
reflects that participating in ACP raised feelings of relief
and happiness and a sense of control, but also feelings of
confrontation and disturbance. The third theme concerns
the positive and negative influences of ACP on patients’
relationships with family and HCPs.

Conclusion: This review revealed that ACP involves a
process which can result in positive outcomes as well as
challenges for patients. More research is needed to under-
stand the contradictory feelings patients experience in
response to ACP and how HCPs can guide them.

Mixed session VI: Organisation and specific groups
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Palliative Care in Prison: Findings from a Survey of
Older Prisoners

Turner, Mary', Peacock, Marian', Varey, Sandra’,
Froggatt, Katherine!, Payne, Sheila’, Fletcher, Andrew?,
Gibson, Robert, Scott, Gill*

IFaculty of Health and Medicine, Lancaster University,
Lancaster, United Kingdom, 2St Catherine’s Hospice,
Preston, United Kingdom, 3HMP Frankland, Durham,
United Kingdom, “County Durham & Darlington NHS
Foundation Trust, Peterlee, United Kingdom

Background and aims: Since 2002, the number of older
prisoners in the UK has increased by over 164%, and there
are now around 12,000 prisoners over the age of 50. Many
older prisoners have complex healthcare needs, and deaths
in custody from natural causes are becoming increasingly
common (141 in 2014, the highest figure on record). This
paper reports findings from a survey of older prisoners in
one prison in England, which investigated the healthcare
needs of older prisoners, as part of a wider study called
‘Both sides of the fence: using action research to improve
end of life care for prisoners’.

Methods: The research team in partnership with prison
staff devised a questionnaire consisting of 20 items cov-
ering six areas: demographic information; health status;
daily life and mobility; healthcare in the prison; social
and psychological needs; and future developments.
Staff distributed the survey to 202 prisoners aged 55 and
over; 127 were returned (62.9% response rate). Numeric
data were analysed using SPSS Statistics 21; free text
data were fully transcribed and a thematic analysis was
undertaken.

Results: Respondents’ ages ranged from 55 to 91; the
mean age was 64.9 (median 64), and 26% were aged 70 or
over. A high level of ill-health was reported; 55.9% of
respondents had three or more medical conditions, and
49.2% were prescribed five or more medications. Almost
a fifth (18.9%) were unable to manage a flight of stairs
unaided; 43.3% used at least one mobility/health aid, and
30.7% had experienced a fall within the last 2 years. Anal-
ysis of free text data revealed a wide range of factors
related to imprisonment in older age, including prisoners’
anxieties about dying in custody.

Conclusions: The results of this survey revealed a high
degree of frailty as well as poor health in the older prisoner
population. The prison service needs to adapt rapidly in
order to meet the healthcare, social care and palliative care
needs of this group of prisoners.

Abstract number: FC98
Abstract type: Oral

Strengthening a Palliative Approach in Long-term
Care (SPA-LTC): A Stakeholder Analysis of a
Canadian, Evidence Informed, Multi-Component
Program

Kaasalainen, Sharon!?, Brazil, Kevin?, Parker, Deborah?,
Venturato, Lorraine?, Sinclair, Shane?, Thompson,
Genevieve®, Sussman, Tamara®, and the SPA-LTC Team

IMcMaster University, Hamilton, Canada, 2Queens
University Belfast, Belfast, United Kingdom, *Western
Sydney University, Sydney, Australia, “University of
Calgary, Calgary, Canada, University of Manitoba,
Winnipeg, Canada, ®McGill University, Montreal, Canada
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Study aims: The purpose of this study was to conduct a
stakeholder assessment of a palliative intervention, called
Strengthening a Palliative Approach in Long Term Care
(SPA-LTC). The SPA-LTC program was developed to
include core components: (a) the formation of onsite inter-
disciplinary palliative champion teams; (b) Comfort Care
Rounds; (c) implementing the Palliative Performance
Scale to help trigger end-of-life Family Care Conference;
and, (d) providing bereavement follow-up for family
members.

Methods: Using a qualitative descriptive design, we held
20 focus groups at four LTC homes in Ontario, Canada. In
total, 24 residents, 14 family members, 33 personal sup-
port workers, 25 nurses, 21 support staff, and 7 others par-
ticipated. Data was analyzed using thematic content
analysis.

Results: Participants provided positive feedback about the
SPA-LTC program, stating that it would help formalize
education, involve interdisciplinary staff, and improve
communication between staff and families. However,
some family felt it was too soon to talk about palliative
care at the time of admission into LTC. Other barriers to
implementation were identified, including time and work-
load constraints of staff and managing competing priori-
ties with the LTC home.

Conclusions: The findings of this study have the potential
to improve the quality of life of older adults living and
dying in LTC and provide better support to their families.
Given the growing aging population living and dying in
this complex health environment, the proposed study
promises to offer valuable information on implementation
processes, clinical and administrative tools, and educa-
tional materials that will inform how qualified health pro-
fessionals and decision-makers can improve the delivery
of palliative care in LTC globally. This research is funded
by TVN (Technology Evaluation in the Elderly Network),
which is supported by the Government of Canada through
the Networks of Centres of Excellence (NCE) program.
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No Sugarcoating - What Members of the German
Association for Palliative Medicine Think about
Assisted Suicide

Jaspers, Birgit'?, Jansky, Maximiliane!, Bahr, Patrick?,
Radbruch, Lukas?, Nauck, Friedemann!

Department of Palliative Medicine, University of
Goettingen, Goettingen, Germany, 2Clinic for Palliative
Medicine, University Hospital Bonn, Bonn, Germany

Background and aim: Legal matters concerning physi-
cian-assisted suicide (PAS) and right-to-die organisations
in assisting suicide (AS) have been controversially debated

in Germany for some time. The German Bundestag is
expected to vote on various draft bills on the matter at the
end of 2015. The DGP board commissioned a taskforce to
explore the views of its members.

Methods: Items for the survey were derived from the lit-
erature using a focus group. Literature searches: 2005-
2015 - PubMed: PAS [Title/Abstract] AND survey (all
countries); grey literature: surveys in Germany, statements
of relevant bodies, e.g. National Ethics Council, Churches,
draft bills, DGP, etc. Answer options, among others, were
a five-point-Likert scale (fully agree - totally disagree),
free-text entries and don’t want to answer this question.
Database: Members of DGP (n=5.152). Online/paper sur-
vey (07-08/15), pilot, 3 reminders, database anonymised
by a trustee, quantitative and qualitative analysis using
SPSS and MaxQDA.

Results: Response rate 36.9% (cleared dataset); gender &
32.2, Q 42.8, other 0.4%; physicians 47.7, nurses 17.4,
other 14.0, ca. 20% missing sociodemographic data. More
than 90% agreed to statements that a wish for PAS may be
ambivalent or rather a wish to end an unbearable situation;
56% of physicians declared they would -on principle-
never perform PAS, 3% had done so. A change of existing
legal regulations in order to penalise AS by right-to-die
organisations was supported by 56%. More than 50%
agreed to the statement that PAS should not be part of pal-
liative care. Detailed results will be presented.
Conclusion: Even though a majority of members agreed
with statements of the board of directors of DGP, there was
a broad variety of views. This requires careful discussion
among the members of the association and the board. The
DGP has initiated this discussion at the members’ confer-
ence in September 2015.

Abstract number: FC100
Abstract type: Oral

Eliciting Older Patients’ Preferences for Complex
Packages of Palliative Care in the Acute Hospital
Setting

Johnston, Bridget M, Tobin, Katy', Normand, Charles’,
Ryan, Karen?3, McQuillan, Regina®*, Daveson, Barbara
A, Smith, Melinda®, Selman, Lucy?, Meier, Diane E°,
Morrison, R Sean®, Higginson, Irene J°, on behalf of
BuildCARE

ICentre for Health Policy and Management, Trinity
College Dublin, Dublin, Ireland, 2Department of
Palliative Medicine, Mater Misericordiae University
Hospital, Dublin, Ireland, *Saint Francis Hospice, Dublin,
Ireland, “Beaumont Hospital, Dublin, Ireland, *Cicely
Saunders Institute, King’s College London, London,
United Kingdom, ®Department of Geriatrics and Palliative
Medicine, Mount Sinai School of Medicine, New York,
United States
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Background: The application of economic evaluation
methods to palliative care interventions is limited and the
evidence base remains small. Interventions are complex
and personalised, making it difficult to capture relevant
costs and outcomes. Discrete choice experiments (DCEs)
offer a promising alternative to standard evaluation tech-
niques, but there have been few applications among ser-
vice users. DCEs require that individuals be forced to
make a trade-off between two or more hypothetical
options, making it possible to quantify their preferences
for attributes of services. Evidence of the attributes of care
packages most valued by patients is needed to inform ser-
vice delivery and support efficient resource use.

Aims: To evaluate preferences for services among patients
=065 receiving specialist palliative care.

Methods: The study was carried out three cities: Dublin,
London and New York. Preferences were elicited using a
DCE administered during face-to-face interviews with
patients. A random effects probit model was used to anal-
yse data.

Results: 88 patients were interviewed, with 66 participat-
ing in the DCE (response rate=75%). Patients preferred
easy access to palliative care services, including input at
any point during their illness (P< 0.001), out-of-hours
access (P< 0.001) and free care at home (P< 0.001). They
demonstrated preferences for supports that minimised
unpaid caregiver burden (P< 0.001). While males had a
significant preference for family to provide care in their
free time (P< 0.001), this was not influential for females.
Patients in Dublin prioritised having ongoing input from
palliative care (P=0.001), but this was less influential at
other sites.

Conclusion: Patients derive significant benefit from attri-
butes of care not accounted for using standard valuation
methods. This work provides insights into the feasibility of
data collection in palliative care.

Funders: Cicely Saunders International & The Atlantic
Philanthropies.

Abstract number: FC101
Abstract type: Oral

Palliative Care Nursing Education: From 2005 to
2015, a Rising Trend? Results from a Nationwide
Survey and Qualitative Analysis of Nursing
Undergraduate Curricula

Martins Pereira, Sandra!, Herndndez-Marrero, Pablo!?

Instituto de Bioética, Universidade Catolica Portuguesa,
Porto, Portugal, 2Facultad de Ciencias de la Salud,
Universidad de Las Palmas de Gran Canaria, Las Palmas
de Gran Canaria, Spain

Background: Making palliative care accessible to all citi-
zens who are in need of this type of care requires effective

policies and education. Moreover, healthcare professionals
have an ethical and legal responsibility to ensure quality
palliative care. Nevertheless, palliative care has tradition-
ally had a limited emphasis in healthcare professionals’
undergraduate education.

Aims: To study the current status of palliative care educa-
tion in nursing undergraduate curricula and investigate its
evolution over the last decade.

Design: An online survey was sent to all public schools
providing nursing undergraduate education in Portugal
(n=21). The survey assessed if and how palliative care was
included in the curricula, and whether or not national and
international recommendations for palliative care nursing
education were followed. Further analysis included the
content of available curricula/syllabi.
Setting/participants: A total of 19 schools completed the
survey. These institutions are geographically dispersed and
representative of public nursing education in Portugal.
Results: All 19 participant schools integrated palliative
care in their curricula. Nevertheless, only 9 schools had
palliative care as an independent curricular unit. The inclu-
sion of palliative care clearly increased from 2005 to 2015.
While in 2005 only 14 schools included palliative care
explicitly in their curricula, in 2015 all 19 schools do so.
National and international recommendations (e.g., the
ones of the EAPC) were followed. The most frequent con-
tents referred to symptom control, terminal phase, death
and bereavement, ethical issues and organisation (7
schools per content; not always the same school).
Conclusions: A clear investment was made in Portugal in
the last decade to include palliative care in nursing under-
graduate curricula. Further research is needed to under-
stand the contribution of education in the access, care pro-
vision, quality and development of palliative care in this
country.

Abstract number: FC102
Abstract type: Oral

Unresolved Grief and its Consequences 6-9 Years after
Teenage Loss of a Parent to Cancer

Bylund Grenklo, Tove!?, Fiirst, Carl Johan?, Nyberg,
Tommy?, Steineck, Gunnar*>, Kreicbergs, Ulrika®,
Birgisdottir, Drofn’

IChildhood Cancer Research Unit, Karolinska Institute,
Stockholm, Sweden, 2Palliative Centre for Collaborative
Care, Linnaeus University, Vixjo, Sweden, 3Department
of Oncology, Lund University, Lund, Sweden,
4Department of Oncology and Pathology, Karolinska
Institutet, Stockholm, Sweden, *Department of Oncology,
Sahlgrenska Academy, Gothenburg, Sweden, °Palliative
Research Centre, Ersta Skondal University College,
Stockholm, Sweden, “Institute for Palliative Care, Lund
University, Lund, Sweden
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Research aims: The carly loss of a parent is a serious life
event that might involve health consequences. Emotional
processing of the loss, i.e. grief work, is acknowledged as part
of a coping and adjustment process. However, in interviews
with youths that had been bereaved during teenage, descrip-
tions of delayed grief were not uncommon. This study inves-
tigated the level of self-assessed grief resolution and morbid-
ity six to nine years after teenage loss of a parent to cancer.
Study population, design and methods: In a nationwide
population-based study of 622 of 851 (73%) youths who as
teenagers six to nine years earlier had lost a parent to cancer,
we explored the magnitude of unresolved grief and its asso-
ciation with psychological and physiological morbidity. Par-
ticipants answered a study-specific anonymous questionnaire
including questions about the degree to which they had
worked through their grief and about their current health.

