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EAPC Abstracts

Welcome from the EAPC President

Dear Colleagues, Dear friends,

On behalf of the EAPC Board of Directors, and as President, | am delighted to welcome you to our 17th EAPC World Congress. For the second year in a
row, we are hosting this congress online. As many of you will know this congress was originally planned to take place in beautiful Helsinki in May 2021.
In contrast to last year, this year we have had more time and experience to plan and prepare for this online event. We have carefully analysed your
feedback from last year and based on this have improved our congress platform to ensure that the EAPC congress 2021 will more than meet the needs
and expectations of our very discerning congress-going delegates.

It has been my honour to work with a dedicated group of colleagues, who have worked tirelessly to bring this programme to fruition. We are also
extremely grateful to you for your ongoing support. We understand the challenges that many of you have faced working clinically throughout a global
pandemic and we would really like to thank all of those who submitted one of nearly 700 abstracts.

| would like to especially thank the Helsinki team (with a special mention of Kaisa Rajala and Kaisa Halinen), their role in the conference organisation
changed from being our local Helsinki organisers to helping with the online congress. For those of you who like me, who are disappointed to not have
had the opportunity to visit Helsinki there is good news. . . pandemic’s allowing, we are planning that for EAPC 2024 Helsinki will be the perfect place
for an EAPC Congress. We are also in the early stages of planning an in person/blended congress in May 2023.

There are many other people to thank for helping to bring this online event to fruition. Our Scientific Committee and particularly our dedicated Chair,
Fliss Murtagh; our debt of thanks goes to each of them for the hard work and commitment over many long hours. We would also like to thank our
Conference Partner, Interplan and Elke Jaskiola for supporting us through difficult times. We are extremely grateful to Gavin Henrick and his team at
ITS for their support with the congress platform, technical support and much more. Of course, my personal thanks to the EAPC Head Office team, Julie,
Cathy, Avril, Claudia, Joanne and for the logistics, organisation and managing all the other EAPC demands at the same time as bringing a world congress
online together. Finally, | wish us all a wonderful congress Online, combined with the hope that we will soon meet again in person

Professor Christoph Ostgathe
President, European Association for Palliative Care

© 2021 SAGE Publications 10.1177/02692163211035909
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Welcome from the Chair of the Scientific Committee

The last eighteen months have been challenging for us all, on an unprecedented scale. In this changed world, we are all of us experiencing growing
demand for palliative care, major changes in palliative care practice, and increasing challenges to the delivery of palliative care services.

The EAPC 17t World Congress “Exploring New Dimensions” gives us a wonderful opportunity to support and encourage each other, gain new energies,
and learn from all that has happened. There are exciting innovations and excellent progress to discover from within our palliative care community, as
well as valuable contributions from colleagues and communities beyond palliative care. There is real innovation and inspiration woven throughout the
programme; much to discover and learn here.

A huge thank you to all of you for the effort you have made on so many levels to attend and contribute to the Congress — | wish us the most productive,
inspiring and valuable time.

Looking forward to meeting with you all throughout the Congress and beyond.

T

Professor Fliss Murtagh
Chair, Scientific Committee
17t EAPC World Congress Online
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PS01 (E) Massive Open Online Courses (MOOCs) to
Enhance Education in Palliative Care

Abstract number: PS01
Abstract type: Parallel Session

Using MOOCs to Achieve International Dissemination of Research
Preston N.J%, Payne S.2

1Lancaster Unviersity, International Observatory on End of Life Care,
Lancaster, United Kingdom, 2Lancaster University, International
Observatory on End of Life Care, Lancaster, United Kingdom

Aim: For research to have impact, research findings need to be known
and implemented by practitioners. Traditionally, we rely upon confer-
ence presentations and publishing in journals to disseminate research
findings, but many practitioners are unable to attend conferences
(often due to the cost) or have limited access to journals. In addition,
there is very little free education specifically about palliative care
world-wide.

The aim was to demonstrate how free massive open online courses
(MOOC) can be used effectively to disseminate research findings.
Methods: Two European funded studies were used as the basis for two
MOOCs. The MOOCs ran over 3 weeks, and each course was repeated
three times annually. The MOOCs included videos and a range of interac-
tive activities. At the end of the course a certificate could be bought.
Both MOOCs were evaluated by participants. Participants were asked to
rank a series of recommendations in relation to the research findings.
Results: Over 12,000 people attended the two MOOCs from over 150
countries. Most participants were healthcare professionals, but also
members of the public including patients. In most MOOCs there is a large
attrition rate, but in these MOOCs there was a higher number of partici-
pants purchasing certificates than normal, which they were eligible for if
the whole course was completed. Participants were very positive about
their experience and welcomed a more globally informed understanding
of palliative care. Some indicated it changed their practice.

Conclusion: MOOCs offer an affordable, global and accessible way to
disseminate research findings to healthcare workers in particular. They
can inform practitioners and thereby change practice. They also give
researchers access to a large audience to make recommendations about
their research findings.

Abstract number: PS01
Abstract type: Parallel Session

What'’s Online Learning Like? Experiences of a User from Lebanon
Dakessian Sailian S.1

1American University of Beirut, Hariri School of Nursing, Beirut,
Lebanon

Participating in a massive open online course (MOOC) on palliative care
was an exciting and novel experience. It allowed me to connect with
experts in the field and participants from different countries who shared
a common interest. However, being in touch with non-native ideas, val-
ues, human stories, and different methods of managing palliative care in
the best interest of the patient and the family was the most intriguing.

The opportunity to participate in a MOOC was appealing because it
was affordable and had a self-paced learning method. However,
despite its attractive elements, such as note-taking, taking photos of
slides, learning about diverse perspectives, it had its challenges. The
difficulties were related to managing proper time for personal devel-
opment, maintaining self-discipline, poor internet connectivity, and
frequent power outages.

Overall, the experience was positive and empowering. It facilitated con-
versation of difficult topics like death and dying with increased confi-
dence and ease. The participation in the MOOC enabled personal
reflection on the local context, cultural norms, infrastructure, and the
applicability of palliative care services in a resource-limited country such
as Lebanon.

Abstract number: PS01
Abstract type: Parallel Session

Using MOOCs to Develop Community Discussion Around Death and
Dying

Tieman J.1

IFlinders University, Research Centre for Palliative Care, Death and
Dying (RePaDD), Bedford Park, Australia

Background: We are living longer with greater access to information but
are not necessarily comfortable talking about death and dying. The
CareSearch Project (Finders University) developed a massive open online
course (or MOOC) on death, dying and palliative care. The project aim
was to have at least 500 people enrol in a national online conversation
about death and dying through the Dying2Learn MOOC. An embedded
research study aimed to determine what effect online learning and dis-
cussions within a MOOC on death and dying had on participants’ feelings
and attitudes towards death and dying as measured by the Coping with
Death Scale (CDS).

Methods: A constructive MOOC exploring perspectives and views
around death and dying was run comprising 4 modules: how we engage
with death and dying; media, literary and art representations of death
and dying; medical conceptualisations; and digital dying. As well as activ-
ity and registration data, a pre-post evaluation study and a pre-post
research study were conducted. A follow survey of participants was con-
ducted six months after each course.

Results: The course was run 4 times and nearly 5,000 people enrolled.
Evaluation responses showed that MOOC was enjoyable, met expecta-
tions, and gave participants a deeper understanding of death. Death
attitudes were positive at commencement increasing significantly fol-
lowing participation in the MOOC. Death competence as measured by
the CDS showed a statistically and clinically significant improvement for
each of the course cohorts. The follow survey indicated 79% had talked
with family and friends about MOOC content, 67% had started a conver-
sation about death and dying at work, and 75% had looked for ACP
information.

Conclusion: People are willing to be involved in online conversations
about death and dying through a MOOC. MOOC participation led to
people feeling more comfortable talking about death and dying and a
statistically significant increase in death competence.
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PS02 (A) Innovative Models of Home Palliative Care

Abstract number: PS02
Abstract type: Parallel Session

Updated Cochrane review results on the effectiveness and
cost-effectiveness of home palliative care services for adults

Gomes B.12, de Brito M.%%, Calanzani N.3, Curiale V.*>, McCrone P.¢,
Higginson 1.2

1University of Coimbra, Faculty of Medicine, Coimbra, Portugal, 2King’s
College London, Cicely Saunders Institute of Palliative Care, Policy and
Rehabilitation, London, United Kingdom, 3University of Cambridge,
Department of Public Health and Primary Care, Cambridge, United
Kingdom, 4Centre Hospitalier Princesse Grace, Unité Court Séjour
Gériatrique, Monaco, Monaco, °Ente Ospedaliero Ospedali Galliera,
Dipartimento di Gerontologia e Scienze Motorie, Genova, Italy,
6University of Greenwich, London, United Kingdom

Aims: In 2013 a Cochrane review of 23 studies (16 RCTs) showed evi-
dence that home palliative care increases the chance of dying at home
and reduces symptom burden, in particular for patients with cancer,
without impacting on caregiver grief. With an increased policy focus on
home care and as the field grew, an update is needed. This presenta-
tion shares the decision to focus the update on RCTs and discusses its
impact.

Methods: Literature scoping and analysis of the results from the original
review comparing RCTs and non-RCTs informed the decision. The search
strategy in electronic databases was revised to include the Cochrane
highly sensitive search strategy filter for identifying RCTS in Medline and
the equivalent in other databases.

Results: The literature scoping revealed the field has moved on since
the original review, with numbers of RCTs at least doubling (from 16 to
32) and non-RCTs covered in two other systematic reviews.
Furthermore, original review findings showed that the review ques-
tions can be answered by RCTs. For our primary aim, 5 RCTs, 3 of high
quality, including 886 patients, provided evidence of increased odds of
dying at home (odds ratio 1.73, 95%Cl 1.28 to 2.33 in RCTs vs. 3.44,
0.60-19.57 in CCTs), with meta-analysis revealing greater homogeneity
(12 0% vs. 12 83%) and statistical significance (P<<0.001 vs. P=0.16) in
RCT evidence.

Conclusion: RCTs are the best design to minimise bias when evaluating
the effectiveness of interventions and can be done robustly to assess the
impact of home palliative care. A review focused on RCTs will produce a
stronger evidence base to ground recommendations on home palliative
care and ways to improve it.

Abstract number: PS02
Abstract type: Parallel Session

Community-Based Short-Term Integrated Palliative Care for Older Peo-
ple with Chronic Noncancer Conditions: A Randomised Controlled
Mixed Method Trial

Evans C.%, Elderly Optimising PalliaTive care for Older People (OPTcare
Elderly)

1King’s College London, Cicely Saunders Institute of Palliative Care,
Policy and Rehabilitation, London, United Kingdom

Aims: Palliative is advocated for older adults severely affected by chronic
noncancer conditions, but how to deliver is poorly understood. We
aimed to evaluate the impact of a community-based short-term inte-
grated palliative and supportive care (SIPScare) intervention on symp-
tom distress for adults aged =75 years with multiple conditions and
frailty.