Method of statistical analysis: Univariable and multi-
variable logistic regression.

Results and interpretation: Six to nine years post-loss
49% reported unresolved grief (8% no and 41% a little
grief resolution). They had, in comparison with youths
reporting resolved grief, statistically significantly elevated
risks e.g. for insomnia (sons’ relative risk [RR] 2.3, 95%
CI 1.3-4.0; daughters’ RR 1.7, 95%CI 1.1-2.7), fatigue
(sons’ RR 1.8, 95% CI 1.3-2.5; daughters’ RR 1.4, 95% CI
1.1-1.7), and moderate to severe depression, i.e. score >9,
PHQ-9 (sons’ RR 3.6, 95% CI 1.4-8.8; daughters’ RR 1.8,
95% CI 1.1-3.1).

It remains to be tested if early interventions, e.g. grief edu-
cation, can facilitate grief reactions and thus reduce unre-
solved grief as well as depression and insomnia in cancer-
bereaved teenagers.
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Abstract number: MTE1
Abstract type: Meet-the-expert

ELSA: A Randomised Wait-list Controlled Trial

and Embedded Qualitative Case Study Evaluation
Assessing the Causal Impact of Social Action Services
on End of Life Experience

Walshe, Catherine!, Dodd, Steven!, Hill, Matf,
Ockenden, Nick?, Perez Algorta, Guillermo’, Payne,
Sheila!, Payne, Nancy'

International Observatory on End of Life Care, Lancaster
University, Lancaster, United Kingdom, 2Institute for
Volunteering Research, London, United Kingdom,
3Health Research, Lancaster University, Lancaster,
United Kingdom

http://www.abstractserver.com/EAPC2016/
uploads/0524-1446229133.pdf

Abstract number: MTE2
Abstract type: Meet-the-expert

Effectiveness of the ‘Cancer Home-life Intervention’
for People with advanced Cancer: A Randomised,
Controlled Trial Protocol

Sampedro Pilegaard, Marc

Department of Public Health, University of Southern
Denmark, Odense C, Denmark

http://www.abstractserver.com/EAPC2016/
uploads/0996-1446294779.pdf

Abstract number: MTE3
Abstract type: Meet-the-expert

Protocol: Advance Care Planning with Older Patients
who Have End-stage Kidney Disease - Feasibility

of a Deferred Entry Randomised Controlled Trial
Incorporating a Mixed Methods Process Evaluation

O’Halloran, Peter!, Noble, Helen!, Brazil, Kevin!,
Fogarty, Damian?, Shields, Joanne?, Brown, Joan?,
Murtagh, Fliss®, Morton, Rachael?, Cardwell, Chris’,
Clarke, Mike’

ISchool of Nursing and Midwifery, Queen’s University
Belfast, Belfast, United Kingdom, 2Nephrology, Belfast

Health and Social Care Trust, Belfast, United Kingdom,
3Cicely Saunders Institute of Palliative Care, Policy

& Rehabilitation, King’s College London, London,
United Kingdom, “Sydney Medical School, University
of Sydney, Sydney, Australia, SCentre for Public Health,
Queen’s University Belfast, Belfast, United Kingdom

http://www.abstractserver.com/EAPC2016/
uploads/0812-1446218035.pdf

Abstract number: MTE4
Abstract type: Meet-the-expert

A Single Centre, Prospective, Randomised Controlled
Trial of Using Subjective Quality of Life and Symptom
Outcome Measures as a Clinical Tool, Reporting to
the Multidisciplinary Team to Determine its Impact
on the Subsequent Quality of Life and Symptoms
Outcomes of Individual Patients with Cancer

Meclnerney, Veronica!, Waldron, Dympna?®, Mannion,
Eileen’

Dept Of Clinical Research, Galway University Hospital,
Galway, Ireland, ?Palliative Medicine, NUI Galway,
Galway, Ireland, 3Dept of Palliative Medicine, Galway
University Hospital, Galway, Ireland

http://www.abstractserver.com/EAPC2016/
uploads/0856-1446227370.pdf
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Abstract number: MTES
Abstract type: Meet-the-expert

Views and Policies of Directors of Health Care and
Volunteer Organizations on the Roles of Volunteerism
in Palliative Care: A Cross-Sectional Study. A Study
Protocol

Vanderstichelen, Steven!, Cohen, Joachim!, Van
Wesemael, Yanna?, Deliens, Luc!3, Houttekier, Dirk!

'End-of-Life Care Research Group Vrije Universiteit Brussel
(VUB) & Ghent University, Vrije Universiteit Brussel
(VUB), Brussels, Belgium, 2Forum Palliatieve Zorg and
Day Care Center Topaz, Wemmel, Belgium, *Department of
Medical Oncology, Ghent University, Ghent, Belgium

http://www.abstractserver.com/EAPC2016/
uploads/0657-1446138437.pdf
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Abstract number: MTE6
Abstract type: Meet-the-expert

Quality of Life, Decision Making, Costs and Impact
on Carers in People Managed without Dialysis - The
PACKS Study

Noble, Helen

Queens University Belfast, Belfast, Ireland

http://www.abstractserver.com/EAPC2016/
uploads/0061-1442226187.pdf

Abstract number: MTE7
Abstract type: Meet-the-expert

UK Consensus Project on Quality in Palliative Care
Day Services

Dempster, Martin!, McCorry, Noleen?, O ’Connor, Sean’,
Armour, Kathy3, Coast, Joanne?, Cohen, Joachin’,
Donnelly, Michael!, Finucane, Anne®, Fyvie, Joan?,
Jones, Louise’, Kernohan, George’, Leemans, Kathleen’,
Oxenham, David®, Perkins, Paul'’

1Queen’s University Belfast, Belfast, United Kingdom,
2Marie Curie Cancer Care Belfast, Belfast, United
Kingdom, 3Marie Curie Hospice West Midlands, Solihull,
United Kingdom, “University of Bristol, Bristol, United

Kingdom, *Vrije Universiteit, Brussels, Belgium,
%Marie Curie Hospice Edinburgh, Edinburgh, United
Kingdom, "Royal Free & University College Medical
School, London, United Kingdom, #University of Ulster,
Jordanstown, United Kingdom, °County Durham and
Darlington Foundation NHS Trust, Darlington, United
Kingdom, °Sue Ryder Leckhampton Court Hospice,
Cheltenham, United Kingdom

http://www.abstractserver.com/EAPC2016/
uploads/0927-1446262714.pdf

Abstract number: MTES
Abstract type: Meet-the-expert

Integration of Advanced Care Planning and End
of Life Care into the Management of Patients with
Advanced Chronic Liver Disease

Hudson, Benjamin’, McCune, Année?, Verne, Julia’,
Forbes, Karen?

"Hepatology, University Hospitals Bristol, Bristol,
United Kingdom, *University Hospitals Bristol, Bristol,
United Kingdom, 3Public Health England, Bristol, United
Kingdom

http://www.abstractserver.com/EAPC2016/
uploads/0798-1446215717.pdf
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EAPC2016: Poster Discussion Sessions

Poster discussion session |

Abstract number: P170
Abstract type: Poster Discussion

How Are Decisions Made about Bereavement Support
in Palliative Care? - Investigating Theoretical Models
& Decision-making Processes

Keegan, Orla', Guldin, Mai-Britt?, Murphy, Irené’,
Benkel, Inger?, Lacasta Reverte, Maria Antonia’,
Monroe, Barbara®

'Education, Research & Bereavement, Irish Hospice
Foundation, Dublin, Ireland, ZPalliative Care, Aarhus
University Hospital, Aarhus, Denmark, *Marymount
University Hospice, Cork, Ireland, *Gothenburg
University Hospital, Gothenburg, Sweden, SHospital
Universitario La Paz, Madrid, Spain, °St Christophers
Hospice, London, United Kingdom

Background: Scientific models to explain bereavement
and plan interventions have developed over 25 years. The
extent to which these developments are implemented by
services is unknown.
Aims: To describe bereavement care planning in palliative
care. Specifically to determine: How is need for bereave-
ment care identified

Who makes decisions about support offered

Which care models and policies
decision-making

Are bereavement care services audited/ evaluated
Study population: Responses from 370 palliative care
services in 25 countries in Europe, where 302 (82%) pro-
vided bereavement care.
Study design & methods: A cross-sectional descriptive
study using online survey methods allowed quantitative &
qualitative analyses. The survey was distributed to 56 national
associations in 32 countries In December 2013 & January
2014. Descriptive statistics were applied and common themes
generated through coding of qualitative responses.
Results: Tool-based assessment was provided by
n=75(25%), with most decisions based on team opinion,
n=243(80%). Responsibility for deciding which support to
offer rested with a wide variety of professions and in over
one third of services was decided by the team n= 110 (36
%). Only half named bereavement models as informing
their care provision n=157 (52%), some of which were not
contemporary. Some respondents relied on a single model
while for others a range of models informed bereavement
care. One third of services had a local bereavement care

underpin

policy n=98(33%), and n=132(37%) identified a national
policy. While n=142 (49%) of services engaged in audit/
evaluation ‘sometimes or occasionally’, n=89 (31%) had
continuous audit, and n=59 (20%) never reviewed their
bereavement care service.

Interpretation: Provision of equitable and responsive
bereavement care requires consistent evidence-based deci-
sion-making & evaluation. Results illustrate a wide varia-
tion in decision-making processes and a dearth of guidance
at national and clinical levels.

Abstract number: P190
Abstract type: Poster Discussion

RADPAC Indicators Contribute to Early
Identification of and Multidimensional Care for
Palliative Patients by the General Practitioner, One
Year after Being Trained: Long-term Effects of an
RCT

Thoonsen, Bregje!, Groot, Marieke!, van Weel, Chris®?,
Verhagen, Stans!, Vissers, Kris!, Engels, Yvonne!

! Anesthesiology, Pain, Palliative Medicine, Radboud
University Medical Center, Nijmegen, Netherlands,
2Primary and Community Care, Radboud University
Medical Center, Nijmegen, Netherlands, 3Australian
Primary Health Care Research Institute, Australian
National University, Canberra, Australia

Background: To support general practitioners (GPs) in pro-
viding early palliative care to patients with cancer, COPD or
heart failure, the RADboud indicators for PAlliative Care
needs tool (RADPAC) and a training were developed to
identify such patients and to facilitate anticipatory care plan-
ning. We studied whether GPs, one year after being training,
identified more palliative patients and had provided more
often multidimensional palliative care than untrained GPs.
Methods: We performed a survey one year after GPs in
the intervention condition of an RCT were trained. With
the help of a questionnaire, all 134 GPs were asked how
many palliative patients they had identified, and whether
anticipatory care was provided.

We studied number of identified palliative patients,
expected lifetime, contact frequency, whether multidimen-
sional care was provided and which other disciplines were
involved. Three weeks after the first questionnaire,
responding untrained GPs received RADPAC and com-
pleted an equal questionnaire in which they documented
additionally identified palliative patients.
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Results: Trained GPs identified more palliative patients
than untrained GPs (3.8 versus 2.6; p 0.046) and more
often provided multidimensional palliative care (p 0.008).
In both conditions, most identified patients had cancer.
After having received RADPAC, the untrained GPs addi-
tionally identified a mean of 3 patients, of whom 28% had
organ failure.

Conclusions: RADPAC sensitizes GPs in the identifica-
tion of palliative patients. Trained GPs more often pro-
vided multidimensional palliative care. Further adaptation
and evaluation of the tools and training is necessary to
improve early palliative care for patients with organ
failure.

Abstract number: P246
Abstract type: Poster Discussion

The Effectiveness of the Care Programme for the
Last Days of Life to Improve the Quality of Dying
and End-of-Life Care for Patients at Acute Geriatric
Hospital Wards: A Cluster Randomized Controlled
Trial

Beernaert, Kim!, Smets, Tinne!, Cohen, Joachim/,
Verhofstede, Rebecca!, Costantini, Massimo?, Van Den
Noortgate, Nele3, Deliens, Luc!

'End-of-Life Care Research Group, Vrije Universiteit
Brussel (VUB) & Ghent University, Brussels, Belgium,
ZPalliative Care Unit, IRCCS Arcispedale S. Maria
Nuova, Reggio Emilia, Italy, *Department of Geriatrics,
Ghent University Hospital, Ghent, Belgium

Background: The quality of dying in older people in acute
hospital settings is often suboptimal. We assessed the
effectiveness of the Care Programme for the Last Days of
Life on improving quality of dying and end-of-life care for
older patients in acute geriatric wards in hospitals.
Methods: A cluster randomized controlled trial (Clinical-
Trials.gov nr NCT01890239) was conducted between
October 2012 and March 2015 in 10 hospitals having one
or more acute geriatric wards. The clusters (hospitals)
were randomly assigned to intervention group (imple-
menting the Care Programme) and control group (standard
care). A one-year baseline measurement and a one-year
post-intervention measurement were conducted for all eli-
gible patients that died in the selected hospitals. The pri-
mary outcome was the quality of dying measured with the
CAD-EOLD by nurses. Secondary outcomes included
POS and satisfaction with care (SWC-EOLD).

Results: During post-intervention assessment nurses com-
pleted assessment for 132 (81%) of 164 of patients in the
intervention group and 109 (92%) in the control group.
Implementation of the Care Programme significantly
improved comfort around dying (CAD-EOLD) compared
to the control (score 34.6 vs 31.3; cluster-adjusted mean

difference 4.3 [95%CI 2.07 to 6.53]; p< .001, Cohen’s d
.78). Compared to the control group intervention improved
the total mean score on symptoms and care needs (POS)
(-2.62[-4.96 to -.71]; p=.009, d -.51), but decreased satis-
faction with care (SWC-EOLD) as assessed by family car-
ers (-4.00[-7.87 to -.12]; p=.04, d -.74).

Conclusion: The Care Programme for the Last Days of
Life significantly improved quality of dying for older
patients at acute geriatric wards in terms of comfort around
dying, symptoms and care needs, but at the same time
worsened families’ satisfaction with care. While the results
are encouraging for wider-scale implementation, the nega-
tive impact on families’ satisfaction with care warrants fur-
ther exploration first.

Abstract number: P268
Abstract type: Poster Discussion

Palliative Care for Patients Dying by Voluntary
Stopping of Eating and Drinking: An Ethical Analysis

Jox, Ralf', Black, Isra?, Anneser, Johanna’, Borasio,
Gian Domenico?, Thurn, Tamara®

nstitute of Ethics, History and Theory of Medicine,
Ludwig-Maximilians-University Munich, Munich,
Germany, ?School of Law, King’s College London,
London, United Kingdom, 3Palliative Care Service,
Technical University Munich, Munich, Germany,
4Service des Soins Palliatifs, Centre Hospitalier
Universitaire Vaudois, Lausanne, Switzerland, SPalliative
Care Service, Technical University Munich Medical
Center, Munich, Germany

Aims: Patients who suffer from a terminal, advanced ill-
ness sometimes express the wish to hasten death. In many
European countries, legal and professional codes prohibit
euthanasia and assisted suicide. Dying by voluntary stop-
ping of eating and drinking (VSED) is increasingly advo-
cated as an alternative for these patients. If patients resort
to this possibility, however, they often need symptom
management by health care professionals. This presenta-
tion aims to analyze whether this practice is ethically
legitimate.

Method: Ethical analysis based on conceptual, legal, and
empirical literature.

Analysis: VSED shares salient features of suicide:

(1) the intention to bring about one’s own death and
(i1) the deliberate action to impede a necessary condi-
tion of life (food and fluids).

It is also sufficiently distinct from refusing artificial nutri-
tion and hydration, which are medical life-prolonging
measures. It has three unique characteristics: First, VSED
does not require an active (and often aggressive)
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intervention to end life. Second, a comparably slow and
reversible process has an appearance similar to natural
dying. Third, VSED may entail the practical problem to
distinguish it from a situation of end-of-life anorexia,
where patients lose the drive to drink and eat due to the
disease itself. Whether palliation during VSED is consid-
ered an assistance in suicide depends on the question
whether the assistance (or the promise to assist) is a neces-
sary precondition for the patient to use VSED and whether
death would not occur without the assistance. There are at
least some situations where this is the case, as will be dem-
onstrated by highlighting four paradigmatic examples.

Conclusion: The largely embraced position by palliative
care organizations and legal scholars that VSED is ethi-
cally legitimate while assisted suicide is not has been
shown to be inconsistent. Ethico-legal guidance should be
developed to give clinicians orientation in this regard.

Abstract number: P304
Abstract type: Poster Discussion

Seven Songs for a Long Life: The Experience and
Impact of Public Screening of a Documentary Film on
Attitudes to Open Discussion about Death and Dying

Boa, Sally!, Hardy, Amy?, Haraldsdottir, Erna’

IStrathcarron Hospice, Denny, United Kingdom, Scottish
Documentary Institute, University of Edinburgh,
Edinburgh, United Kingdom, 3Education, St Columba’s
Hospice, Edinburgh, United Kingdom

Background: Discussion about death and dying is being
encouraged within UK Society but is not always easy to
achieve. Seven Songs for a long life is a new documentary
feature, filmed over three years in a Hospice. It was
selected by Hospice UK to screen in a range of cinemas
and hospices throughout the UK as a way to achieve wide-
spread discussion among the general public.

Aims: To use the art medium of film to help change per-
ceptions of hospices in the UK and to help people talk
more openly about death and dying.

Methods: The film has screened in 70 locations across the
UK to date. Where possible, audiences were invited to par-
ticipate in Question and Answer (Q&A) sessions with the
cast and film director. The audience were invited to com-
plete a questionnaire on their views about talking about
end of life issues, and whether they had changed as a result
of the film. Topics covered in the Q & A sessions were
analysed thematically and survey responses collated.
Results: Topics covered in the Q&A sessions included:

— surprise at the individual journeys patients made
towards confronting death;

— the medical emphasis on disease rather than
person;

— the importance of being able to contribute to soci-
ety as a patient with a life-limiting disease.

Further discussion centred around advances in life expec-
tancy and medical care that have resulted in people living
longer with life limiting disease - but not every time. This
uncertainty was a powerful focus of community discus-
sion, with its implications for the need of protracted family
and hospice support.

Questionnaire data showed that having seen the film,

respondents were more confident about thinking, talking
about and sharing their end of life plans and felt more
informed about what hospice care was and that it was
about both living and dying.
Conclusions: Using an immersive documentary film
experience and engaging in public forums can help people
to increase their confidence in talking about issues relating
to death and dying.

Abstract number: P340
Abstract type: Poster Discussion

Integrative Review on the Impact of Family
Caregiving for Patients with Cancer: A Comparison
between Asian and Western Studies

Kristanti, Martina Sinta'?, Engels, Yvonne3, Utarini,
Adi*, Wichmann, Anne!, Effendy, Christantie?, Vernooij-
Dassen, Myrra!

1Q Healthcare, Radboud UMC, Nijmegen, Netherlands,
2School of Nursing, Universitas Gadjah Mada,
Yogyakarta, Indonesia, 3Pain and Palliative Medicine,
Radboud UMC, Nijmegen, Netherlands, “Faculty of
Medicine, Universitas Gadjah Mada, Yogyakarta,
Indonesia

Aim: To explore differences and similarities in the impact
of the family caregiving of palliative patient with cancer in
Asian and Western countries.

Method: An integrative literature review was performed
in which articles published between 2004 and 2014 in the
electronic sources PUBMED, CINAHL, Web of Science,
PsycINFO and Cochrane were included. Search terms
included “caregivers AND neoplasm” and “palliative
care OR terminal illness”.

Results: Of a total of 3117 articles, 39 articles were
included in the current review. Three impact categories
were found: burden, anxiety and depression and quality of
life. Because papers described different populations (type
of cancer and stage of disease) and used different instru-
ments, comparisons were made on a global level. In the
Asian studies, most data were collected in hospitalized
patients, in contrast to Western studies, where most studies
concerned outpatients. Only a few studies conducted a lon-
gitudinal design. Burden in Asian studies was never
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reached a higher level than moderate while in Western
studies ranged between low to high level of burden. QoL
of family caregivers in Asian was always lower than norm
population where as Western studies pointed out a lower
level in mental well-being as compared to physical well-
being. In both regions patients suffered from anxiety,
depression and distress, although some studies in Western
region did not reach a pathological level of psychological
distress.

Conclusion: Overall, despite differences in family role
and health care systems, more similarities than differences
were found in the impact of family caregiving on burden,
QoL and anxiety and depression in both regions.

Poster discussion session Il

Abstract number: P7
Abstract type: Poster Discussion

Evaluation of Adjuvant Psychological Therapy with
Clinical Hypnosis and Self-hypnosis for Pain, Anxiety
and Psychosomatic Symptoms Relief, in Patients with
Severe Chronic Diseases in Palliative Care

Brugnoli, Maria Paola!, Pesce, Giancarlo?, Tamburin,
Stefano’, Polati, Enrico?

'Dep. Anesthesiology Intensive Care and Pain Therapy,
University of Verona, Verona, Italy, 2Epidemiology,
University of Verona, Verona, Italy, 3Neuroscience,
University of Verona, VERONA, Italy, “Anesthesia,
Intensive Care, Pain Therapy, University of Verona,
VERONA, Italy

Adjuvant psychological therapy with clinical hypnosis is a
newly developed behavioural treatment which has been
designed specifically to alleviate pain, suffering, and emo-
tional distress improving the quality of life of patients in
Palliative Care.

Study design: Is a Prospective controlled trial comparing
the quality of life of patients receiving psychological ther-
apy with hypnosis and self-hypnosis, with patients receiv-
ing no hypnosis’ therapy, measured before therapy, and at
1 year of follow up. We measured pain with the VAS scale
and anxiety with Hamilton Anxiety Scale.

Setting: Dep. Pain Therapy University of Verona, Italy.
Intervention: 50 patients with a confirmed diagnosis of
severe chronic disease were divided in 2 groups: group 1
received hypnosis as adjuvant for pain and suffering relief;
group 2 did not received hypnosis.

Statistical analysis: VAS pain score was at baseline =81
(68;85) for the hypnosis group; 82(72;90) for the control
group with a p-value 0.553. After 1 year follow-up VAS
pain score was at baseline = 45 (38;56), hypnosis group;
=63 (54;68)control group with a p-value=< 0.001. The
Hamilton’s anxiety score was at baseline=32(24;38)for the

hypnosis group; =27 (21;36) for the control group with a
p-value =0.351. After 1 year follow-up The Hamilton’s
anxiety score was at baseline= 21 (14;23), for the hypnosis
group; =27 (18;33), for the control group with a p-value
=(0.281.The Data was expressed in median (1%;3 quar-
tile); p-values from Mann-Whitney test. The group of
patients that received an adjuvant treatment with hypnosis,
had a significant statistical decrease of pain, anxiety and
psychosomatic related symptoms.

Conclusions: clinical hypnosis in Palliative Care, pro-
duces significant decrease of physical pain and psycho-
logical distress among patients. The effect of therapy
observed after 1 year follow-up, showed patients receiving
therapy had significantly lower scores than controls on
pain, anxiety and psychological symptoms.

Abstract number: P35
Abstract type: Poster Discussion

Evaluation of Physical Function Outcomes Related
to Change in Muscle Mass in Patients with Cancer
Cachexia

Leer, Anne Silja'?, Solheim, Tora S.'2, Bye, Asta’*,
Laird, Barry'?, Fearon, Ken>® Kaasa, Stein'?, Balstad,
Trude R.'?, Stene, Guro B.?

'European Palliative Care Research Centre (PRC),
Department of Cancer Research and Molecular Medicine,
Faculty of Medicine, Norwegian University of Science
and Technology (NTNU), Trondheim, Norway,
2Department of Oncology, St. Olavs Hospital, Trondheim
University Hospital, Trondheim, Norway, *Nutrition

and Management, Faculty of Health Sciences, Oslo and
Akershus University College of Applied Sciences, Oslo,
Norway, “Regional Centre for Excellence in Palliative
Care, Department of Oncology, Oslo University Hospital
and Department of Health, Oslo, Norway, SEdinburgh
Cancer Research Centre, University of Edinburgh,
Edinburgh, United Kingdom, ®Department of Surgery,
Royal Infirmary of Edinburgh, Edinburgh, United
Kingdom

Background: Cancer cachexia is a common condition in
advanced cancer associated with increased mortality and
morbidity. Loss of muscle mass is both a key feature of
cachexia and a primary outcome of clinical trials. Whether
loss or gain in muscle mass translate into changes in physi-
cal function (PF) is not well studied. This study examine
whether change in muscle mass during 6 weeks is related
to a change in PF in patients with advanced cancer.
Methods: Patients participating in a RCT investigating the
effect of a multimodal intervention(exercise, NSAIDs and
nutrition) were included. All reported outcomes were mea-
sured at baseline and after 6 weeks and presented as change
over time.
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Cross sectional area of muscle mass(cm?) at the L3
level was measured using CT scans and converted to
kilograms(Lean Body Mass, LBM). Muscle mass loss is
defined as >2% loss. PF outcomes were six minute walk
test, handgrip strength and self-reported PF(QoL).
Descriptive statistics, correlation analysis and independent
t-tests were used in the analysis.