Methods: Randomised single-blind trial to evaluate the clinical outcomes
of SIPScare compared to usual care and cost-effectiveness, with a nested
qualitative study on perceptions of care. SIPScare comprised person-cen-
tred palliative care delivered by multidisciplinary specialists in palliative
care working with GPs and community nurses. Additional support of spe-
cialists targeted at points of escalating health-related suffering and inter-
vention delivery over 12-weeks. Main outcome, five key symptoms
measured at baseline, 6 weeks and 12 weeks, and economic evaluation.
Qualitative interviews with patients/carers receiving SIPScare.

Results: 50 patients assigned to intervention (mean age 85.3 years) or
control (mean age 86 years), and 26 carers. Participants lived at home
(n=48) or care home (n=2) with frailty (intervention 91.2%; control
80.8%) and multiple conditions (mean intervention 3.5; control 3.6).
SIPScare showed effectiveness on the main outcome versus control with
medium effect size, and cost-effectiveness with reduction in symptom
distress and costs. SIPScare was considered beneficial with themes of
‘Little things make a big difference’ of optimal management of symp-
toms, coupled with ‘Care beyond medicines’ of psychosocial support to
adapt to decline and maintain independence.

Conclusion: SIPScare is a clinically effective way to deliver community-
based palliative care for older adults with chronic noncancer conditions.
This is a unique examination of an intervention strengthening access to
palliative care at points of increasing health-related suffering. Further
research is needed on wider implementation.

Abstract number: PS02
Abstract type: Parallel Session

Accelerated Transition to Palliative Care at Home in Advanced Cancer:
A Randomized Clinical Trial

Sjggren P.

1Rigshospitalet, University of Copenhagen, Section of Palliative
Medicine, Copenhagen, Denmark

Aim: The primary aim of the trial (DOMUS) was to investigate whether a
systematic fast-track transition from oncological treatment to special-
ized palliative care at home for patients with incurable cancer reinforced
with a psychological dyadic intervention could result in more time spend
at home and death at home. Secondary aims were among others to
improve patients’ and caregivers’ quality of life.

Methods: DOMUS was a prospective, single centre, randomized con-
trolled trial (Clinicaltrials.gov: NCT01885637). Patients were randomized
to receive fast-track specialized palliative care at home enriched with a
dyadic psychological intervention plus standard cancer care or standard
cancer care as usual. 340 patients with incurable cancer and no or lim-
ited antineoplastic treatment options were included from a comprehen-
sive cancer centre and 258 caregivers (closest relatives) were included.
Assessments took place in patients for 6 months and in caregivers for 19
months into bereavement.

Results: The main findings of the DOMUS study indicated that the inter-
vention had no effect on time spent at home or place of death. However,
the findings of the secondary outcomes indicated that the intervention
resulted in improvement of quality of life, social-, and emotional func-
tioning after 6 months. The caregivers in the intervention group experi-
enced significantly lower symptoms of anxiety at 8 weeks and 6 months
in the study period and 2 weeks after the patient’s death. Further, signifi-
cantly lower symptoms of depression at 8 weeks and 6 months in the
study period and 2 weeks and 2 months after the patient’s death were
experienced by the caregivers.

Conclusion: The DOMUS model had no effect on place of death and time
spent at home; however, positive effects on patients’ quality of life as
well as positive effects on caregiver distress before and after the loss and
on partners dyadic coping were observed.
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PS03 (B) Improving Care for People Unable to Self-
report: The Role of Person-Centred Proxy-Reported
Assessment Measures

Abstract number: PS03
Abstract type: Parallel Session

Using Structured, Person-Centred Measures for People with
Dementia Unable to Self-Report to Identify and Meet Palliative
Care Needs: Reflections from Empowering Better End of Life
Dementia Care

de Wolf_Linder S.%2, Kupeli N.3, Crawley S.3, Reisinger M.%, Kenten

C.3, Gohles E.%, Ellis-Smith C.%, Davies N.3°, Moore K.>¢, Sleeman K.%,
Schubert M.L, Sampson E.L.3, Murtaugh F.2, Evans C.J%7

1School of Health Professions, Institute of Nursing, Zurich University
of Applied Sciences, Winterthur, Switzerland, 2Wolfson Palliative
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Background: Needs, symptoms, and concerns are challenging to assess
in people who are no longer able to self-report such as people living with
dementia (PwD). A palliative care approach may be useful in identifying
and managing unmet needs to reduce symptoms and concerns at the
end of life.

Aim: To explore the role of person-centred measures in the care of peo-
ple unable to self-report by i) identifying how nurses recognise and
assess symptoms and needs in PwD; ii) by describing key challenges of
virtual data collection using proxy assessments in PwD.

Methods:

1) Scoping review guided by PRISMA statement and databases (eg
EMBASE, MEDLINE) and references of relevant papers searched; 2)
Mixed method cohort study using prospective data collection to explore
palliative care needs of PwD.

Results:

1)  From 2028 papers, 37 relevant studies published between
2000 and 2021 identified. Pain was sole focus of assessment
in 29, while 8 articles described assessment of other symp-
toms (eg constipation, delirium, discomfort). Nurses mostly
assess symptoms by observing the PwDs behaviour during
routine care. About one third of pain assessments are
supported by person-centred pain assessment tools (eg
PAINAD).

2)  During the pandemic, data collection was adapted to virtual
assessment. 16 PwD had symptoms reported to impact on
PwD including pain, poor appetite, drowsiness, weakness,
and reduced mobility. Challenges of collecting proxy-rated
data during the pandemic include carers unable to visit PwD
and care homes’ staff’s limited capacity to partake in
research.

Conclusion: The review highlighted that evidence about how nurses
assess symptoms other than pain in PwD is scarce. Nurses’ observational
assessment may be better supported by a person-centred screening tool
to document critical observations in real-time such as the IPOS-Dem,
which was found to be suitable for non-specialist palliative care settings.
The pandemic has triggered the use of proxy assessments when assess-
ing unmet needs of PwD.
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Background: Measures used in routine care can support comprehen-
sive assessment for people with dementia to inform person-centred
care. As dementia advances, proxy-reported measures are required.
Aim: To maximise valid and reliable proxy person-centred assessment in
care using the Integrated Palliative care Outcome Scale for Dementia
(IPOS-Dem).

Methods: Transparent Expert Consultation including a stakeholder
workshop using modified nominal group technique to generate recom-
mendations and consensus survey. Participants were international
experts in dementia, palliative care and geriatrics; and Patient and Public
Involvement representatives. Workshop participants generated and pri-
oritised recommendations. Those considered contentious or with uncer-
tain agreement were presented in the survey. Survey respondents rated
agreement for each recommendation. Descriptive statistics were used
for agreement and categorised according to established criteria.
Thematic analysis for workshop data and free text responses.

Results: Twenty-even workshop participants generated 179 recommen-
dations. Recommendations prioritised with high frequency were
accepted (n=21), those with low priority and frequency were excluded
(n=15). Thirty-one respondents (74% response rate) rated 21 recommen-
dations in the survey. Final recommendations formed one overarching
theme: Person-centred assessment: construct, intention and relevance
and included the concept of ‘being affected by’ and the requirement for
comprehensive assessment to ‘increase awareness’ of the person,
despite acknowledged challenges of reliable proxy assessment.
Recommendations to improve reliable assessment included multiple
proxies and training. ‘Action plans’ should be generated to inform care.
Conclusion: To maximise person-centred care, it is important to assess
the extent to which individuals are affected by symptoms or concerns.
This enables an understanding of priorities to generate person-centred
care plans.

Abstract number: PS03
Abstract type: Parallel Session

Assessing Palliative Care Needs in People with Dementia Using Proxy
Measurement: Validation of the Integrated Palliative Care Outcome
Scale for Dementia (IPOS-Dem) in German Nursing Homes

Schunk M.1, Thomsen J.-M., Streitwieser S.1, Port G.2, Bausewein C.1
1University Hospital, LMU Munich, Department of Palliative Medicine,
Munich, Germany

Background: For the psychometric validation of the IPOS-Dem in nursing
homes in Germany, standardised measures for assessment of palliative
care needs are scarce. Therefore, symptoms and concerns observed and
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documented in routine care documentation are an important source of
information.

Aims: To develop and pilot test a data extraction matrix for routine care
documentation and test its feasibility for the validation of IPOS Dem.
Methods: Pilot study in one nursing home. Nursing home staff admin-
istered IPOS-Dem and collected demographic and clinical data at
baseline and at 10-14 days. Development of an extraction matrix
based on IPOS-Dem and patient charts, medication and structured
assessments, with a mixed inductive and deductive approach.
Interrater reliability of the final version of the extraction matrix on a
random subsample, tested with Cohens’ Kappa. Feasibility analysed
descriptively using Venn diagrams, comparing IPOS-Dem scores with
routine documentation.

Results: Data of 30 residents, average age 81 years, with advanced
dementia. The extraction matrix has 13 topic areas and 94 items, cover-
ing symptoms, symptom burden, actions taken and free text. Interrater
reliability in n=14 data sets was 0.78 at baseline and 0.90 at follow-up.
Venn diagrams show a high overlap for symptoms such as pain and
mobility. Other concerns such as difficulties eating/poor appetite were
less commonly identified in routine documentation

Conclusion: The extraction matrix is a reliable tool to utilize information
from routine care documentation for psychometric validation of the
IPOS-Dem. Undetected symptoms and concerns in routine documenta-
tion support the use of comprehensive outcome measurements in clini-
cal practice.

PS04 (B) Management of Fatigue in Advanced Cancer -
Psychological, Physical And Pharmacological

Abstract number: PS04
Abstract type: Parallel Session

Psycho-educational interventions for fatigue in palliative care
Fernando A.%, Stone P.2, Buqueras M.d.R.R.2

1St George’s University Hospitals NHS Foundation Trust, Cancer
Psychological Support Team, London, United Kingdom, 2University
College London, London, United Kingdom

Aim: To present an overview of evidence (by author led narrative review)
for effectiveness of psychological therapies for managing fatigue in
advanced cancer.

Methods: Pubmed and Cochrane Database search covering a 6 year
period from 01-Jan-2015 using relevant keywords including Cancer
related fatigue (CRF).

Results: Salient systematic reviews of the literature and relevant clini-
cal guidelines have been identified, with emergent themes and results
presented in a narrative review. Whilst there is a robust body of evi-
dence supporting the effectiveness of both Cognitive Behavioural
Therapy (CBT) and Behavioural therapy (BT) based interventions, as
well as psychoeducational therapies, there is less robust evidence to
date on the effectiveness of a range of other supportive expressive
therapies, with these studies often being plagued by smaller sample
sizes. Nonetheless there are a growing number of more recent studies
exploring the effectiveness of other therapies in the management of
CRF.