Results: Data from 40 patients are presented (pancre-
atic=17, lung=23, age 35-76, M23/W17). Twenty two
(55%) patients lost muscle mass, with a mean loss of LBM
of -2.9 kg (range -1.1 - 5.9). No significant difference in
change in PF was observed between patients that lost mus-
cle and those who maintained or gained muscle (p< 0.05
for all outcomes). There was a trend that loss of muscle
mass correlated with loss of self-reported PF (r=0.43,
p=0.054).

Conclusion: In this study using various objective and self-
reported PF outcomes, we found no significant differences
between patients that lost muscle and those who main-
tained or gained muscle. Few patients were included in
this study. Muscle loss has consequences for survival, hos-
pitalization and chemotherapy toxicity but it is necessary
to further evaluate the consequences of changes in muscle
mass on PF and identify outcome measures that fully
enclose the cachectic patient’s perceived changes in PF.

Abstract number: P71
Abstract type: Poster Discussion

Is Inpatient Hospice Care Clinically Effective?
A Prospective Observational Cohort Study of
Consecutive Patients Admitted to a Specialist
Palliative Care Unit in Ireland

Lucey, Michael!, O Reilly, Martina?, Twomey, Feargal',
Conroy, Marian’, Battley, Jodie!, Holmes, Jacqueliné?,
Moran, Sue’, Sheridan, John3, O’Neill, Andrea?,
Saunders, Jean’

Department of Palliative Medicine, Milford Hospice,
Limerick, Ireland, 2Department of Quality, Education and
Research, Milford Hospice, Limerick, Ireland, *Palliative
Nursing Department, Milford Hospice, Limerick, Ireland,
“4Palliative Care, Milford Hospice, Limerick, Ireland,
SDepartment of Statistics, University of Limerick,
Limerick, Ireland

Background: Clinical effectiveness is defined as the
application of the best knowledge, derived from research,
clinical experience and patient preferences to achieve opti-
mum processes and outcomes of care for patients. (DOH,
UK). In Palliative Care, clinical effectiveness involves
evaluating how effective interventions are at achieving
beneficial patient and family outcomes.

Aims: The aim of this study was to evaluate the clinical
effectiveness of inpatient care in a Specialist Palliative

Care Unit (SPCU) in Ireland. The objectives were to docu-
ment the temporal relationship between admission to the
unit, the patients Phase of illness and different aspects of
patient and family distress.

Methods: This was a prospective, observational cohort
study of consecutive admissions (n=400) to a SPCU.
Using the Australian case mix tool (Eager 2003), Phase of
illness, Pain, Other symptoms, Psychological and Family
distress and performance status were documented on
admission and then daily by medical staff. Data was
entered into SPSS and descriptive statistics generated.
Results: 342 (85%) of patients had full data recorded on
day 1. 43% were in an unstable phase on admission. One
third (32.3%) of these were stabilized to a stable phase
within 48 hours of admission. Over the first 72 hours of
admission, 70.7% of unstable patients were stabilized to a
stable phase. There was also a significant correlation
between phase stabilization and pain and symptom control
(P=0.007). There were linear correlations demonstrated
between time of admission and progressive improvements
in pain (Cramer’s V =0.131,p<0.001,), other symptoms (V
=0.206, p< 0.001), Psychological distress (V =0.101,p<
0.001) and Family distress ( V =0.124,p< 0.001). Stable
phase over the first 4 days and first 14 days was associated
with significantly better performance status.

Conclusion: This study demonstrates the clinical effec-
tiveness of admission to a SPCU across the different
aspects of Patient and Family care.

Abstract number: P93
Abstract type: Poster Discussion

Cluster Randomised Controlled Trial of Facilitated
Case Conferencing for Aged Care Residents with
Advanced Dementia

Agar, Meera'-?3, Chenoweth, Lynn?, Mitchell, Geoffrey”,
Goodall, Stephen?, Beattie, Elizabeth®, Luscombe,
Georgina’, Pond, Dimity®, Phillips, Jane!, Luckett, Tim’,
Davidson, Patricia’®, IDEAL study group

ICentre for Cardiovascular and Chronic Care, University
of Technology Sydney, Sydney, Australia, 2South West
Sydney Clinical School, University of New South Wales,
Sydney, Australia, *Palliative and Supportive Services,
Flinders University, Adelaide, Australia, *University of
Technology Sydney, Sydney, Australia, SUniversity of
Queensland, Brisbane, Australia, ‘Queensland University
of Technology, Brisbane, Australia, 7University of
Sydney, Sydney, Australia, $University of Newcastle,
Newcastle, Australia, °Johns Hopkins School of Nursing,
Baltimore, United States

Background: Quality of palliative care for people with
advanced dementia (AD) in residential aged care facilities
(RACEF) is often compromised by lack of staff expertise
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and poor communication between health professionals and
families. Case conferencing (CC) enables planning person-
centred, best practice management. This study compares
the efficacy of a facilitated CC approach with usual care in
improving end of life for aged care residents with AD.
Methods: 20 large (>100 bed) Australian RACF were
recruited, randomised as clusters (n=10 RACF facilitated
CC, 10 usual care). Registered nurses at intervention RACF
were trained as Palliative Care Planning Coordinators,
using evidence-based triggers to identify residents with
advanced dementia likely to benefit from CC; organising
CC with optimal family, multi-disciplinary staff and exter-
nal health professionals’ involvement; developing/imple-
menting care plans; training other staff in person-centred
palliative care. The primary endpoint was quality of end of
life care (End of Life Dementia scales, satisfaction with
care, symptom related comfort and management; EOLD).
Primary analyses were intention to treat, secondary analy-
ses accounted for intervention dose. Mixed models adjusted
for individual (resident, family, staff) and cluster-level
covariates, and inherent intra cluster correlation.

Results: 131 of 272 (48%) enrolled residents died. Analy-
ses indicate minimal intervention effect on EOLD. Various
patient and RACF-related factors were associated with
EOLD (e.g. dementia severity, staff knowledge), differing
between scales and family or staff-derived measures.
Qualitative data highlighted the importance of funded sup-
port, structured approach to CC and involvement of diverse
perspectives.

Discussion: This trial informs understanding of the factors
associated with quality end of life care in advanced demen-
tia. Success of PCPC roles requires managerial and staff
support, PCPC motivation and aptitude for change
management.

Abstract number: P150
Abstract type: Poster Discussion

Place of Death Trends in Stockholm Elderly, 2004-
2011: From ‘Aging in Place’ to ‘Dying in Place’?

Spethman, Amanda’, Wastesson, Jonas?3, Schon, Pdr?

nstitute for Palliative Care, Lund University, Lund,
Sweden, 2Aging Research Center, Karolinska Institute
and Stockholm University, Stockholm, Sweden, 3Unit of
Epidemiology, Biostatistics and Biodemography, Max-
Planck Odense Center on the Biodemography of Aging,
University of Southern Denmark, Odense, Denmark

Background/aims: Most individuals prefer to die at their
place of residence, yet timely and appropriate end-of-life
care may not always be available there. This potential lack
of access to palliative care is of particular concern in the
context of Swedish eldercare, where the supply of publicly
financed services has been reorganized or even cut in

recent years. This study aims to investigate changes in the
place of death distribution in Stockholm over the last
decade, and discuss how this might have been affected by
changes in the public eldercare system.

Methods: The data come from a longitudinal quantitative
study covering all recipients of public eldercare in one
Stockholm municipality. Preliminary analysis included all
deaths from March 2004 through December 2011 for
which the date and place of death were recorded (n=2208).
Statistical methods included frequency descriptives and
logistic regressions.

Results: Preliminary results indicate that between 2004 and
2011, hospital deaths decreased from 20% to 11%, care-
home deaths decreased from 70% to 57%, and ordinary-
home deaths increased from 10% to 32%. Multivariate
logistic regression showed that individuals dying in the
years 2008-2011 were significantly and increasingly more
likely to die in a residential setting than those dying in 2004.
Stratified analysis by Type of residence (care home v. ordi-
nary home) revealed that this effect emerged primarily from
the individuals residing in ordinary homes prior to death.
Care-home residents showed no significant changes over
time in their high probability of residential death (97%).
Conclusions: Among recipients of public eldercare ser-
vices in Stockholm, an individual’s place of residence
increasingly predicts their place of death: where they
reside is most likely where they will die, especially those
residing in care homes. This trend warrants careful plan-
ning and regulating to ensure that timely, high quality end-
of-life care is accessible in all types of residences.

Abstract number: P356
Abstract type: Poster Discussion

Assessment, Reporting and Discussion of Patient-
Reported-Outcomes (PROs) in Randomized-
Controlled-trials in Advanced COPD. A Systematic
Review According to CONSORT-criteria

Gaertner, Jan'?, Appelt, Jonatan!, Weingidrtner, Vera’,
Grass, Oliver!, Siemens, Waldemar', Becker, Gerhild’

'Department of Palliative Care, University Medical
Center Freiburg, Freiburg, Germany, 2Palliative

Care Center of Excellence for Baden-Wiirttemberg
(KOMPACT), Baden-Wiirttemberg, Germany, 3Institute
for Quality and Efficiency in Health Care (IQWiG),
Cologne, Germany

Background: In advanced COPD (aCOPD) quality of life
(QoL) is one of the main treatment goals. In clinical trials, this
can only be assessed via patient-reported-outcomes (PROs).
Objectives:

Primary: To investigate how often PROs are reported
in publications of randomized controlled trials (pRCTs) in
aCOPD.
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Secondary: To assess the reporting quality for PROs
according to Consolidated Standards of Reporting Trials
(CONSORT) criteria extension for PROs
(CONSORT-PRO:s).

Methods: A systematic review was performed for pRCTs
assessing the effect of pharmacologic, surgical, ventilatory
or medical device interventions on adult patients with
aCOPD (GOLD III-IV). We aimed to obtain a random
sample of RCTs published between 2003-2014 in MED-
LINE and EMBASE (via DIMDI (German Institute of
Medical Documentation and Information). The hits were
numbered in chronological order and screening started in
order of a web-based (random.org/sequences) random list
until a total of 122 publications could be included.

Results: Of 3834 hits, 2923 remained after removal of
duplicates and 122 pRCTs could be included (60921

patients, male: 71.5%, age: 65.5+£3.2 years, FEV,: mean
44.2% (standard deviation (SD) 9.7). In 88 (72%) pRCTs
PROs were reported as results, ten trials (8%) chose a PRO
as the primary endpoint. In the 88 studies reporting PRO
results, an average of 6.5 (SD 2.7) of the 14 CONSORT-
PRO items were covered. PROs were mentioned in the
abstract in 57 (47%) pRCTs and 73 (60%) pRCTs consid-
ered PROs when interpreting the effect of the intervention.
Conclusion: Roughly half of the pRCTs considered PROs
in key sections such as abstract and discussion, but PROs
were much more often assessed, reported and discussed
than in pRCTs in other diseases (e.g. cancer). If this
research culture could be further improved, this may facili-
tate a more patient-centered assessment of the available
treatment options. The CONSORT-PRO extension should
be consulted by all researchers in this field.

Downloaded from pmj.sagepub.com at University of Huddersfield on June 27, 2016


http://pmj.sagepub.com/

Abstracts

NP75

EAPC2016: Posters

Pain

Abstract number: P1
Abstract type: Poster

How Much Pain Is Acceptable?
Oldenmenger, Wendy H., Van der Rijt, Carin C.D.

Medical Oncology, Erasmus MC, Rotterdam, Netherlands

Background: For patients with cancer-related pain, the
numerical rating scale is the most frequently used instrument
to measure pain intensity. In the literature, it has been sug-
gested to interpret these ratings in relation to the score which
is acceptable to the individual patient. We aimed to examine
the feasibility and stability of acceptable pain intensity (API).
Methods: Patients with cancer included in this study origi-
nated from a randomized controlled trial in which we tested
the effectiveness of standard pain treatment versus pain con-
sult and patient pain education. Patients were asked to iden-
tify the intensity of pain that would be acceptable with 0-10
numeric rating scales at baseline and after 2, 4 and 8 weeks.
Data were analysed using nonparametric tests.

Results: 72 patients were included, 35% male, mean age
59 years. Almost all patients (97%) were able to give a
score for API. At baseline, 51% patients rated their API as
mild, 36% rated their API in the range which is considered
as moderate and 13% as severe pain. Patients’ ratings of
API were stable; after eight weeks, 69% of patients had a
variation of up to 1 compared to baseline. However, the
mean API remained equal in the standard care group (from
4.6 (range:0-8) to 5.0 (range:2-8)), and decreased in the
intervention group (from 4.6 (range:2-8) to 3.8 (range:0-7,
P<0.01), difference between groups P< 0.05).
Conclusions: Acceptable pain intensity is a feasible and
simple measurement to indicate patients’ own thresholds.
The majority of patients was capable to answer this question.
However, patients seemed to accept more pain than profes-
sionals consider acceptable. Acceptable pain intensity espe-
cially decreased in the patients who were educated about
pain and pain management, indicating that patients’ barriers
influence patients’ level of acceptable pain. More research is
needed before we can use acceptable pain intensity as a ref-
erence for the interpretation of pain ratings.

Abstract number: P2
Abstract type: Poster

Opioid Consumption Systematic Review to Prove
Palliative Care Development: Have they Always
Parallel Ways?

Ruiz-Lopez, Diego!, Alonso-Babarro, Alberto?, Guerra-
Rodriguez, Mercedes’

IPalliative Home Care Unit, ESAPD Legazpi, Direccion
Asistencial Noroeste de Atencion Primaria de Madrid,
Madrid, Spain, *Palliative Care Hospital Unit, Hospital
Universitario de la Paz, Madrid, Spain

Background/aim: Pain is a very common symptom in
cancer patients. Palliative Care (PC) from its approach
may be critical to get the suitable treatment.

The review aims to ensure that the PC development in
different countries take a parallel way to the increased opi-
oids consumption for better cancer pain control in patients
at end of life
Methods: A systematic review of the literature search was
conducted in PubMed, Embase, CINAHL, PsycINFO, Pro-
quest and The Cochrane Library using the MeSH terms and
free text. The quality of the studies was assessed according
to the relevant design used. Specifically, PRISMA for sys-
tematic reviews and meta-analyzes, and the checklist of the
JAMA series of other designs (Oxman, 1994).

637 articles were identified by searching the database with
the criteria inclusion, which 48 were duplicates. 589 refer-
ences were analyzed for the first screening, 505 of them
were discarded for various reasons and finally included 84
items for the systematic review.

Results: The treatment of cancer pain is a health issue
worldwide. In Europe there are studies that show different
patterns between countries and consumer show progress in
countries with emerging development of CP. It also shows
the individual consumption of each opioid, as DDD. In the
US we have more comprehensive bibliography prevalence
data and population characteristics using prescribed opioids
and national and regional consumer in a given time, in a
similar way to other countries. In Latin America and Africa,
are helpful for the development and implementation of
health policies in the field. In many countries, excessive
bureaucratic burden for prescription, limits its use.
Conclusions: The development of PC programs can
clearly increase the consumption of opioids. This type of
study allows us to see the international consumption real-
ity; establishing the differences, international health reali-
ties, cultural conditioning,...

Abstract number: P3
Abstract type: Poster

A Retrospective Study of Japanese Patients who
Switched from Opioid to Methadone for Cancer Pain
Control
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Matsuda, Yoshinobu!, Okayama, Sachiko?, Yoshikawa,
Yoshito!, Kimura, Sachiko’, Itakura, Takayasu?, Hiyoshi,
Rie?, Tohno, Kaori?, Yoshida, Kozue’, Noma, Hideki®

IPalliative Medicine, Takarazuka Municipal Hospital,
Takarazuka, Japan, 2Palliative Care Unit, Takarazuka
Municipal Hospital, Takarazuka, Japan, 3Internal
Medicine, Nishiwaki Municipal Hospital, Nishiwaki,
Japan, “Internal Medicine, Hyogo Prefectual Kaibara
Hospital, Kaibara, Japan, *Cancer and Palliative Care
Center, Takarazuka Municipal Hospital, Takarazuka,
Japan, ®Anesthesia, Takarazuka Municipal Hospital,
Takarazuka, Japan

Background: In Japan, oral administration of methadone
was approved for patients with cancer pain in March 2013.
However, as methadone has complex pharmacokinetics
with individual differences and rare but serious adverse
effects, methadone is only prescribed as a fourth-line drug
by cancer pain specialists.

Aims: To assess the analgesic and adverse effects of
switching from other opioids to methadone.

Methods: The clinical characteristics of 54 patients who
were prescribed oral methadone between April 2013 and
September 2015 were analyzed.

Results: The switch from other opioids to methadone was
initiated due to refractory pain in the stop-and-go switching.
As determined in Japan, the starting dose of methadone
ranged from 15-45mg/day, depending on the previous opioid
dose. Forty-five cases (11 outpatients, 34 inpatients) were
successfully switched to methadone, although 9 cases subse-
quently exhibited rapid progression of illness and failed due
to oral difficulty during the course of dose titration. At the
outset, the average of the oral morphine equivalent daily
doses before methadone administration was 159mg (range,
60-660mg) and the average numerical rating score (NRS) for
pain was 7.5 (range, 3-10). Upon completion of the dose
titration, the mean methadone dose was 26mg (range,
10-90mg) and the average NRS was 2.4 (range, 0-6). The
starting methadone dose was decreased in 5 patients due to
somnolence. No serious effects, such as QT prolongation or
respiratory depression, were recognized. However, paroxys-
mal atrial fibrillation occurred coincidentally in one inpatient
who had been prescribed methadone in our palliative care
unit, but defibrillation was achieved with oral administration
of aprindine (1b antiarrhythmic agent) and the methadone
administration could be continued.

Conclusion: Switching from other opioids to methadone is
one of the useful methods for control of refractory cancer
pain, and the side effects are few and easily controlled.

Abstract number: P4
Abstract type: Poster

Half Dose Administration Using Once-a-Day Fentanyl
Patch 12.5 pg/h with Film Dressings

Teraoka, Reiko!, Miyake, Mai!, Okamoto, Yoshiaki?,
Nakayama, Mizue?, Numata, Chikako’, Hirai, Midori?,
Yutani, Reiko’, Kitagawa, Shuji!

'Department of Pharmaceutical Technology, Kobe
Pharmaceutical University, Kobe, Japan, 2Department
of Pharmacy, Ashiya Municipal Hospital, Ashiya,

Japan, *Educational Center for Clinical Pharmacy, Kobe
Pharmaceutical University, Kobe, Japan, Department of
Pharmacy, Kobe University Hospital, Kobe, Japan

Objective: Although the minimum effective dose of once-a-
day fentanyl patch (tape) as a cancer pain drug is 300 pg/d, this
may be excessive, depending on patients’ conditions. When an
overdose is anticipated, it is administered at a half dose using
film dressing because the tape cannot be cut and patched,;
however, the feasibility of dose adjustment using this method
has not yet been confirmed. To examine variations of released
drug due to differences among the types of film dressing, drug
dissolution and skin permeability tests were conducted.
Methods: The tape was covered with OPSITE* FLEXI-
FIX (OP), PERME-ROLL (PE), or Tegaderm™ Roll (TE)
as film dressings, adopting 2 different methods: (1) bond-
ing the application surfaces of the tape and film dressing;
and (2) pasting the tape on the surface of the film dressing.
A drug dissolution test was conducted, adopting the paddle
over disk method. A skin permeability test was also con-
ducted using Yucatan Micro Pig Skin. HPLC analysis was
performed to measure residual drug.

Results: The average dissolution rate of fentanyl after
24-h attachment without film dressings was 95.8%. When
covering the entire pasting surface of the tape with OP, PE,
and TE, the dissolution rate was 10.6, 73.4, and 98.2%,
respectively, when adopting method (1), and 65.4, 81.5,
and 99.6%, respectively, when adopting method (2). OP
was shown to prevent dissolution more markedly when
adopting method (1) compared with (2).

Without film dressings, the fentanyl average permea-

tion rate was 80.4%. When attaching half the tape covered
with OP that had been shown to reduce fentanyl dissolu-
tion markedly, adopting method (1), the permeation rate
decreased to 38.4%; approximately half of the value
obtained without film dressings.
Conclusion: These results support the feasibility of dose
adjustment by covering the surface of drug release of the
tape with OP, adopting method (1).

There is no conflict of interest.

Abstract number: P5
Abstract type: Poster

Pain in People with Intellectual Disabilities Receiving
Palliative Care: Differences in Pain Recognition and
Treatment Are a Big Issue

Tonino, Marijke, Braam, Rob, Echteld, Michael Anthony
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Stichting Prisma, Biezenmortel, Netherlands

The increasing longevity of people with intellectual dis-
abilities (ID) stresses the importance of excellent palliative
care. In the Netherlands a high care hospice specifically
for people with ID was started. In this study pain is
reviewed. Since communication often is impaired, diagno-
sis or recognition of pain and monitoring (the effects of)
treatment is a serious challenge. The aim of this study is to
report the prevalence of pain in patients admitted to the ID
hospice and its medical treatment.

Data are collected within hospice and home care facili-
ties of a Dutch care organisation using a retrospective
cohort of 52 people. Data were extracted from the patient
records between November 2012 and October 2015. Pain
was assessed using observation scales and behaviour
observation.

All levels of ID were represented in the sample. Pain
was recognised in 2/3 of the patients. Of these only 1/3
were able to report pain themselves. In the other 2/3 trial
medication was given because of the likelihood of the
presence of pain due to the underlying illness. If medica-
tion made a difference, the diagnosis pain was established
and treatment continued. Limited self-report also ham-
pered the assessment of treatment effectiveness.

All patients with pain needed opioid treatment and 1/2
needed additional neuropathic pain treatment. All patients
were treated for obstipation. Delirium was observed and
treated in all patients, but not all delirium could reliably be
associated with opioid treatment. In about half the patients
other serious side-effects were seen such as itch, hyperal-
gesia and nausea.

Treatment is mostly dependent on observation and
interpretation of behaviour and changes in behaviour. It’s a
fallacy that people with ID do not feel pain because they
cannot tell. Accurate pain (observation) scales are very
important and developing appropriate assessment scales
suitable for this population is highly needed.

Abstract number: P6
Abstract type: Poster

Review of Alfentanil Switching in a Specialist
Palliative Care Service

Ma, Siobhan, Cranfield, Faith, McQuillan, Regina
St Francis Hospice, Dublin, Ireland

Background: The use of alfentanil in palliative care is
supported by research about its use in renal failure. There
are case reports about withdrawal when there is a switch
from other opioids to alfentanil. Conflicting animal studies
regarding tolerance have been reported.

The aim of our study was to review switches from alfent-
anil to other opioids

Methods: A retrospective chart review was conducted in a
specialist palliative care service 9-month period. Cases
were identified when an alfentanil infusion was switched
to an alternate opioid. Data collected included diagnosis,
reason to start alfentanil, alfentanil dose, alternative opioid
dose, reason for switch and any adverse effects.

Results: 56 patients were identified on an alfentanil infu-
sion over the 9 months. 6 patients had a total of 9 switches
from alfentanil to other opioids. All 6 patients were on
alfentanil due to toxicity on other opioids. All were
switched from alfentanil because of drug availability,
especially in relation to discharge home. Prior to the
switch, pain and alfentanil dose was stable and the patients
were not toxic. Out of the 9 switches, initial doses of alfen-
tanil ranged from 6-110mg; on 4 occasions, patients were
on more than 1gm oral morphine equivalent (OME). Dose
reduction during the switch ranged from 0-98%. Toxicity
developed in 2 cases and in both cases patients OME of
more than 1gm/day and had reductions of 6 and 25%. The
other two patients on OME greater 1 gm/day had reduc-
tions of 37% and 88%. One patient self-discharged, and
effectively had a 98% dose reduction in opioids with no
evidence of withdrawal.

Conclusion: Further research is needed to determine if tol-
erance occurs with alfentanil, especially at high doses and
if a dose reduction is recommended, especially at doses
equivalent to greater then 1g/24hr of PO morphine, even in
the setting of well controlled pain and no toxicity.

Symptoms other than pain

Abstract number: P8
Abstract type: Poster

Association of Cancer Related Fatigue with Other
Symptoms and Impact on Quality of Life of Palliative
Care Patients in a Tertiary Cancer Institute: A
Prospective Observational Study

Ghoshal, Arunangshu, Deodhar, Jayita, Muckaden
MaryAnn

Tata Memorial Centre, Mumbai, India

Background: Fatigue with other symptoms affects quality
of life (QOL) in advanced cancer patients. This study
looks into the factors associated with fatigue, its impact on
QOL at baseline and predictors of improvement of same at
first follow-up visit.