Conclusion: Whilst Psychological care is becoming increasingly available
to advanced cancer patients for symptoms impacting Quality of Life
(Qol) such as CRF, and indeed a greater emphasis placed on QoL gener-
ally, it is clear that there are differences in the robustness of the evi-
dence base to date around the effectiveness of different psychological
therapies for managing fatigue in advanced cancer as discussed. Further
research in this area is required, as well as improving healthcare profes-
sionals understanding of the different modalities of psychological ther-
apy available, thereby supporting an individualized and patient-centred
approach to management.

Abstract number: PS04
Abstract type: Parallel Session

Drug treatments for fatigue in palliative care

Stone P.1

1University College London, Marie Curie Palliative Care Research
Department, London, United Kingdom

Aim: To present a narrative review of evidence for effectiveness of phar-
macological therapies for managing fatigue in advanced cancer.
Methods: Search of Medline and Cochrane Database of Systematic
reviews (01-Jan-2015 to 16-Jun-2021) using key terms for Fatigue and
Neoplasms.

Results: Relevant systematic reviews and randomised clinical trials were
identified and main results have been summarised for presentation in a
narrative review. There is some evidence for the effectiveness of methyl-
phenidate, erythropoietin (in anemic patients receiving chemotherapy),
modafanil (in patients with severe fatigue); ginseng (after 8 weeks in
patients receiving chemotherapy), and dexamethasone (in palliative
care patients with advanced cancer). There is no evidence to support the
use of progestational steroids, paroxetine or L-Carnitine.

Conclusion: There is evidence to support the use of some drugs in some
circumstances. The evidence for effectiveness is weak and further
research is required.

PS05 (F) Economics of Palliative Care: New Approaches
to Understand and Demonstrate Effects

Abstract number: PS05
Abstract type: Parallel Session

Trajectories of Health Care Expenditures after the Onset of Functional
Disability: New Insights from Latent Class Analysis

Ankuda C.!

1lcahn School of Medicine at Mount Sinai, Dept Geriatrics and Palliative
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Aims: The onset of functional disability is a sentinel event that impacts the
health care that older adults need and receive. Despite the importance of
functional disability in driving health care use, there is little information
about the heterogeneity of health care use after functional disability. We
aim to use a Group-Based Trajectory Modeling (GBTM) approach to assess
the trajectories of Medicare expenditures after incident ADL impairment.
Methods: We used data from the 2011-2017 National Health and Aging
Trends Study (NHATS), an annual survey representative of older adults in
the United States that is linked to Medicare claims. Cohort included
community-dwelling adults who report incident disability, defined as
beginning to receive help with self-care or mobility in the prior year. The
date of incident disability as retrospectively reported by the respondent
will be noted and is considered to be timeO for the study. Outcome is the
quarterly total Medicare expenditures. We first assess the overall quar-
terly expenditures 1 year before and 2 years after onset of disability. We
will then use a GBTM to model and characterize trajectories of expendi-
tures the 2 years after onset of disability.

Results: We identified 1,687 adults age 270 with new onset of disability
and at least one month of fee-for-service Medicare claims. There was an
8-fold increase in expenditures from 4 quarters before onset of disability
to the quarter after onset of disability, and then a return 2-fold the base-
line by the next quarter. GBTM revealed three distinct trajectories of
expenditures: high (81.6%), moderate (15.8%) and low (2.6%). Both
health and demographic characteristics were associated with trajectory
group membership.

Conclusion: We demonstrate that a retrospectively reported marker of
onset of functional disability is associated with a major increase in
health care expenditures, but trajectories of utilization after disability
are heterogeneous.
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Aims: The overall aim is to discuss an econometric policy evaluation of
palliative care in Ireland through three inter-related research questions
(RQ):

1 Future needs: What is PC/EOLC population aged 50+ in Ireland to
2050?

2 Economics: What are the associated healthcare costs?

3 Policy evaluation: How does specialist palliative care (SPC) provision
affect costs?

Methods: We use data from The Irish Longitudinal study on Ageing
(TILDA), government census data and the HIPE database of admissions
to public hospitals. We combined TILDA and census data to address
RQ1:how many people aged 50+ will live and die with cancer, advanced
organ disease or dementia to 2050? We modelled health care costs asso-
ciated with age, gender, diagnoses, functional limitations and health
behaviours, and combined these with RQ1 estimates to address RQ2. To
address RQ3, we estimated the effect of inpatient SPC on costs using
difference-in-differences analysis in HIPE and the effect of SPC homecare
using equivalent methods in TILDA, and we combined these effect esti-
mates with RQ2 results.

Results: The number of deaths with PC/EOLC need rises an estimated
90% (2020-2050). The ratio of people with cancer, advanced organ dis-
ease or dementia not in the last year of life outnumbers those in the last
year of life by a ratio of approximately 12:1 and this is fairly constant
over time. Mean health care costs in the last year of life (2018€) with PC
needs was €33,408; mean health care costs not in the last year of life
with PC needs was €6,836. Hospital SPC appears to reduce cost of an
admission by approximately 15%; no significant effect of homecare was
found; inpatient hospice costs are high and may offset hospital savings.
Discussion: Expanding hospital SPC appears an important cost-saving
strategy. Better evidence is essential on outcomes and cost-effective-
ness, particularly for non-specialist and non-hospital models of care if
rapidly growing population health needs are to be met.

PS06 (A) “There is an app for that” — Leveraging
Technology to Advance Palliative Care to Patients
and Families Across Care Settings

Abstract number: PS06
Abstract type: Parallel Session

When Digitalization Goes Viral, in the Pandemic and in Palliative Care
Blum D.
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Aim: Digital technologies such permeate all areas of our daily life. In par-
ticular, the corona-pandemic have spur growth in the use and imple-
mentation of digital technologies in the clinical context. This session
aims to give an overview of aspects and recent developments of digitali-
zation in palliative care.

Method: Overview on selected publications, outlook, and discussion
Results: Digital interventions range from electronic medial health
records (EMR), applications (APPs), software agents (BOTs), computer-
ized decision support systems (CCDSS), wearables, virtual reality and
augmented reality.

Digital approaches such as artificial intelligence (Al) can help to deter-
mine the need to involve palliative care, or to identify patients with high
symptom burden or poor prognosis. (Identification). During in- or out-
patient treatment, digital assessments are used. After discharge from
palliative care wards, Smartphone applications (apps) and wearables are
investigated to prevent emergency re-hospitalizations or to strengthen
outpatient care. (Monitoring) Psychosocial and spiritual care turns digi-
tal. Mobile apps can be used in the prevention, diagnosis and treatment
of depression and gain importance in spiritual care. Virtual Reality is con-
sidered to be a promising intervention in bedbound patients. (Therapy).
Digital communication allows isolated patients to communicate with
their loved ones during the pandemic. Furthermore, digital approaches
are tested to support decision making at the end of life (communication;
information sharing and shared-decision making). During the last year,
digital technologies have transformed education: teaching and training
in palliative care has become almost entirely digital (Education).
Conclusion: Strengths, weaknesses, opportunities and threats need to
be considered. Approaches in favor of patient care are warranted. A
guideline by the WHO on how digital interventions can actually be
applied in the interests of patients will be discussed.

Abstract number: PS06
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What do people need from technology in the provision of palliative
care? Findings from user engagement and technology implementation
across low, middle and high-income setting

Allsop M.
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Aim: To present reflections from digital health development for pallia-
tive care, highlighting pathways to their development and unanswered
questions.

Methods: An overview of experiences and reflections from digital health
intervention development for palliative care in the UK and three coun-
tries in Sub-Saharan Africa.

Results: Experiences and resulting reflections are highlighted across
three phases of digital health intervention development: i) Design
(Which frameworks can guide the engagement of intended users? Which
methodology is best suited to involving users?); ii) Development (How
can you engage with technology developers? What principles should
guide design?), and; iii) Evaluation (How are digital technologies viewed
by users? Are we missing any important outcomes to determine the ben-
efit and impact of digital health interventions?).

Conclusion: User-centred design remains critical to digital technology
design for palliative care, with emerging frameworks and models to
underpin research activity. Approaches including intervention modelling
and developing a shared language with technology developers can sup-
port digital health intervention development. Unanswered questions
remain around how to ensure optimal benefit to users of digital technolo-
gies when used in the delivery of palliative care, how to learn from devia-
tion, and how to understand what is influencing interaction and use.

Abstract number: PS06
Abstract type: Parallel Session

“l went to the beach without leaving my bed” -- virtual reality for
symptom management in advanced illness: current evidence and
applications

Groninger H.!

1Georgetown University/MedStar Health, Palliative Care, Washington,
United States

Aims: Virtual reality (VR) is a rapidly developing, multisensory technol-
ogy that allows users to immerse themselves into a three-dimensional
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experience. Palliative care clinicians and researchers are beginning to
leverage VR to improve patient illness experience. This session will intro-
duce VR technology, provide an overview of current applications, and
postulate future directions.

Methods: Clinical literature review with specific technology case appli-
cations and discussion

Results: While the existent clinical research base has long focused on VR
use in procedure-related pain, newer applications target chronic pain and
other disease-related symptoms of interest to palliative clinicians.
Additional relevant applications emphasize individualized experiences,
such as virtual travel or recreation. As VR technology rapidly evolves to
deeper levels of immersive experience and affordable technology hard-
ware including smartphones, palliative care stakeholders are increasingly
incentivized to employ these novel non-pharmacologic interventions.
Conclusion: Evolving VR technologies offer opportunities to explore new
non-pharmacologic strategies to improve health-related quality of life in
advanced illness.

PS07 (A) Peer Support in Palliative Care: How to
Leverage its Potential?
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Abstract type: Parallel Session

Face-to-face peer support groups in palliative care: findings from the
first largescale SMART study
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IRotterdam University of Applied Sciences, Research Center
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Aims: Patients with advanced cancer and their relatives spend most of
their time outside the healthcare system. They have to self-manage all
aspects of living with the disease. In palliative care, peer support may
have unexploited potential of support, but it may also be challenging.
We aimed to develop and test the feasibility and content of a peer sup-
port programme for patients and relatives living with advanced cancer,
based on the Chronic Disease Self-Management Programme (CDSMP).
Methods: In the SMART study (acronym for Self-Management pro-
gramme for persons with Advanced cancer and Relatives Trial) experts
groups of patients, family caregivers, healthcare professionals and scien-
tists adapted the content and mode of the CDSMP to the online “Living
with cancer” group programme. The programme was piloted and peer-
leaders were trained.

Results: Only few topics were replaced or adapted to the target group.
Of the twelve participants in the pilot three missed one or two sessions.
All themes were recommended to be included in the final programme
and participants positively appraised the attendance of patients and
relatives in the same group. Participants appraised the programme with
the satisfaction score of 8.5 (scale 0-10), and both providing and receiv-
ing support from peers in an online group was highly appreciated.
Subsequently, 12 patients and relatives were trained to facilitate the pro-
cess of peer support in online groups. Pilot participants and peer leaders
were almost effortless recruited via various social media, and social and
professional networks.

Conclusion: In palliative care, peer support in groups for persons living
with advanced cancer is promising. It was easy to recruit participants
and peer leaders and the mutual support of peers was appreciated.

Abstract number: PS07
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Viral- International online peer support & learning in palliative care
Taubert M.1

1Cardiff University, Velindre University NHS Trust Palliative Care
Department, Cardiff, United Kingdom

Aims: In Wales, the Advance & Future Care Planning (AFCP) strategic
group oversees the national direction for advance care planning. The
aim is to establish a peer-supported campaign to effectively inform peo-
ple about AFCP. The group includes patient representation and has had a
strong focus on promoting person-centred AFCP via new media.
Methods: Several social media campaigns, for instance #TalkCPR,
#FutureCarePlanning & #WhatMattersMost, have been led & co-
directed by technology-savvy patients & carers. YouTube videos on the
complexities of resuscitation & AFCP education have been co-created by
patients. Apps, websites, YouTube channels & hashtags were created
including https://advancecareplan.org.uk, www.wales/nhs.uk/DNACPR,
#TalkCPR & http://talkcpr.com. Patient groups helped write scripts for
explanatory videos. A national conference in 2019 further helped to set
direction. Resources have been accessed over a million times, including
countries like Lesotho.

Results: The online content has had a worldwide reach & highlighted
Welsh advance care planning materials. As an example, a patient wrote
about the resources on a medical journal site, “Twitter helped me decide
that I'm not for resuscitation” in the BMJ “What your patient is thinking’
series. The article was downloaded over 10,000 times, with readership
breakdown of 61% members of public, 29% practitioners, 8% scientists &
1% journalists.

Conclusion: Our patient & carer representatives have stated that by con-
necting to others in similar situations, including via social media, they
found solace & felt less alone. The discussions between patients, carers &
bereaved next-of-kin on Twitter that are associated with our Welsh cam-
paign’s hashtags, have made for sometimes challenging but valuable
learning. Peer-support in the online world of social media is real & at pre-
sent it is uncharted new territory. Moral & ethical challenges on how to
recruit into, establish & maintain peer-support structures are discussed.

Abstract number: PS07
Abstract type: Parallel Session

An introduction to peer support: what do we know, what questions
remain, and what is the future of peer support?

Lorig K.2

1Self-Management Resource Center, Aptos, United States

Aims: To review 50 years of peer support

Methods: Review of Stanford/Self-Management Resource Center Self-
Management Programs

Results: Starting in the 1970s we began developing and evaluating peer
led community based psych/educational program for people with arthri-
tis and other chronic diseases. There were several reasons for choosing
peers as educators 1) they know the communities they serve and act as
models. Modeling helps increase self-efficacy, 2) peers are plentiful and
cost efficient, 3) peers are willing to work in communities, 4) peers allow
health professionals to work at the top of their skills level.

Early questions were 1) could peers safely and effectively deliver
interventions and would peer delivery be acceptable to health profes-
sionals. In more than 50 randomized and long term trials we learned
that those attending peer led self-management programs improve
health status, health behaviors, and self-efficacy while reducing
health care costs. Peer led programs can be replicated with fidelity,
widely disseminated and are largely acceptable if not embraced by
health professionals.

Today over 1000 organizations in 30 countries deliver our programs for
those with diabetes and other chronic conditions, cancer survivor, and
caregivers. During the Pandemic, the programs continued via virtual
platforms and telephone reaching several thousand people many of
whom were not reached by in person delivery.

Health care systems have been largely accepting of peer led programs.
However, payment systems in most countries have been slow to embrace
this model. This is due to the programs been offered largely by community
based agencies, outside of the health care system and also the unwilling-
ness to reallocate funds away from traditional health care services.
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Conclusion: Just as knowledge alone is not enough to bring about indi-
vidual behavior change, Knowledge of effectiveness and cost effective-
ness is not enough to produce system change.

PS08 (M) Expanding Palliative Care Beyond Health
Care Services: Lessons Learned From International
Research

Abstract number: PS08
Abstract type: Parallel Session

How Do Specialized Palliative Care Services Engage with the General
Public? A Survey from Belgium, Sweden and the UK

Paul .1, De Vleminck A.2, Reinius M.3, Sallnow L.%, Tishelman C.5,
Cohen J.2

1University of Strathlcyde, School of Social Work and Social Policy,
Glasgow, United Kingdom, 2Vrije Universiteit Brussel (VUB) & Ghent
University, End-of-life Care Research Group, Brussels, Belgium,
3Karolinska Institutet, Stockholm, Sweden, “University College London/
St Christopher’s Hospice, London, United Kingdom, >Karolinska
Institutet, Division of Innovative Care Research, Stockholm, Sweden

Aims: Public health palliative care is based on the concept that, whilst
there are aspects of care that require professional support, death, dying,
loss and care are social experiences that require social responses. As
such, it gives emphasis to the role of specialist palliative care services
(SPCS) in moving beyond their clinical mandate to reach the wider public
in relation to raising awareness of and capacity to support death, dying
and loss within existing social networks. Such a public health approach is
being implemented by SPCS’s in several European countries; however,
comprehensive documentation and evaluation of the approach is largely
lacking.

Methods: An anonymous online cross-sectional survey was sent to
SPCSs in Flanders (Belgium) (n50), Sweden (n129) and the UK (n245).
The survey collected information on service characteristics, activities
with the general public, and attitudes towards the role of SPCSs in
engaging with the general public. Data were aggregated by country and
differences between countries examined.

Results: Response rate was 84% in Belgium, 70.5% in Sweden and 49.4%
in the UK. All countries viewed SPCSs as important partners in palliative
care and only a minority reported no current activity. All countries were
engaged with a variety of organizations to develop knowledge and skills
in the general public. However, there was a substantial country-variation
in the degree of engagement, with SPCSs in the UK expanding the focus
of the service beyond the clinical mandate, compared to in Belgium and
even more so compared to in Sweden.

Conclusion: The findings identify the extent to which palliative care ser-
vices in the different countries are already working with the general pub-
licand in what domains. However, the findings suggest that the extent to
which SPCSs view themselves as having a role in mobilising such support
depends on the local context, including how healthcare is delivered and
funded and cultural understandings of community.

Abstract number: PS08
Abstract type: Parallel Session

Creating Collaborative Community Culture at the End of Life: Insights
from an Asset Based Community Development project in Australia
Grindrod A

1La Trobe University, Pshychology and Public Health, Bundoora,
Australia

Aims: The Healthy End of Life Program (HELP) uses evidence-based pub-
lic health strategies, including health promotion and community

development, to create collaborative community cultures aiming to pro-
mote and support place-based end-of-life care.

Methods: HELP is the product of a three-phase research and practice
enquiry. The first phase examined carers’ experiences of home-based
dying, the networks that supported them during care, and broader com-
munity networks with the potential to extend care. Qualitative and
Social Network Analysis (SNA) methods were used to understand and
measure changes in community collaboration in two studies. Phase two
brought public health strategies to bear on the themes identified in
phase one to develop HELP, an sset-based public health palliative care
intervention. The third and current phase involves implementing and
evaluating this model in different Australian and international contexts.
Results: A major theme emerging in phase one of the enquiry was the
reluctance of carers to ask for, or even accept, offers of help from family,
friends and community networks despite rich social networks and a
need for support while providing end-of-life care at home. Others’ will-
ingness to provide support was hindered by uncertainty about what to
offer, and concern about infringing on people’s privacy. To develop com-
munity capacity for providing end-of-life care, these counter-intuitive
social norms need to change. SNA of a bounded community network
demonstrated an increase in community collaboration between and
within formal and informal networks of care.

Conclusion: HELP provides an evidence-based and research-informed
public health palliative care intervention strategy and evaluation frame-
work that generates a collaborative community culture to support place-
based end-of-life care. However, the social norms of asking, accepting
and providing help must be solved at the individual level to produce suc-
cessful outcomes.

Abstract number: PS08
Abstract type: Parallel Session

Creating Palliative Care Capacity Across Society: Evaluating Compas-
sionate City Programs

Cohen J.1

1Endoflifecare, Brussels, Belgium

There is increasing recognition that the challenges of health and wellbe-
ing around serious illness, dying and bereavement substantially go
beyond the scope of professional healthcare services. After all, the
greater part of people’s experiences of living with and dying from a seri-
ous illness and providing informal care is outside of the context of formal
health care. The idea of palliative care as everyone’s responsibility is
increasingly embraced as a complementary paradigm. One example of
such civic responses to the societal challenges around serious illness,
death and loss is the concept of the ‘compassionate city’.
Compassionate cities are social ecology approaches, based on principles
of participation, empowerment, inclusion, respect and dignity, that want
to consider serious illness, dying, caregiving and grief as everyone’s
business.

In Belgium, in the context of a large interuniversity research project, two
municipalities have committed to become a compassionate city: one
large highly urbanized city (Bruges, >100k inhabitants) and one small
moderately urbanized (Herzele, <20k inhabitants). This presentation
aims tol)document and evaluate the process of development of the two
compassionate cities, 2) present their outputs and preliminary impact,
3) discuss commonalities and differences between the processes of both
cities.

In both cities various stakeholders, including local governments, health
and wellbeing organisations, workplaces, schools, life-stance organiza-
tions and neighbourhoods have partnered in a coalition to work out
actions aimed at prevention, harm reduction or intervention around seri-
ousillness, death, dying, loss and caregiving. The actions being developed
include awareness raising, education, policy development and creation of
new or strengthening of existing social networks in cocreation
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The insights regarding the process and impact of the two compassion-
ate cities can provide inspiration for other cities to develop ‘civic pallia-
tive care’.

PS09 (G) Revealing the Current State of Palliative
Care for Persons with Persistent Mental lliness in
Three High Income Countries

Abstract number: PS09
Abstract type: Parallel Session

The Views and Experiences of People with Mental lliness, and their
Carers, on their Palliative Care Needs

Jerwood J.1?

1University of Birmingham, Institute of Clinical Sciences, Birmingham,
United Kingdom, 2Birmingham and Solihull Mental Health
Foundation Trust, Art Psychotherapy Department, Birmingham,
United Kingdom

Background and Aims: Research on the specific needs of people with
severe mental illness (SMI) in palliative and end of life care is extremely
limited and focuses on describing barriers to care from clinician’s per-
spectives. The views of patients with both SMI and incurable physical
conditions, and their carers, have not been included in previous research
studies.This study, carried out as part of a bigger research project, aimed
to amplify the voices of patients and carers and understand their needs
to onform clinical practice.