Methods: A prospective, observational study was con-
ducted in the outpatient clinic from January to June 2014.
Registered adult advanced cancer patients with PC clinic
meeting the inclusion criteria (ECOG < /=3, ESAS fatigue
score >/=1) were assessed after taking informed consent
for symptom burden (ESAS) and QOL (EORTC-QOL
PAL15) along with demographic details. They were given
standard treatment for those symptoms. They met the PC
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team or were telephonically contacted for the same
domains after an interval of 15-30 days. Descriptive statis-
tics, comparison of baseline and follow up data, correla-
tion and multiple linear regressions between fatigue and
symptoms at baseline, logistic regression model to deter-
mine factors associated with improvement in fatigue were
performed. (CTRI no. : REF/2014/02/006537)

Results: A total of 402 subjects were assessed at baseline
and follow-up (median age, 52 years; 51.6% male). Sig-
nificant change in fatigue score was observed (p< 0.001) at
follow-up. Hemoglobin, albumin levels, type of cancer,
sites of metastasis, ECOG score, body weight, ESAS items
except drowsiness, overall QOL, emotional functioning
and constipation were found to be significantly associated
with fatigue at baseline (p < 0.05). The logistic regression
model showed that changes in hemoglobin and albumin
levels, pain, dyspnea, physical functioning, insomnia on
QOL scale significantly contributes to the improvement in
fatigue.

Conclusions: Fatigue is strongly associated with certain
physical, emotional and biochemical parameters; some of
which are predictive of improvement of fatigue. As it is a
single centered referral based study, its generalizability
needs to be ascertained in a larger study.

Abstract number: P9
Abstract type: Poster

Prevalence and Intensity of Dyspnea in Advanced
Cancer and Factors Affecting it

Damani, Anuja, Ghoshal, Arunangshu, Muckaden,
Maryann, Singhai, Pankaj

Palliative Medicine, Tata Memorial Hospital, Mumbai.,
India

Background: Dyspnea is a subjective, multidimensional
experience of breathing discomfort, commonly seen in
patients with advanced cancer that influences all aspects of
patient’s life. To find the impact of dyspnea on the quality
of life in this population, it is important to understand the
prevalence and factors influencing dyspnea.

Aim: The aim of this study was to determine the preva-
lence, intensity and factors influencing dyspnea in
advanced cancer and determine its impact on overall qual-
ity of life.

Methods: The study was a prospective cross sectional
study. Prevalence of dyspnea and its impact on quality of
life was determined on 500 patients registered with Pallia-
tive Medicine OPD. The patients were asked to fill a set of
questionnaires which included the Cancer Dyspnea Scale
(translated and validated Hindi and Marathi versions),
Visual Analogue Scale for dyspnea and EORTC QLQ C 15
PAL. Other details of symptoms, disease, treatment and
the demographics were collected from the departmental

assessment form of the patient. Descriptive statistics, uni-
variate and multiple regression analysis were used to cal-
culate results.

Results: 44.37 % of the patients experienced dyspnea. The
factors of dyspnea increased with increase in anxiety,
depression, fatigue, loss of appetite, loss of wellbeing,
pain, lung involvement by primary or metastatic disease,
performance status and deteriorating overall quality of life
and emotional well being on EORTC QLQ C15 PAL.
Conclusions: Prevalence of dyspnea in advanced cancer
population is as high as 44.37% and it causes a negative
impact on overall quality of life of patients.

Abstract number: P10
Abstract type: Poster

A Longitudinal Assessment of Cognitive Function in
Patients with Cancer in Palliative Care

Kurita, Geana Paula'?, Benthien, Kirstine Skov??,
Sjogren, Per?3, Kaasa, Stein*>9, Hjermstad, Marianne
Jensen>67

'Multidisciplinary Pain Centre, Rigshospitalet -
Copenhagen University Hospital, Copenhagen, Denmark,
2Dept. Oncology, Rigshospitalet - Copenhagen University
Hospital, Copenhagen, Denmark, 3Dept. Clinical
Medicine, Faculty of Health and Medical Sciences,
University of Copenhagen, Copenhagen, Denmark,
4Dept. Oncology, St. Olavs Hospital, Trondheim
University Hospital, Trondheim, Norway, Dept. Cancer
Research and Molecular Biology, Faculty of Medicine,
Norwegian University of Science and Technology,
Trondheim, Norway, ‘European Palliative Care Research
Centre, Trondheim, Norway, "Dept. Oncology, Regional
Centre for Excellence in Palliative Care, Oslo University
Hospital, Oslo, Norway

Aim: To assess development of cognitive function and
predictors for cognitive impairment during a period of
6-10 weeks in patients with cancer in palliative care.
Methods: Prospective longitudinal investigation derived
from the European Palliative Care Cancer Symptom study
(Europe, Canada, and Australia 2011-2013). Inclusion crite-
ria: advanced cancer, in palliative care, =18 years, at least 1
assessment post-inclusion. A 4-item version of Mini Mental
State Examination was applied as the primary variable; total
score = 5, scores =<4 = cognitive impairment. Baseline vari-
ables included in the multiple imputation based on logistic
regression model were age, sex, education, time of diagno-
sis, cancer diagnosis, CNS metastasis, oncologic treatment,
chemotherapy, opioids, corticosteroids, and sedatives/anx-
iolytics. Only patients with complete baseline data and with
survival of >6 weeks were included in the model.

Results: 1568 patients (50% male, mean age 65.5, 42%
had 10-12 years schooling, mean Karnofsky 68%).
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Prevalence of cognitive impairment at baseline (n=1477)
was 28.5% and at follow-up (n=825) 24%. Longitudinal
analysis of the patients with complete MMSE at both
assessments (n=801) suggested that 11.4% became
impaired, 12.5% remained impaired, and 11.6% improved.
The predictive model (n=1351) showed that those with
low Karnofsky (OR=1.6, 95% CI: 1.0-2.5, P=0.0386) were
more likely to develop cognitive impairment, while
patients with breast cancer (OR=0.4, 95% CI: 0.2-0.7,
P=0.0039) were less likely to develop impairment.
Conclusion: A substantial number of patients under palli-
ative care seemed to develop or remain with cognitive
impairment; however, improvement was also observed in
some patients. Physical performance was the significant
predictor of cognitive impairment, while breast cancer pre-
sented lowers odds for impairment.

Partially funded by the Research Council at Norwegian
University of Science and Technology and St. Olavs
Hospital.

Abstract number: P11
Abstract type: Poster

A Scratch for Every Itch? Drugs with Large Effects
and with No Effects for Pruritus Patients with
Chronic Kidney Disease - Preliminary Results from a
Cochrane Review

Siemens, Waldemar!, Xander, Carola’, Meerpohl, Jorg
J, Antes, Gerd?, Buroh, Sabine’, Schwarzer, Guido?,
Becker, Gerhild’

'Department of Palliative Care, University Medical
Center Freiburg, Freiburg, Germany, 2German Cochrane
Centre, University of Freiburg, Freiburg, Germany,
3Library of the Surgical Clinic, University Medical
Center Freiburg, Freiburg, Germany, “Institute of Medical
Biometry and Informatics, University of Freiburg,
Freiburg, Germany, *Clinic for Palliative Care, Medical
Center, University of Freiburg Faculty of Medicine,
University of Freiburg, Freiburg, Germany, Freiburg,
Germany

Background: Pruritus (itch) is a distressing and puzzling
symptom that occurs in patients with different advanced
diseases. The prevalence in patients with chronic kidney
disease (CKD) under hemodialysis exceeds 70%.

Aim: To highlight drugs against CKD-related pruritus
with /arge and with no effects.

Methods: This work is part of a Cochrane Review that is
being updated. Randomized controlled trials (RCTs) with
adult pruritus patients suffering under an incurable pro-
gressive disease were included. We searched the databases
MEDLINE, EMBASE and CENTRAL in May 2015. Two
reviewers screened and extracted information of relevant
RCTs.

We performed continuous meta-analyses with RevMan 5.3
(inverse variance method; fixed effect model). A mean
improvement of = 2 on the visual analog scale (VAS) was
considered as large effect. Here, only data of patients with
CKD-related pruritus are presented.

Results: Concerning the CKD population, we included 30
studies (n=1269) with 21 different treatments and con-
ducted meta-analyses for six drugs (versus placebo).

We found large effects for gabapentin (-5.91, 95% con-
fidence interval [CI] -6.87 to -4.96; n=118, 2 studies) and
for cromolyn sodium (-2.94, 95% CI -4.04 to -1.83; n=100,
2 studies). A subgroup analysis indicated that oral cro-
molyn sodium was more effective than topical cromolyn
sodium (-4.70, 95% CI -6.57 to -2.83; n=40, 1 study versus
-2.00, 95% CI -3.37 to -0.63; n=60, 1 study). Ondansetron
showed no statistically significant effect (0.80, 95% CI
-0.51 to 2.11; n=34, 1 study).

The risk of bias was unclear or low for most items of the

three presented drugs.
Conclusion: Gabapentin and cromolyn sodium showed
large effects. In contrast, ondansetron was not effective.
However, the sample size in ondansetron was small and
the quality of evidence was low.

Further RCTs are needed to reproduce these effects for
CKD patients and to research other pruritus patients, e.g.
with cholestasis or cancer.

Abstract number: P12
Abstract type: Poster

Patients in Palliative Care - Predictors for Feeling
Depressed - An Analysis of the Hospice and Palliative
Care Evaluation 2007 - 2011

Hofmann, Sonja, Hess, Stephanie, Ostgathe, Christoph

Department of Palliative Medicine & Comprehensive
Cancer Center, CCC Erlangen - EMN, University
Hospital Erlangen Friedrich-Alexander-Universitét
(FAU) Erlangen-Niirnberg, Erlangen, Germany

Aim: In patients with advanced or terminal diseases to feel
depressed is one of the common psychological symptoms.
This study aims to detect possible predictors of feeling
depressed in patients receiving palliative care.

Methods: To develop a predictive model for feeling
depressed we revert to a training set with two-thirds of a
randomly divided data set collected in the Hospice and
Palliative Care Evaluation (HOPE) from 2007 till 2011.
HOPE is used as a quality management benchmarking sys-
tem in Germany and includes a validated symptom and
problem checklist. Dichotomized staff ratings for feeling
depressed (none or mild vs. moderate and severe) served
as target variable, whereas other information from HOPE
were used as predictor variables. By backward stepwise
selection we determined a multivariable logistic regression
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model whose predictive accuracy was evaluated using a
test set containing the remaining one-third of the records
by the area under the receiver operating characteristic
curve (AUC).

Results: An analysis of 9798 data sets results in a fair pre-
dictive value for feeling depressed (AUC=0.72). The pre-
dictive model for feeling depressed includes gender, age,
ECOQG, living situation, brain tumors, pain, nausea, consti-
pation, loss of appetite, tiredness, wound care, need for
assistance with activities of daily living, problems with
organization of care, medication with sedatives/anxiolyt-
ics, and medication with antidepressants.

Conclusions: Wide-ranging aspects of disease and care
appeared as useful for the prediction of feeling depressed
in patients receiving palliative care. These findings could
be helpful to enhance the assessment of psychological
symptoms, the psychological support of patients in pallia-
tive care and to sensitize staff members for possible pre-
dictors of psychological burden in patients with terminal
diseases. Further analysis and research are recommended.

Abstract number: P13
Abstract type: Poster

The Role of Physical Therapy in Cancer-related
Fatigue and Breathlessness

Rahnea Nita, Gabriela!, Slavila, Mircea?, Rahnea Nita,
Roxana Andreea’, Popescu, Mihaela?, Ciuhu, Anda
Natalia’

10ncology - Palliative Care, St Luke Hospital for Chronic
Disease, Bucharest, Romania, 2Physical Therapy, St
Luke Hospital for Chronic Disease, Bucharest, Romania,
30ncology, ‘Dr. Constantin Gorgos’ Titan Hospital,
Bucharest, Romania, “Hematology, Colentina Clinical
Hospital, Bucharest, Romania

Aims: Assessment the role of physical therapy in cancer-
related fatigue and breathlessness.

Methods: 30 patients with moderate or severe fatigue induced
by cancer and its treatment participated to a program which
lasted 10 days and involved physical therapy. An assessment
of fatigue using “Edmonton Symptom Assessment Scale -
ESAS” was made to all hospitalized patients; breathlessness
was assessed too. Patient’s blood pressure and heart rate were
monitored daily before and after physical therapy.