Methods: Eight participants were interviewed using a semi-structured
interview format. Five were patients with mental illnesses and incurable
physical conditions and three were, or had been, carers of people with
mental illness and incurable physical conditions. Interviews were tran-
scribed and a reflexive thematic analysis carried out. A conceptual
framework of themes was developed from the interview analysis.
Results: Four overarching themes were developed from the analysis of
the data. 1) Stigma and Prejudice — ‘See me not my diagnosis’ 2)
Hesitancy and Avoidance - ‘Treading on eggshells’ 3) Collaborators in
Care — ‘the ignored experts’ and 4) Connections ‘Leaning in, not stepping
back’. Each will be discussed and illustrated with participant views.
Conclusions: This study offers novel understanding of the views, experi-
ences and expectations of a group of patients often marginalised and
excluded from palliative and end of life care - people with severe mental
iliness . The themes developed from the interview data offer valuable
insights into how access to, and quality of, palliative and end of life care
can be improved for people with SMI. The findings are of interest to clini-
cians, policy makers, patients and carers.

Impact: Clinical staff often struggle to have time to read research papers
and attend conferences. A short animation was made to share some of the
findings from the study and will be shown as part of the presentation.

Abstract number: PS09
Abstract type: Parallel Session

Palliative Care in the Gaps: Experiences of Palliative Care for Persons
with Persistent Mental lliness in the Community

Donald E.E*?, Stajduhar K.%?

1University of Victoria, Nursing, Victoria, Canada, 2University of
Victoria, Institute on Aging and Lifelong Health, Victoria, Canada

Aims: Presence of mental illness is strongly associated with poor physi-
cal health and inequitable health outcomes. Despite this, those with
mental illness receive fewer interventions, have increased morbidity
from life-limiting illnesses, experience greater illness severity, and die
younger. Symptoms of advancing illness often go unnoticed leading to
late presentation, diagnosis, treatment, and delayed or no referral to
palliative care. Health inequities are even more pronounced when

persons with mental illness also experience structural vulnerability.
Structural vulnerability includes economic and social marginalization
such as poverty, racialization, and homelessness.

Methods: Secondary thematic analysis drew data from a larger critical
ethnographic study of people in need of palliative care who experience
structural vulnerability. Transcripts of semi-structured interviews were
extracted for participants who self-identified or were identified by pro-
viders as also having a mental illness (n=14). Data also included fieldnotes
from interactions with healthcare providers, social services, transitional
housing workers, and community members across multiple sites.
Results: Themes included absence of attention to mental illness and
ambiguity regarding symptoms, symptom etiology, provider role, and
treatment. Assessment, crisis prevention, or treatment for mental dis-
tress were seldom addressed as part of a palliative approach. Providers
lacked system and professional resources to explore the implications of
a participants’ mental illness in relation to their palliative care needs,
regardless of their role. In some cases, a diagnosis of mental illness
served as leverage for providers to access services (e.g. housing).
Conclusions: These findings provide researchers and clinicians with valu-
able information about experiences of persons with mental illness in the
palliative phase, and contribute to a body of research to inform recom-
mendations for practice.

Abstract number: PS09
Abstract type: Parallel Session

Palliative care for people diagnosed with mental iliness : The New
Zealand perspective

Butler H.1

1The University of Auckland, Auckland, New Zealand

Helen Butler is the Associate Head of Mental Health and Addiction in the
School of Nursing at the University of Auckland. She worked as a
Registered Nurse for over 25 years and mostly specialised within mental
health and specialist palliative care (in NZ and Australia). She is passion-
ate about the issues of equitable healthcare for people with a diagnosis
of mental illness and identified in her research that gaping inequities
exist. These inequities not only arise from the systems that health pro-
fessionals work under; it is also the values, attitudes and behaviours
from health professionals themselves that impact on the care (or lack of
care) that people with a diagnosis of mental iliness receive. She is work-
ing towards her PhD and exploring more deeply around the inequities of
palliative care for people with a diagnosis of mental illness. Helen will
present findings from her masters research which expanded under-
standing of the current gaps and inequities in palliative care affecting
persons with persistent mental illness. Emphasis will be on sharing
insight into the current state of care with an eye towards recommenda-
tions for improvements in health professional practice, policy, and future
research from an international perspective.

PS10 (B) (Potential)Pitfalls in Palliative Care
Pharmacotherapy

Abstract number: PS10
Abstract type: Parallel Session

Darwin’s Legacy - Drug Interactions and Dietary/Herbal Supplements
Dickman A.1

1Liverpool University Hospitals NHS Foundation Trust, Academic
Palliative and End of Life Care Centre, Liverpool, United Kingdom

The evolution of human drug metabolising capacity began around 400
million years ago as a battle ensued between plants and animals.
Through photosynthesis, plants produced primary metabolites such as
carbohydrates, proteins, and oils. Plants were unable to prevent
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predation by insects and animals, and so evolved to develop toxic plant
secondary metabolites (PSMs) such as alkaloids, phenolics, and terpenes
as a deterrent. Production and storage of PSMs involved numerous plant
enzyme and transport proteins, including cytochrome P450 enzymes
(CYPs), uridine diphosphate glycosyltransferases (UGTs), and ATP-binding
cassette transporters. PSMs evolved to mimic the structures of endoge-
nous mammalian substrates, such as hormones and neurotransmitters,
interfering with receptors or enzyme systems (the basis of herbal medi-
cine). Mammals developed analogous CYPs, UGTs, and ABC transporters
in order to neutralise noxious PSMs by metabolism and elimination.

By exposure to PSMs over millions of years, humans have phylogeneti-
cally inherited the varied enzymes and transport proteins necessary for
removing potentially toxic dietary and environmental chemicals. In
other words, human drug metabolising enzymes and transport proteins
have been influenced by exposure to PSMs, whether by diet or as natural
medicines. It is important to note that many PSMs have retained the
ability to modulate the activity of human drug metabolising enzymes
and transport proteins.

Herbal medicine has been shown to be the most popular complemen-
tary and alternative medicine in the UK. It is estimated that up to 20% of
cancer patients (>300,000 patients) use herbal products for numerous
reasons, for example, alleviation of symptoms, to complement chemo-
therapy, or prevent disease. Given the presence of PSMs and their
potential effect on human metabolic pathways, use of these natural
remedies, along other plant products (e.g., fruits, vegetables) can give
rise to problematic drug interactions.

Abstract number: PS10
Abstract type: Parallel Session

Is Any Jerk a Seizure?

Rémi C.22

tUniversity of Munich, Department of Palliative Medicine, Muenchen,
Germany, 2University of Munich, Hospital Pharmacy, Muenchen,
Germany

Background: Epileptic seizures are common in palliative care, espe-
cially in the context of brain tumours and brain metastases.
Antiepileptic therapy at the end of life has many challenges, starting
with the (correct) identification of an epileptic seizure, the duration
of therapy and the route of administration in case of dysphagia. The
thin evidence base for epilepsy therapy at the end of life is a critical
point.

Aim: To present and critically discuss important aspects of pharmaco-
therapy for epilepsy at the end of life.

Methods: The use of antiepileptic drugs in palliative care is discussed in
detail on the basis of typical treatment situations. The emphasis is
placed on aspects that are of particular relevance to drug therapy safety.
Using antiepileptic therapy as an example, the tension between diagno-
sis and treatment planning will be examined in the light of scarce
evidence.

Conclusion: Drug therapy is an essential tool in palliative care, but also
always involves a potential risk for the patient. Awareness regarding
potential risks of drug therapy should be raised using examples from
everyday clinical practice. Possible management options will be
presented.

Abstract number: PS10
Abstract type: Parallel Session

The Cannabis Conundrum

Schneider J.12

1University of Newcastle, Clinical Pharmacology, Callaghan, Australia,
2Hunter Medical Research Institute, Centre for Drug Repurposing and
Medicines Research, Newcastle, Australia

Reports in the social and printed media about the “astounding” effects
of cannabis in treating many different conditions have led to increased
public support for using cannabis as a medicine. With the growing sup-
port for access to medicinal cannabis in the palliative care setting,
patients and carers are now commonly requesting information on can-
nabis or for it to be prescribed for symptom control. For health care pro-
fessionals, this raises many questions and issues. With its history of
prohibition, legislation and regulations around the prescribing of can-
nabis are complex, with most countries adopting different mechanisms
and restrictions on its access.

Unlike most medicines currently prescribed in the palliative care setting,
many cannabis medicines have not undergone the usual regulatory pro-
cesses before being made available as a medicine. This limits the infor-
mation available on pharmacokinetics, pharmacodynamics, efficacy,
adverse effects and drug interactions. A diverse range of medicinal can-
nabis formulations, ranging from a few containing a single drug to vary-
ing combinations of active ingredients, also exists, complicating selecting
the most appropriate formulation and dose to use. The existence of non-
pharmaceutical grade cannabis products further complicates the situa-
tion. Evidence-based prescribing is challenged by the limited evidence
available on the clinical use and efficacy of cannabis medicines in pallia-
tive care, while health professionals may not have received sufficient
training to assist them in their decision making.

This presentation will discuss the various issues and challenges health
professionals face when considering cannabis medicines in the palliative
care setting.

PS11 (D) Developing an Evidence Base to Support
Advance Care Planning in Dementia

Abstract number: PS11
Abstract type: Parallel Session

Developing Guidance in Addressing the Challenges of Advance Care
Planning in Dementia: An EAPC Delphi Study

van der Steen J.T%?

1Leiden University Medical Center, Public Health and Primary Care,
Leiden, Netherlands, 2Radboud University Medical Center, Primary and
Community Care, Nijmegen, Netherlands

Aims: Advance care planning in dementia is often highly complex.
Despite increasing research efforts, there is still little evidence how to
best engage individuals with dementia and their family caregivers in
advance care planning. The multidisciplinary EAPC task force advance
care planning in dementia aims to synthesize what is known and to pro-
vide guidance based on evidence and on consensus.

Methods: The task force prepares initial guidance based on adaptation
of recommendations underpinned by previous Delphi studies on
advance care planning for those with capacity (mostly), and on palliative
care in dementia (to a limited extent). We expand and update the guid-
ance with literature and input from a small group of experts. This repre-
sents the first, qualitative round of a new Delphi study to achieve
consensus and highlight any remaining divergence.

Results: Most recommendations for those with capacity have been
adapted. From the adaptations, three main and interrelated areas of
difference in case of dementia emerged: capacity, family, and engage-
ment (in terms of the active role played in conversations and
communication).

Conclusion: Advance care planning in dementia clearly requires specific
guidance to support practice, policy and research. We anticipate four or
five rounds with a wider panel of experts between fall 2021 and spring
2022 are needed to achieve a consensus on a definition, typology and
recommendations. This may also highlight remaining ambiguities around
advance care planning in dementia some of which are generic to advance
care planning with those with diminished capacity.
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Abstract number: PS11
Abstract type: Parallel Session

Implementing Advance Care Planning with Family Caregivers of Nurs-
ing Home Residents in Italy

Di Giulio P.1, Gonella S.2

Turin University, Public Health Sciences and Paediatrics, Turin, Italy,
2Citta della salute e della Scienza, Turin, Italy

Aims: In Italy knowledge of nursing home staff on ACP is suboptimal. Al
though attitudes towards ACP are positive and benefits are clearly rec-
ognized, it is practiced rarely for reason of concern of upsetting the
patient or their family, or a belief that patients or relatives are not ready
for these conversations. Joining the JPND-funded mySupport study pro-
vided the opportunity for a structured implementation and evaluation of
advance care planning with relatives of nursing home residents with
dementia.