Results: Regarding their education 40,00% patients had
elementary studies and 60,00% patients had high school.
According to ECOG, 33,34% patients had ECOG 1, while
40,00% patients had ECOG 2 and 26,66% patients had
ECOG 3. The study showed that in the day 1, the fatigue
level was severe for 73,34% patients and moderate for
26,66% patients, compared to day 10 when the fatigue
level was severe for 26,66% patients and moderate for
73,34% patients. Breathlessness level was, in the day 1,

severe for 20,00% patients, moderate for 40% patients and
mild for 13,33% patients, compared to day 10, when the
breathlessness level was severe for 0,00% patients, moder-
ate for 33,33% patients and mild for 26,67% patients.
Conclusions: Exercises are known to improve neuromus-
cular tone and physical therapy has an important role in
cancer-related symptoms, improving symptoms like
fatigue and breathlessness.

The study concluded that in the management of cancer-
related fatigue and breathlessness, physical therapy is rec-
ommended, playing an important role and maintaining
dignity, confidence and self-esteem in patients with an
advanced illness.

Abstract number: P14
Abstract type: Poster

Clinical Study on the Distinction between Refractory
Cachexia and Starvation in Terminal Cancer Patients

Nakajima, Nobuhisa

Department of Palliative Medicine, Tohoku University,
Graduate School of Medicine, Sendai, Japan

Aim: Cachexia appears in many terminal cancer patients.
The aim of this study was to identify terminal cancer
patients under the condition of starvation considered to
have refractory cachexia.

Methods: This was a prospective study. Study subjects
were terminal cancer patients who were admitted to the
PCU with severe malnutrition and poor general condition.
Based on prognostic predictions using the Palliative Per-
formance Index (PPI) and nutritional indices, we distin-
guished starvation from refractory cachexia. Statistical
analysis was performed using Mann-Whitney U test.
Results: Out of 180 patients who were considered to have
refractory cachexia on admission, we administered nutri-
tion therapy to 18 patients who we determined to be in a
‘state of starvation’ because of improvement in Palliative
Performance Scale (PPS) and oral intake after alleviation
of the symptoms and administration of infusion. The initial
evaluation on admission showed albumin < 2.5g/dL, trans-
thyretin < 10mg/dL, PPS < 30, and an estimated prognosis
of 3 weeks or shorter for all patients. Ten of these patients
achieved significant improvement in nutritional indices
and PPS (p< 0.01), and improved general status was main-
tained with continuation of nutrition therapy, resulting in
improved prognosis (median survival: 52 days (33 to 82
days), p< 0.05 ). We had no choice but to discontinue the
nutrition therapy for the other 8 patients because their
improvement in nutritional indices and PPS were only
temporary and overhydration symptoms also occurred.
After discontinuation, they developed refractory cachexia,
their general condition worsened, and their prognosis did
not improve (median survival: 23 days (18 to 33 days)).
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Conclusion: It is important that we accurately assess the
difference between refractory cachexia and starvation, and
perform adequate nutrition therapy which may lead to bet-
ter general condition and prognostic improvement. The
author received no finantial support.

Abstract number: P15
Abstract type: Poster

Functional Iron Deficiency Anaemia in the Palliative
Care Population

Neoh, Karen, Bennett, Mike

Academic Unit of Palliative Care, University of Leeds,
Leeds, United Kingdom

Background: Anaemia is a common cause of fatigue in
patients with advanced disease. Although other causes are
commonly described, functional iron deficiency (FID or
anaemia of chronic disease) is increasingly recognised as
an important aetiology and is caused by systemic inflam-
mation. FID is characterised by normocytic normochromic
anaemia and iron restricted erythropoiesis.

Aims:

— to establish the prevalence of FID anaemia in a pal-
liative care population.

— to examine the relationship between anaemia and
systemic inflammation.

Methods: Blood tests were identified for all patients
referred to two specialist palliative care services between
April 2013 and March 2014. Blood results closest to the
referral date were used to assess degree and cause of anae-
mia. The relationship was analysed between anaemia,
%hypochromic red cells (%HCer, indicating iron restricted
erythropoiesis if >5%) and C-Reactive Protein (CRP,
marker of systemic inflammation if >10).

Results: Data on 2139/2416 patients were available. 79%
had a cancer diagnosis. Prevalence of anaemia was 63%
using WHO criteria: 25% mild, 35% moderate and 3%
severe. 44% had raised %HCr which was significantly
related to degree of anaemia, indicating probable FID.
CRP was recorded in 68% of patients, mean value of 82. A
significant relationship was found between severity of
anaemia, %HCr and CRP.

Severity of anaemia Mean % hypochromic ~ Mean CRP
(n/%) red cells

Normal Hb (785/37%) 6.5 54

Mild (536/25%) 10 75
Moderate (748/35%) 24 109
Severe (70/3%) 33 128

[Relationship between anaemia, %HCr and CRP]

Conclusion: Anaemia was common in this population;
38% had moderate to severe anaemia. FID is estimated to
have a prevalence of 44% in this population; it is a signifi-
cant but under recognised cause of anaemia. Limitations of
this research include the lack of clinical information on
patient symptoms. Further research is needed to shape
clinical practice with regards treatments for FID anaemia.

Abstract number: P16
Abstract type: Poster

A Systematic Review of the Use of Anti-Secretory
Medicines for the Control of Gastrointestinal
Symptoms in Patients with Malignant Bowel
Obstruction

Halley, Angela

Palliative Care, Chelsea and Westminster Hospital,
London, United Kingdom

Background: Malignant bowel obstruction is a common
condition in patients with gastrointestinal and gynaeco-
logical cancers. Anti-secretory agents are used to reduce
gastrointestinal symptoms such as nausea, vomiting,
abdominal pain, cachexia, and constipation in patients
who are deemed unsuitable or unfit for surgery.

Aim: The aim of this systematic review is to analyse, eval-
uate and the evidence for the use of anti- secretory medica-
tions in treating gastrointestinal symptoms in patients with
malignant bowel obstruction who are unfit or unsuitable
for surgical intervention.

Method: Medline and Embase were searched from incep-
tion to November 2014. All clinical trials which used anti-
secretory medications as the intervention for patients with
malignant bowel obstruction to reduce gastrointestinal
symptoms were included. These included randomised con-
trolled clinical trials, controlled clinical trials and open
label intervention studies.

Results: Of 236 screened references, 8 studies were
included. These included, 4 randomised controlled trials, 1
phase 1/11 study and 3 prospective interventional studies.
A total of 284 patients were included. 3 studies compared
Octreotide (300-600mcg/24 hrs) with Hyoscine Butylbro-
mide (60-80mg/24 hrs). 4 studies assessed Octreotide only
and 1 study assessed long and short acting Octreotide
against matched placebo. Octreotide improved nausea and
vomiting scores when compared with Hyoscine Butylbro-
mide but other symptoms such as pain showed no differ-
ence. When assessing Octreotide only, both nausea and
vomiting were improved compared to baseline and in one
study quality of life was improved.

Conclusion: There is limited evidence of moderate quality
in showing the effectiveness of Octreotide over Hyoscine
Butylbromide for symptoms of nausea and vomiting for
patients with malignant bowel obstruction. There was no
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difference in abdominal pain or distension. Further com-
parative RCTs are required to corroborate these results.

Abstract number: P17
Abstract type: Poster

A Long-term Follow-up the Health-related Quality
of Life on Taiwanese Patients with Head and Neck
Cancer

Liao, Mei-Nan'?, Chen, Shu-Ching’, Liao, C-T%, Chang,
Chee - Jen®, Liu, Hsueh-ErhS

'Healthcare Management Department, Chang Gung
Memorial Hospital, Tao-Yuan, Taiwan, Republic of
China, 2Department of Nursing, Chang Gung University,
Tao-Yuan, Taiwan, Republic of China, *Department

of Nursing, Chang Gung University of Science and
Technology, Taoyuan, Taiwan, Republic of China,
4Department of Otorhinolaryngology, Head and Neck
Surgery, Chang Gung Memorial Hospital, Taoyuan,
Taiwan, Republic of China, *Information and medical
Statistic, Chang Gung University, Taoyuan, Taiwan,
Republic of China, ‘Department of Nursing, Chang Gung
University, Taoyuan, Taiwan, Republic of China

Background/aims: The quality of life can be seen as an
indicator of cancer survivorships. Little is known about the
long-term effect on the quality of life in Taiwanese patients
with head and neck cancer. Therefore, this study aimed to
investigate the changes in quality of life and related factors
in head and neck cancer patients over 2 years after
diagnosis.

Methods: Prospective and longitudinal design was used in
the study. 122 participants were recruited from four hospi-
tals in Taiwan Data was collected at six time points: one
week after diagnosis (baseline, T,), the start of treatment
(T,), and 3 months (T;), 6 months (T,), 12 months (T5) and
24 months (T,) after diagnosis. Subjects were assessed by
the following questionnaires: EQ-5D, EORTC QLQ-C30,
EORTC QLQ-HN35, KPS, and background information.
Results: The results indicated patients persisted in having
moderate levels of cancer-related quality of life (EORTC
QLQ-C30), and disease and treatment-related quality of
life at Ty- T; (EORTC QLQ-NH35). The levels of general
quality of life (EQ-50), and disease and treatment-related
quality of life were significant lower at starting treatments
(T,) than the other of time points. During the six time
points, pain/discomfort affected their general quality of
life most severely, followed by anxiety/low moods.
Amongst all of the symptoms related disease and treat-
ment, problems with swallowing and thickness of saliva
affected the quality of life of patients most severely. The
time since diagnosis, the levels of KPS, and the levels of
physical status and pain in cancer-related quality of life
scores (QLO-C30) could predict the general quality of life.

Conclusions: Symptoms related disease and treatment
long-term affected the quality of life of patients. There-
fore, the healthcare staffs need to develop and implement
intervention to prevent or minimize adverse outcomes
related to cancer diagnosis and treatments, so as to improve
their quality of life.

Abstract number: P18
Abstract type: Poster

Cancer Cachexia Assessment in a Specialist Palliative
Care Inpatient Unit

Lyng, Shane!, O Halloran, Louise!, Loftus, Eimear!,
Lortan, Cliona!?, O’Connor, Brenda?3, Ui Dhuibhir,
Pauline'?, Balding, Lucy?, Higgins, Stephen?, O Leary,
Norma?, Walsh, Declan! 23

ITrinity College Dublin, Dublin, Ireland, 2Our Lady’s
Hospice & Care Services, Dublin, Ireland, *UCD School
of Medicine and Medical Sciences, University College
Dublin, Dublin, Ireland

Introduction: Cancer cachexia is associated with poor
quality of life, increased cancer treatment morbidity and
reduced survival. Accurate assessment enables appropriate
intervention. Multiple barriers to cachexia assessment
exist in the palliative setting.

Aims: To examine current practice in a specialist palliative
care unit (SPCU) and whether cachexia is accurately
assessed, based on the 2011 international consensus defi-
nition of cancer cachexia.

Methods: Unified healthcare records of consecutive can-
cer admissions to the SPCU from September 2014 to Feb-
ruary 2015 were retrospectively reviewed. Documentation
of anorexia, catabolic drivers (C-Reactive Protein; CRP),
functional status (Palliative Performance Scale; PPS),
nutrition impact symptoms, weight and weight change was
sought. Outcome of admission (death/discharge) was
recorded. Statistics were generated with Microsoft Excel.
Results: 214 admissions were reviewed. Anorexia was
documented in 68% (n=135). Median CRP was 47.8mg/L
(range:0.6-456 mg/L). Median PPS was 40% (range:10-
80%). Median number of symptoms was 3 (range:0-7 of
12 potential). Weight was documented in 19% (n=41).
13% (n=27) were asked about weight change of whom
95% (n=25) reported weight loss. Weight loss was quanti-
fied in 8 cases. The word “cachexia” was noted in 47
admissions. 23% (n=49) were discharged home.
Conclusions: Nutritional assessment was neither compre-
hensive nor routine despite a high prevalence of abnor-
malities consistent with cachexia. Anorexia was common.
Weight evaluation was infrequent. Symptom burden was
high and inflammatory markers elevated. Almost one
quarter of patients were discharged and might have bene-
fited from intervention. Screening tools and education are
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needed to prompt recognition and appropriate manage-
ment of cancer cachexia in the palliative care setting.
No funding was received for this study.

Abstract number: P19
Abstract type: Poster

The Effectiveness of Complex Decongestive
Physiotherapy for Lymphoedema in Advanced Cancer
Patients

Cobbe, Sinead, Nugent, Kathy, Real, Shirley

Physiotherapy Department, Milford Care Centre,
Limerick, Ireland

Background: Complex Decongestive Physiotherapy
(CDP) is a regime of physical treatments for lymphoe-
dema. Its effectiveness for advanced cancer patients has
not been proven.