Methods: The study employed a case-study approach collecting qualita-
tive and quantitative data extensively in a two nursing homes. It started
after the coronavirus outbreaks Nurses were trained to conduct family
conferences to discuss ACP with relatives after having received a booklet
with information on possible choices related to end-of-life care.
Results: So far several family conferences have been conducted, led by
nurses with the participation of home care staff. The conversations
lasted longer than expected, were well accepted by relatives and were
the occasion for a wider discussion with the family on care provided to
patients with advanced dementia. Not all nurses felt able to conduct
these conversations.

Conclusions: Advance care planning should occur in a way that upholds
the familial and relational aspects of older people’s lives that often mat-
ter to them the most. It should be common practice in nursing homes and
conducted by familiar professionals involved in the care of the person.

Abstract number: PS11
Abstract type: Parallel Session

Engaging in Advance Care Planning Conversations: Lessons Learned
from People with Dementia and their Family

Van den Block L.%, Dupont C.1, Monnet F.%, Van Rickstal R.?

Wrije Universiteit Brussel (VUB), VUB-UGhent End-of-Life Care
Research Group, Brussels, Belgium

Aim: Advance care planning (ACP) recommendations are mostly profes-
sional based. “Nothing about us, without us” is commonly expressed by
people with dementia. We aimed to identify the unique views and pref-
erences of people with dementia and their family regarding ACP, both in
a professional and family context.

Methods: A review of reviews, focus groups and interviews with people
with young and late onset dementia and family in Belgium, and the
European Working Group of People with Dementia, a formal reference
group supported by Alzheimer Europe.

Results: Common themes emerging from 19 reviews and 4 research
studies involving 22 people with dementia and 46 family, are that people
with dementia and their family:

e find ACP important and expect professionals to initiate ACP, but
several personal (eg living in-the-moment attitude) and contex-
tual barriers (eg lacking information on prognoses or on ACP;
inadequate care options for people with young onset dementia)
hinder engaging in ACP in practice

e view ACP as more than a medical process and more than a need
to plan the end of life via documentation. ACP should include
conversations on what is important to people in their nearer
future and should not only focus on medical but also on social
care, as well as on future daily life activities

e stress the importance of using strategies to support people’s
decision-making capacity, which fluctuates and is task specific

e highlight the importance of discussing ACP in a family next to a
professional context, as engaging in ACP might emotionally
benefit the family when faced with difficult end-of-life deci-
sions. A trusting and safe environment to discuss ACP is
emphasized

e  highlight the need for a process-oriented approach, and for
flexibility and tailoring the approach and timing to the person

Conclusion: In future conceptual and interventional work concerning
ACP in dementia, it will be important to take into account these unique
perspectives of people with dementia and their family.

PS12 (B) Treatment Decision-Making: Communicating,
Informing and Supporting Patient Choice

Abstract number: PS12
Abstract type: Parallel Session

Clinician-Patient Communication and Treatment Decision-Making in
Advanced Kidney Disease: Protocol for the OSCAR Study

Selman L.%, Sowden R.2, Murtagh F.E.3, Tulsky J.%, Caskey F.°, Barnes R.®
University of Bristol, Palliative and End of Life Care Research Group,
Population Health Sciences, Bristol, United Kingdom, 2University of
Bristol, Palliative and End of Life Care Research Group, Population
Health Sciences, Bristol Medical School, Bristol, United Kingdom,

3Hull York Medical School, Wolfson Palliative Care Research Centre,
Heslington, York, United Kingdom, “Harvard University, Harvard
Medical School, Dana-Farber Cancer Institute, Boston, United States,
SUniversity of Bristol, Bristol Medical School, Bristol, United Kingdom,
60xford University, Nuffield Department of Primary Care Health
Sciences, Oxford, United Kingdom

Aims: For older people with advanced kidney disease, dialysis has
uncertain survival benefits and greatest impact on quality of life.
Conservative care can be a beneficial alternative, but rates vary consid-
erably. Differences in how clinicians communicate treatment options
influence patients’ decision-making.

The Optimising Staff-patient Communication in Advanced Renal disease
(OSCAR) study aims to:

1. Understand communication, information provision, and deci-
sion-making support in renal units with varying rates of con-
servative care

2. Identify and describe interactional features of consultations
between older people (age 80+/ 65+ with poor performance/
comorbidities) with advanced disease (eGFR <20) and renal
clinicians

3. Develop an intervention, incorporating clinician training, to
enhance  how renal clinicians support patients’
decision-making

4.  Contribute to the evidence-base on implementing patient-cen-
tred decision-making

Methods: Mixed-methods via 4 work packages:

1.  Ethnographic observation at 5 UK renal units with differing rate
of conservative care; clinician interviews; analysis of patient
information resources.

2. Video-record consultations between clinicians and eligible
patients (and carers) and use Conversation Analysis to identify
trainable elements; patient-/carer- and clinician-reported
questionnaire data; patient and carer interviews.
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3. Co-production of the intervention with stakeholders, integrat-
ing study findings; iterative ‘think aloud’ clinician interviews to
refine the intervention.

4. Pilot the intervention in another unit; examine clinician views/
experiences and video-record post-training consultations;
finalise the intervention.

Results and conclusion: OSCAR will result in an intervention to optimise
renal clinician’s communication and support patient-centred treatment
decision-making. The intervention will be formalised, evidence-based,
fit for purpose, acceptable to stakeholders and (if effective/cost-effec-
tive) scalable across renal units.

Abstract number: PS12
Abstract type: Parallel Session

Information-provision in advanced cancer care
van Vliet L.
1Leiden University, Leiden, Netherlands

Aims: Patients with advanced cancer need information about their
treatment aim, possible treatment options and possible side-effects.
But providing information is not always without challenges. In this
presentation van Vliet will address these challenges and focus on how
information might help and harm patients when providing informa-
tion about treatment aims, options and side-effects in advanced
cancer.

Methods: In order to describe how information might help and harm
when discussing treatment aims, options and side effects, results from
audio-recorded consultations, qualitative interviews and survey-studies
will be used.

Results: Discussing the incurability of an illness might be a challenge;
being aware of the disease status is important but (temporary) denial
can also be beneficial. Discussing the (non)treatment option of aggres-
sive anti-cancer treatment might be a challenge; which remains a sensi-
tive issue. Discussing side effects can be challenging, with variation in
(patient) preferences.

Conclusion: Information-provision in advanced cancer is no magic bul-
let. Clinicians need to balance ethical and moral guidelines for open
information with the duty to do no harm.

Abstract number: PS12
Abstract type: Parallel Session

Supporting Treatment Decision-Making in Practice
Loucka M.1
1Center for Palliative Care, Prague, Czech Republic

Aims: Research evidence shows that most patients prefer to be informed
about their prognosis and that it is important to balance potential treat-
ments with their values. However, delivering serious news and commu-
nicating about poor prognosis and end of life care remain challenging for
clinicians.

Methods: Building upon the results of available evidence and clinical
experience, a set of recommendations for improving clinicians’ commu-
nication skills will be introduced.

Results: There are several tools that can be implemented at individual or
organizational levels to improve clinicians’ skills in communication about
serious news: structured training using role-play exercises; mentoring
and feedback; question prompt lists; structured guides for conversations
with patients and families; and documentation. Timing of these conver-
sations in the disease trajectory will be also discussed as one of the chal-
lenging issues in this area.

Conclusion: Delivering serious news is a challenging, though crucial skill
for every clinician. By adopting tools to ensure continuing education and

improvement of communication skills, we can ensure that patients and
their caregivers will benefit from conversations that are effective, honest
and empathetic at the same time.

PS13 (C) Children and Young People: The Hidden
Carers

Abstract number: PS13
Abstract type: Parallel Session

Children and young people caring for dying parents in the UK
Marshall .2

1King’s College London, Cicely Saunders Institute of Palliative Care,
Policy & Rehabilitation, London, United Kingdom

The session will explore the often invisible caregiving role that children
and young people take on when living with parental life-limiting iliness.
There is mounting evidence showing that young carers experience
poorer mental and physical health than their peers, and that this can
extend into adulthood. The three international speakers from the UK
and the US will explore this issue of young caring from differing interna-
tional perspectives: firstly, by presenting primary data from UK children
caring for a dying parent, secondly the development of a U.S. evidence-
based intervention (YCare) targeting children and youth caregivers, pro-
viding multidisciplinary care skill building, carer education, and social
support for children who are caring for a parent with neurological dis-
ease. Thirdly by considering the role of policy in ensuring children and
young people in Scotland are identified, have their needs assessed and
are well supported.

Abstract number: PS13
Abstract type: Parallel Session

U.S. Caregiving Interventions for Children and Youth Caregivers
Kavanaugh M.S.?

University of Wisconsin - Milwaukee, Helen Bader School of Social
Welfare, Milwaukee, United States

Aims: This paper presents pilot data from a novel care training skills and
support program for children and youth who provide care (young car-
ers). The protocol, YCare, includes 4 modules delivered by trained allied
health professionals: 1) basic care (transferring and dressing), 2) speech
and feeding, 3) assistive devices (communication, BiPAP, and power
chair), and 4) young caregiver support. The data presented was tested in
a population of youth providing care for persons living with Amyotrophic
lateral sclerosis (ALS). Primary study AlMs: 1) Youth participants in the
YCare protocol will show improved self-efficacy in care tasks, and 2)
Youth will show improvement in social support.

Methods: The study utilized pre/post surveys to assess change in car-
egiver self-efficacy and social support, and included qualitative explora-
tion about the training.

Results: A total of 19 youth, between the ages of 9-19 participated in a
day long YCare program. The majority of participants were male (n =
13), providing care for male care recipients with ALS. Participants had
little training prior to YCare, yet were involved in care tasks ranging from
toileting to bathing, to feeding and managing assistive devices.
Participants increased their confidence scores across assistive devices
and basic care skills. Additionally, qualitative exploration revealed “like”
peers, hands-on training, and working directly with allied health profes-
sionals as vital parts of the YCare model.

Conclusion: Young carers lack skills training and support, despite engage-
ment in often intensive care. This pilot data provides preliminary evi-
dence of the efficacy of a YCare, a novel skills program for young carers.
Results highlight the value in sharing the experience with “like” peers,
who are also involved in care, as well as receiving training from
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professionals who allowed them to try out and experience the tasks.
These data have clear implications for young carers across disorders.

Abstract number: PS13
Abstract type: Parallel Session

Protecting Mental Health by Identifying Children and their Needs
When an Adult Is 1lI

Hanna J.R.*?, Dalton L.J.%, Rapa E.