Aim: To evaluate the effectiveness of CDP in advanced
cancer patients.

Methods: Prospective observational cohort study over 18
months of advanced cancer patients with lymphoedema,
who received 3 or more CDP treatments.

Method: Limb measurements were taken before the first
treatment (T1,) and then before treatments 3 (T3) and 6
(T6) as follows: Limb volume using circumferential mea-
surements, quality of life (QOL) using 2 adapted ques-
tions, and skin quality using a locally developed 4-point
scale (1 score=1/4 surface area of limb). This measured
abnormalities in each domain of colour, thickness and tex-
ture. Data was collected by the treating physiotherapists
and analysed using Microsoft Excel.

Results: 12 patients (2 male and 10 female), with an age
range of 42-73 (median 69.5) were included. One patient
had arm oedema, the remainder had leg oedema. Survival
(days from last treatment to death) ranged from 3-262 days
(median 40).

At T3 (n=12, 20 limbs), average reduction in limb vol-
ume was 6.3% (range -9.4 to +15.3%). There was reduc-
tion in abnormal skin thickness (average 1.2 points) and
texture (average 0.85 point). At T12

(n=7, 12 limbs) average reduction in volume was 9.3%

(range -9.2 to +18.9%). There was reduction in abnormal
skin thickness (average 2.1 points) and texture (average
1.6 points). QOL changes included improvements in func-
tion, limb appearance and patient comfort. Improvements
in QOL and skin quality occurred regardless of changes in
volume.
Conclusion: For the first time, this study shows that
CDP treatments can be effective for a cohort of pallia-
tive care patients. Improvement in limb volume, skin
quality and QOL were recorded. Larger studies using
valid skin and QOL measures are required for this
patient population.
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The Process of Developing an Operational Definition
of the Wish to Hasten Death

Balaguer, Albert!, Porta-Sales, Josep'?, Monforte-Royo,
Cristina’, on behalf of WTHD ad Hoc Research Group

ISchool of Medicine and Health Sciences, Universitat
Internacional de Catalunya, Barcelona, Spain, 2Palliative
Care Service, Institut Catala d’Oncologia, Barcelona,
Spain, *Nursing Department, Universitat Internacional de
Catalunya, Barcelona, Spain

Background: One of the feelings occasionally experi-
enced by some patients with advanced illness is the desire
to die. The lack of common terminology regarding this
wish to hasten death (WTHD) hampers our understanding
of this phenomenon and advances in clinical research.
Aim: To reach a common conceptualization and develop
an internationally agreed operational definition of the
WTHD.

Methods: The process involved three phases:

1 literature review and discussion within the Steering
Group who coordinated the whole process,

2 a modified nominal group process with 17
European experts and

3 amodified Delphi process involving 24 experts from
19 institutions from Europe, Canada and the USA.

Results: All 24 experts completed the three rounds of the
Delphi. The statements finally included in the definition
had a consensus that ranged between 79% and 96%. The
final definition of the WTHD and its Related Factors was:

The WTHD is a reaction to suffering, in the context of a
life-threatening condition, from which the patient can see
no way out other than to accelerate his or her death. This
wish may be expressed spontaneously or after being asked
about it, but it must be distinguished from the acceptance
of impending death or from a wish to die naturally,
although preferably soon.

The WTHD may arise in response to one or more fac-
tors, including physical symptoms (either present or fore-
seen), psychological distress (e.g. depression, hopelessness,
fears, etc.), existential suffering (e.g. loss of meaning in
life), or social aspects (e.g. feeling that one is a burden).
Interpretation: The methodology used allowed us to
deepen the conceptualization of the WTHD and reach a
sufficient agreement in terminology. The proposed opera-
tional definition should facilitate the sharing of knowledge
among clinicians and researchers thereby fostering
improved understanding of the WTHD and the develop-
ment of strategies for early therapeutic intervention.
Funding: Instituto de Salud Carlos I1I; AECC.
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A Clinical Study on the Hope of Rehabilitation for
Advanced Cancer Patients in Palliative Care Setting
whose Performance Status was 3-4

Nishivama, Nanako!?, Okamoto, Yoshiaki?, Abe,
Kazunari?

IRehabilitation, Ashiya Municipal Hospital, Ashiya,
Japan, ZHealth Sciences Major, Graduate School of
Biomedical & Health Sciences, Hiroshima University,
Hiroshima, Japan, 3Pharmacy, Ashiya Municipal
Hospital, Ashiya, Japan, *Rehabilitation, Chiba
Prefectural University of Health Sciences, Chiba,
Japan

Aim: The goal of rehabilitation for advanced cancer
patients is to improve their ADL and QOL. There were
several studies on the hope of rehabilitation for these
patients.

However, there was not any study for advanced cancer
patients in palliative care setting whose performance status
(PS) was 3-4. This study aimed to examine the hope of
rehabilitation for these patients.

Method: This was a retrospective chart review.

Subjects were 66 consecutive patients (PS3: 44, PS4:
22, male 43, median age 78.5; range 46-93) who admitted
to the general wards and palliative care unit of our hospital
and then were consulted to occupational therapist (OT) for
the last 1 year.

OT asked these patients what were their hope for reha-

bilitation at the early session. We examined the ratio of the
patients who expressed their hope and the contents of
hope.
Result: Forty-nine patients (PS3: 35, PS4: 14) expressed
their hope at the early session, and contents of their hope
were to improve/maintain ADL and to palliate physical
symptoms (fatigue, dyspnea, edema, etc.).

Among 17 patients who did not express their hope at

the early session, two of them did not want to continue the
rehabilitation. The other 15 patients wished to continue the
rehabilitation, and they accepted passive exercise and mas-
sage for relieving physical distress offered by OT. Five of
15 patients expressed their hope such as to discharge the
hospital and to spend their lives at home, to go outside a
hospital room, etc. afterwards.
Conclusion: In this study, 26% of patients didn’t express
their hope at early session, but finally, 97% hoped to con-
tinue the rehabilitation by an offer of the rehabilitation
program for relieving pain and distress. During this pro-
cess, it could enable the patients who didn’t express their
hope at early session to express new hope, and it may lead
to high quality of palliative care.

The author received no financial support.
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Comparison of Thirst-alleviating Interventions in a
Human Surrogat Model of Xerostomia

Krumm, Norbert, Kiipper, Horst, Rolke, Roman

Department of Palliative Medicine, Medical Faculty
RWTH Aachen University, Aachen, Germany

Background: Xerostomia of dying patients is often linked
to the burdening experience of thirst and a concurrent
decrease in quality of life. Nevertheless, there is no signifi-
cant evidence supporting the effectiveness of mouth care
compared to infusion therapy for relieving thirst in pallia-
tive patients so far. As research in dying patients is an ethi-
cal challenge this study focuses on thirsty healthy subjects
as a human surrogate model.

Method: In a randomised controlled cross-over trial 16
healthy subjects received combinations of mouth care
(spraying chilled (7° Celsius) water intraoral) or sham
mouth care (wetting lips with water at room-temperature)
in 30 minute intervals and either 500ml (intervention) or
50ml (sham infusion) of sodium chloride 0.9% intrave-
nous over four hours at four investigations. Each subject
had a 12h interval of restricted fluid intake before and was
requested to perform oral breathing during the test. Assess-
ment of the interventions’ effects on thirst was carried
using a 0-100 numerical rating scale. Data were analysed
using repeated measurement ANOVA.

Results: There have been no effects from intravenous
sodium chloride on the sensation of thirst in healthy par-
ticipants irrespective of the applied volume per hour. In
subjects with baseline thirst > 40/100 NRS a decrease in
thirst due to intraoral mouth care >20% was found.
Conclusion: Spraying chilled water intraorally can allevi-
ate the sensation of thirst rather than infusion therapy.
Extrapolated to the situation of dying patients with thirst,
this finding points to the important role of nursing offering
effective mouth care.
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Are Symptoms Bothersome - Do We Really Ask

the Right Questions? Graphical Display of Patient
Nominated Symptoms, their Bother Factor and
Interference on Individual Quality of Life Can
Significantly Improve these Same Outcome Measures
over Time

Meclnerney, Veronica!, Waldron, Dympna?3, Mannion,
Eileen®3

'HRB Clinical Research Facility, National University
of Ireland, Galway, Ireland, 2Department of Palliative

Downloaded from pmj.sagepub.com at University of Huddersfield on June 27, 2016


http://pmj.sagepub.com/

Abstracts

NP85

Medicine, Galway University Hospital, Galway, Ireland,
3School of Medicine, National University of Ireland,
Galway, Ireland

Background: Patients receiving chemotherapy for
advanced cancer are frequently examined by the clinician.
We hypothesised that some symptoms may bother the
patient but may not be appreciated as bothersome to the
clinician. The aim of this study was to measure the impact
of symptom bother/interference on quality of life (QoL)
and evaluate the impact of sharing that information with
the clinician.

Methods: A randomised controlled trial of 65 patients
receiving chemotherapy for advanced cancer was conducted
to measure differences in symptom bother/interference on
QoL over 4 time-points using the Schedule for the Evalua-
tion of Quality of Life (SEIQoL) Direct Weighting (DW).
Patients self nominated symptoms along with the impact of
symptom interference on their subjective QoL was reported
to the clinical team in a colourful visual info-graph format
(intervention group) and was compared to patients whose
symptom information was not reported (controls).The pri-
mary objective was to compare differences in symptom
bother on QoL between groups over time.

Results: A significant number of patients experienced
symptom bother (P=0.000).The most frequently nomi-
nated symptoms were fatigue (40%) pain (29%) shortness
of breath (19%) and weakness (16%). Findings demon-
strated a highly significant difference in symptom interfer-
ence between groups (P=0.000). Symptom interference
experienced by the control group increased by 38% from
baseline to time point 4 whereas that reported by the
patients in the intervention group decreased by 10% over
time.

Interpretation: Increased awareness of patient’s percep-
tion of symptom bother and symptom interference with
quality of life by the clinician can significantly decrease
symptom burden on QoL over time. Presenting patient’s
views on a graph accessible to the multidiciplinary team
may improve the outcome of symptoms , their bother as
well as interference on their subjective QoL.
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Use of Dexmedetomidine Continuous Subcutaneous
Infusion (CSCI) in a Palliative Care Service in Ireland

Freiherr von Hornstein, Wilhelm!, Krawczyk-Sredniawa,
Agnieszka!, Pinheiro, Paulo’, Lynch, Stephen!

ISpecialist Palliative Care Service Cavan & Monaghan,
Health Service Executive Dublin North East, Cavan,
Ireland, ?Department of Internal Medicine, Cavan
General Hospital, Cavan, Ireland

Background: Dexmedetomidine, a pure a, adrenergic
agonist, is licensed in Europe since 2011 for sedation and
analgesia. It allows “conscious sedation®, attenuates
hypertension and tachycardia. The hypnotic action is simi-
lar to normal sleep with facilitated arousal. It causes no
respiratory depression. It blocks the “sympathetic storm*
arising in stressful situations.

Aims: The aim of this study is to assess whether continu-
ous subcutaneous infusion (CSCI) of Dexmedetomidine
could be safely and effectively used to support patients in
a Palliative Care Inpatient setting.

Methods: Noted were:

— Diagnosis at referral

— Underlying diseases

— Preexisting anxiolytic, antidepressive, antipsy-
chotic, analgesic medication

—  Other current medication

—  Follow up

—  Outcome

Special attention was given to the skin site.

Results: 12 patients were treated up to 26 days aged 49 to
86 years. The main indications for dexmedetomidine were
cooperative sedation: 11, arterial hypertension: 2, with-
drawal symptoms: 2 patients. The underlying diseases
were a malignancy in 6, addiction in 4, COPD in 4, intra-
cerebral bleed in 2 patients. High levels of anxiety were
prominent in 6 patients. Depression and delirium were
observed in 2 patients each. One patient was extremly
angry.

Dexmedetomidine doses varied between 0.1 to 0.9 ng/
kg per h. 9 patients died. 3 patients could be weaned of
dexmedetomidine where the indications were addiction in
2 patients, delirium in one patient. In 2 patients CSCI had
to be stopped after 3 hours because of hypotension. In 2
patients the antihypertensive medications had to be
adjusted.

The subcutaneous access was well tolerated without

any local irritation.
Conclusion: Dexmedetomidine induced an excellent level
of reduced anxiety with improved ability for patients to
communicate. This helped to spend meaningful time with
family. It is effective treating malignant arterial hyperten-
sion. The limitation of its use are patients having or devel-
oping hypotension and bradycardia.
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Shortcomings in Medical Care of Patients with
Refractory Breathlessness in Germany

Schulze, Friederike, Schunk, Michaela, Bausewein,
Claudia
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