1University of Oxford, Department of Psychiatry, Oxford, United
Kingdom, 2University of Strathclyde, School of Social Work and Social
Policy, Glasgow, United Kingdom

Healthcare consultations with adults are rightly focused on the needs
and priorities of the presenting patient. Children are rarely brought to
appointments, exacerbating the invisibility of a patient’s wider family
network and particularly relationships with children. This has become
acutely evident during the COVID-19 pandemic due to visiting
restrictions.

Parental iliness can have serious implications for children’s psychological
wellbeing and bring additional caring responsibilities for young people.
It is therefore critical for the children of adult patients to be identified by
healthcare staff so that they can be offered appropriate support.
Moreover, effective communication with children about an important
adult’s illness has long term benefits for their psychological wellbeing
and family functioning. Conversely, an absence of developmentally
appropriate information can increase the risk of emotional and behav-
ioural problems, including depression and anxiety. Global research has
shown that children want and need to know when someone they love is
ill. This information enables children to make sense of their observed
reality and advocate for their own needs as carers.

Healthcare professionals may feel uncertain about their role in identify-
ing children of adult patients and how to raise these sensitive conversa-
tions. Medical staff report wanting specific guidance and training
resources about navigating this aspect of care; these are not one-off
conversations and need to be regularly reviewed, particularly in the con-
text of changing care needs of parents and children’s evolving under-
standing of illness and death during childhood.

PS14 (E) Rebalancing Death and Dying: The Lancet
Commission on the Value of Death

Abstract number: PS14
Abstract type: Parallel Session

Death, medicine, immortality, and climate change
Smith R.2
ILancet Commission on the Value of Death, London, United Kingdom

Conventional medical research is not explicitly pursuing immortality, but
it does seek to “cure” all diseases, leaving open the question of how we
might eventually die. Conventional medical research does, however,
seek to extend life, and global health life expectancy has increased,
although “healthy life expectancy” has not increased as rapidly as life
expectancy, meaning the period spent in ill health at the end of life has
increased.

Although conventional medical research does not explicitly pursue
immortality, there are many scientists working in generously funded
organisations—particularly on the West Coast of the US—who are
explicitly pursuing dramatic life extension and even immortality. They
are using several methods, which my talk will discuss.

The social critic Ivan Illich argued in the 1970s that medicine had made
an implicit but false promise of conquering pain, suffering, disease, and
even death and in doing so had replaced traditional cultural responses to

those human issues so destroying meaning and increasing suffering. |
will discuss whether these views have validity in 2021.

Abstract number: PS14
Abstract type: Parallel Session

The Complex Death System: Mapping People, Pathways, and Structural
Determinants of End-of-Life Care

Bhadelia A.

IHarvard T.H. Chan School of Public Health, Department of Global
Health and Population, Boston, United States

Background: Dying and death are universally experienced, and have
myriad experiential, relational, structural, and existential aspects that
are relevant to the design of end-of-life care. Systems science can be
applied to examine the complexity of these aspects. The objective of this
paper is to use systems thinking to develop a dynamic and non-linear
framework of death as it intersects with the health system.

Methods: Systematic reviews which identify factors important to the
quality of end-of-life care by patients, caregivers, providers, society, and
the health system were analyzed. Using the results of this analysis along
with key themes from discussions and brainstorming sessions of The
Lancet Commission on the Value of Death, a causal loop diagram/map of
the death system was developed to illustrate the death trajectory based
on patient, and family and informal caregiver perspectives.

Results: The death system map is anchored by two key events —impend-
ing death, which arises from knowledge or sense of death, and death
itself. The map tracks multiple factors — actions, processes, experiences,
and outcomes — and their interactions related to these events. Sub-
systems — human, health, sociocultural, political, legal, and economic —
and related fault lines are also identified. The non-linear and dynamic
nature of the death system is depicted, illustrating reinforcing and bal-
ancing feedback loops that demonstrate how death is devalued, reval-
ued, prepared and cared for, faced, tamed, and socially experienced, as
well as how impending death or its occurrence impacts quality of life of
patients and families. Together, these capture the people impacted by,
pathways influencing, and structural components determining the state
of end-of-life care.

Conclusion: The death system map serves as an illustration of the com-
plexity of dying and death. It provides a conceptual and action-based
framework to generate responses to issues and barriers experienced at
the end-of-life.

Abstract number: PS14
Abstract type: Parallel Session

Rebalancing Death and Dying: The Lancet Commission on the Value of
Death

1Central and North West London NHS Foundation Trust, London,
United Kingdom

The proposition of the Lancet Commission on the Value of Death is that
our relationship with death and dying has become unbalanced and we
advocate a rebalancing. Death and dying have become unbalanced as
they moved from the context of family, community, culture and relation-
ships to sit within the health care system. Healthcare has a role to play in
the care of the dying, but interventions at end of life are often excessive,
and exclude other contributions, increasing suffering and consuming
resources that cannot be used to meet other needs.

Yet at the same the relationship with death and dying in low- and mid-
dle-income countries is unbalanced with the rich receiving excessive
care, while the poor, the majority, receive little or no attention or relief
of suffering and have no access to opioids, as the Lancet Commission on
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Global Access to Palliative Care and Pain Relief showed. Excessive treat-
ment for the rich and inadequate or absent care for the poor is a paradox
and a failing of global health and solidarity.

The Commission recognises that rebalancing death and dying will
depend on changes across “death systems,” the many inter-related
social, cultural, economic, religious and political factors that determine
how death, dying, and bereavement are understood, experienced and
managed.

We intend our report to inspire a collective vision for the future. Our
recommendations outline the next steps we would urge policy mak-
ers, health and social care systems, civil society and communities to
take.

PS15 (Q) Researcher Award Session

Abstract number: PS15
Abstract type: Parallel Session

English Palliative and End of Life Care: Several Observations from an
Anthropologist

Borgstrom E.%

1The Open University, School of Health, Wellbeing and Social Care,
Milton Keynes, United Kingdom

As an anthropologist who studies palliative and end of life care, my
research often sits at the margins of different disciplines. It is there-
fore with great honour that | receive this award. When | had the
opportunity to do a PhD about end of life care in England, | wanted to
use my anthropological skills and thinking to understand a core policy
concept at the time — ‘choice’ — that was framed most prominently
through advance care planning. | sought to understand what it was,
how it was being done and how people engaged with it, and how this
shapes care, living and dying. | examined policy discourse, observed
care practices in range of settings, and spent a lot of time with people
who were potentially in their last year of life. Anthropological atten-
tion to palliative and end of life care can raise questions and provoca-
tions for the field, such as shifting the focus from choice as an
individual act and object to one of interaction, or questioning how it
fits with concepts of ‘good death’. Using the insights from my research,
I've made several films with the Open University and with BBC Ideas
to raise awareness of advance care planning whilst also showcasing
the people encounter.

Abstract number: PS15
Abstract type: Parallel Session

Improving Patient and Family Care Using Patient Centred Outcome
Measures - From Development to Implementation into Practice

Antunes B.1234

1University of Cambridge, Department of Public Health and Primary
Care, Cambridge, United Kingdom, 2King’s College London, Florence
Nightingale Faculty of Nursing, Midwifery and Palliative Care, London,
United Kingdom, 3Universidade de Coimbra, Centro de Estudos e
Investigagdo em Saude, Coimbra, Portugal, 4Universidade do Porto,
Centro de Investigagdo em Tecnologias e Servigos de Saude, Porto,
Portugal

Measurement is an essential element of evidence based medicine and
provides the necessary information clinicians require to make decisions
in patient management. Patient centred outcome measures are a type
of questionnaire which is filled by the patient about themselves or by
someone familiar with their disease trajectory and fills the measure
in relation to the patient. These questionnaires allow for specific

measurements of palliative needs in all dimensions of the person with
advanced disease, including concerns and distressful issues. It is there-
fore vital that these are accurate in terms of language and cultural adap-
tation, psychometrically tested and valid for the population of interest.
Clinical training on the use of these measures, specifically on how, when,
why and which questionnaire to use alongside proper, timely feedback
of results, make patient centred outcome measures powerful tools to
quickly make a holistic assessment and act upon the priority areas.
Additionally, these measures can benefit communication pathways of all
involved in patient care by creating a common language and assist the
development of a therapeutic plan. Implementing these measures in
clinical practice inevitably demands changes to daily routines and there
will always be an adjustment period with trial and error, but once these
are embedded in routine and results start being used at different levels,
the quality of care can be measured and improved upon. Data collected
can be used for individual patient care in real time and when aggregated
at service/healthcare professional level allows for audits and cost-effec-
tiveness and economic studies. This will provide vital information for
policy makers to make informed decisions on how best to use available
resources to provide the best care for people with advanced disease and
their families.

PS16 (B) Opioids for Chronic Breathlessness - Practical
Evidence-Based Prescribing

Abstract number: PS16
Abstract type: Parallel Session

What about Other Opioids: What Do We Know, What Don’t We Know?
Johnson M.!

1University of Hull, Wolfson Palliative Care Research Centre, Hull,
United Kingdom

Aims: This talk presents the current evidence relating to the use of other
opioids for breathlessness.

Methods: Summary of current published evidence.

Results: There are promising preliminary data for dihydrocodeine in
people with COPD. In a cross over randomised controlled trial (RCT),
participants received 15mg dihydrocodeine or placebo up to three
times daily about half an hour prior to physical exertion. Breathlessness
improved and exercise endurance increased when the participants
were taking dihydrocodeine. An N=1 RCT trial testing hydromorphone
(nebulised, or systemic) or placebo for “as needed” episodes of
breathlessness in opioid tolerant patients with cancer. There was no
difference in breathlessness at the primary endpoint or change over
time. Two trials of oxycodone failed to show any benefit for breath-
lessness over placebo in any outcome measure used. One was a cross-
over trial in people with heart failure, and another, a larger parallel
group trial.

There is growing phase 2 evidence for the transmucosal fentanyls,
mainly in opioid tolerant cancer patients for “prophylactic” use (i.e. in
advance of physical exertion). Trials showed greater reduction in
breathlessness in the fentanyl arm than placebo, and increased exer-
cise endurance with fentanyl compared with none in the placebo arm.
Only one feasibility study tested buccal fentanyl vs oral morphine for
“as needed” for episodic breathlessness, but only 6 participants were
evaluable. Although a shorter time to meaningful relief was noted for
buccal fentanyl, but the recovery time was only quicker in the first 5
minutes, making this probably unrelated to serum drug levels.
Concerns around use in opioid naive patients and the potential for
addiction and misuse of the submucosal fentanyls need to be
addressed.

Conclusion: The promising findings for “prophylactic” use need to be
tested for effectiveness and safety in larger trials and are not currently
recommended.
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Abstract number: PS16
Abstract type: Parallel Session

Are Opioids Safe in Chronic Breathlessness?

Janssen D.1?

1Ciro, Horn, Netherlands, 2Maastricht University, Maastricht,
Netherlands

Aim: Since many years, opioids are seen as the cornerstone of pharma-
logical palliative treatment of breathlessness. However, clinicians are
often reluctant to prescribe opioids to patients with chronic lung dis-
eases because of fear of possible averse effects and fear of respiratory
depression. The aim of this presentaion is to explore whether opioids for
breathlessness are safe for patients with chronic lung diseases.
Methods: This talk will provide an overview of studies exploring safety of
opioids for chronic breathlessness. Included studies are: observational
cohort studies, randomized-controlled trials, and systematic reviews.
Results: Opioids (=30 mg oral morphine equivalents a day) are not asso-
ciated with increased mortality or increased admissions in patients with
COPD using longterm oxygen therapy. There is no evidence of significant
or clinically relevant respiratory adverse effects of opioids for chronic
breathlessness. The most frequently reported adverse effects are drows-
iness, nausea and vomiting, and constipation, which are usually mild.
Longterm studies are lacking.

Conclusion: Low-dose opioids for chronic breathlessness seem to be
safe for patients with chronic lung diseases. Future longterm studies are
needed.

Abstract number: PS16
Abstract type: Parallel Session

Does Morphine Help? Evidence for Effectiveness, Dose and
Preparations

Currow D.!

University of Technology Sydney, IMPACCT, Sydney, Australia

Aim: The aim is to explore the current evidence for the use of opioids in
the symptomatic reduction of breathlessness.

Methods: This talk reviews the current evidence that is available to
describe the community burden of chronic breathlessness (including its
invisibility as people reduce their activities to avoid acute-on-chronic
breathlessness), the impact on quality of life in physical and mental
domains, the fact that self-care is the last of the major drivers of quality
of life to be impaired by chronic breathlessness. The talk also reflects on
the measurement of chronic breathlessness and the tools that we
should use in order to understand the symptom.

Systematic reviews brought together, augmented by double blind, pla-
cebo-controlled studies that were not available at the time that the sys-
tematic reviews / meta-analyses were undertaken. Safety is also
explored.

Results: Meta-analyses established that there is a net benefit for many
patients, particularly with chronic obstructive pulmonary disease, with
the use of regular, low-dose, sustained release morphine (10mg/24
hours-30mg/24 hours). Approximately two out of three people started
on morphine with severe chronic breathlessness will derive sympto-
matic benefit. Ten mg per 24 hours is the suggested starting dose.
Titration should occur slowly as the pharmacodynamics effects continue
to accrue over several days once an effective dose is established.

Safety has been reviewed in a systematic review/meta analysis reiterat-
ing that when morphine is used this way there appears to be no adverse
effect on respiratory rate with no cases of respiratory depression.

There does not appear to be a class effect across all opioids. This needs
further exploration.

Conclusion: Regular, low-dose, sustained release morphine can safely
and effectively reduce worst breathlessness for many people with
chronic breathlessness.

PS17 (D) Exploring New Dimensions in Dementia
Palliative Care: Making Research Work in Practice

Abstract number: PS17
Abstract type: Parallel Session

Providing a Firm Base: A System-Based Logic Model of Integrated Pal-
liative Dementia (the EMBED-Care Programme)

Evans C.%, Sampson E.?, EMBED-Care

1King’s College London, Cicely Saunders Institute of Palliative Care,
Policy and Rehabilitation, London, United Kingdom, 2University College
London, Marie Curie Palliative Care Research Department, London,
United Kingdom

Aim: Dementia is the most rapidly rising cause of health-related suffer-
ing. To meet growing need requires new models of palliative care, deliv-
ered by generalist staff via mainstream services, where people live and
receive care. The EMBED-Care Programme is delivering a model of inte-
grated palliative dementia care. The model is underpinned by a system-
based logic model detailing an Essential Package of Palliative Dementia
Care. This session explores how a logic model could maximise the con-
struction and implementation of integrated palliative care delivery.
Methods: Using the Knowledge to Action Framework to generate and
translate knowledge into clinical care, we focus on knowledge creation to
construct a system-based logic model detailing our essential package. We
used meta-review of systematic reviews to synthesise service level inter-
ventions to promote quality of life for people with dementia. Data analysis
used an analysis framework from international clinical guidance to identify
the essential components, and then refined with service users.

Results: Synthesis of evidence from 23 systematic reviews with analysis
through a palliative care ‘lens’. Findings generated a logic model of the
Essential Package of Palliative Dementia Care, detailing the intervention
theory of person-centred care, and the components both well under-
stood, like symptom management, and areas of uncertainty, notably the
timing and duration of palliative care, and implementation. Service user
perspectives identified priorities for care delivery.

Conclusion: We demonstrate the integration of knowledge between
dementia care and palliative care to construct an Essential Package of
Palliative Dementia Care. Using a logic model ensured robust underpin-
ning for palliative care delivery by building conceptual understanding
from across specialities. This identified opportunities for integration and
areas of uncertainty pursued in the EMBED-Care programme to gener-
ate knowledge to transform care.

Abstract number: PS17
Abstract type: Parallel Session

The Reality: Understanding why in Practice, Interventions don’t Work
as Expected

van der Steen J.T-?

1Leiden University Medical Center, Public Health and Primary Care,
Leiden, Netherlands, 2Radboud University Medical Center, Primary and
Community Care, Nijmegen, Netherlands

Aims: Optimal intervention and research design informs practice or
future research. Research generally navigates new avenues and must also
maximize possibilities to explain why an intervention would have “no
effect.” For example, because intervention effects fail to generalize with-
out adaptation to different context. The aim of this contribution is to con-
sider design that increases understanding from an initial stage in which
you identify expectations of interventions that could improve practice
and decide where you would like a trial to be on a pragmatic-explanatory
continuum and to a stage of post-implementation adaptations.
Methods: lllustration of tools that support study design, along with
examples of interventions in nursing home settings that did not work as
expected.
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Results: Expectations and therefore hypotheses depend on what is
already known and what we actually want to achieve with the research.
For example, if developers of an intervention have demonstrated effec-
tiveness, do we, with a more pragmatic approach, expect a diluted effect,
or a similar effect when adapted to context? Increased focus or increased
observations-often part of palliative interventions-in and of itself may
benefit a control group so we need to clarify any additional mechanisms.
Therefore, theory on how the intervention may or may not work is essen-
tial and theories or frameworks should guide collection of data to evaluate
the process of implementation. Anticipation of “weak points” or ingredi-
ents not supported by evidence should trigger targeted data collection
around those points, to inform post-implementation adaptations.
Conclusion: within boundaries of established research practice, design
and implementation to improve practice is still a highly creative process.
It requires pro-active consideration of how interventions may or may not
work and what adaptations and data to evaluate the implementation
may be needed to get the most out of the research.

Abstract number: PS17
Abstract type: Parallel Session

Learning from trials: LIVE@Home.path, an RCT of care coordination for
people with dementia

Husebo B.S.1

1Department of Global Public Health and Primary Care Center for
Elderly and Nursing Home Medicine University of Bergen, Bergen,
Norway

Dementia is not an unavoidable consequence of aging, but for most nurs-
ing home patients and home dwelling people with dementia (PwD) a
result of complex chronic conditions. Only 5% of PwD do not have multi-
morbidity (a combination of e.g., hypertension, diabetes, stroke, depres-
sion, and/or pain). Lack of advance care planning, polypharmacy, and
psychological and behavioural disturbances (BPSD) require multidiscipli-
nary collaboration, implementation of research results, and focus on digi-
tal phenotyping and smart housing. The strengths and limitations of
several controlled clinical trials (PAIN.BPSD; DEP.PAIN.DEM; COSMOS) will
be presented to argue for the content and method of the stepped-
wedged LIVE@Home.Path trial, in which a skilled coordinator is responsi-
ble for the implementation of a complex intervention for home dwelling
PwD, and their informal and formal caregivers. Family burden and costs
are considerable in these settings and in future, sustainable solutions
must be developed to enable older adults to stay safe and longer at
home, and even die there, if wanted. In this respect, research is necessary
to identify and implement best practice. However, the methodology and
interpretation of the results often hamper by lack of blinding, and the
Hawthorne or Dunning Kriiger effect. Further, during SARS-COVID-19, our
research activities were impeded to safeguard the study participants. To
investigate the consequences of the pandemic for home dwelling PwD,
we nested the PAN.DEM study (Pandemic in Dementia) into the ongoing
LIVE study and describe the change caregiver burden, BPSD, and the use
of technology during the pandemic.

PS18 (F) Ethical Decision Making at the End-Of-Life

Abstract number: PS18
Abstract type: Parallel Session

Nudging and Palliative Paternalism
Peruselli C.1
1ltalian Society of Palliative Care, Milano, Italy

The ethical debate about the decision-making process has been recently
enriched with a theory called “nudging”, defined as “any aspect of the
choice architecture that alters people’s behavior in a predictable way,

without forbidding any options or significantly changing their economic
incentives”.

The techniques of nudging rest on two key concepts known as the ‘archi-
tecture of choices’ and ‘libertarian paternalism’. Some researchers argue
that patients may not know how to make a choice: in this case providing
nudges as a form of ‘best interest standard’ could be an ethically helpful
element in the shared decision-making process.

We organized a Focus Group to explore the attitudes of the professionals
working at Reggio Emilia P.C. Unit and Psycho-Oncology Service regard-
ing the potential use of nudging techniques in palliative care.

The analysis of the F.G. results revealed two main categories:

1. Translating nudging in the palliative care setting

Nudging was defined as a “misleading” and “very dangerous” concept,
even if it was described as “rather appealing”, as it allows the “preserva-
tion of a form of benevolent paternalism”, which can be reassuring for
the healthcare provider, but they also admitted that “in daily clinical
practice, it is difficult not to do it”

2. The quest for neutrality.

Neutrality is a concept that participants “can work towards”: this leads
them to stay in a “neutral space”.

In the decision-making process during the end-of-life phase of aniillness,
the boundary between the use of nudging techniques and respect for
the patient’s autonomy is often blurred. Nudging techniques, if used
arbitrarily in conversations regarding end-of-life care choices, can pre-
sent critical aspects and significant risks. In the palliative care setting,
the risk of descending a ‘slippery slope’ towards the forms of traditional
paternalism, often associated with these techniques, can be reduced by
exercising the principles of relational autonomy.

Abstract number: PS18
Abstract type: Parallel Session

Autonomy: A Perspective from the Ethics of Care
De Panfilis L.
1Azienda USL-IRCCS di Reggio Emilia, Bioethics Unit, Reggio Emilia, Italy

Aims: Ethics can help caregiving and medical care in several ways, but
this assumption has to be demonstrated through the empirical and sys-
tematic research activity on the ethical issues arising in the relation-
ship of care. In this presentation, | consider individuals - patients,
health care professionals, caregivers - as relational and communicative
beings needed of a professional ethical framework based on two key
concepts: relational autonomy and vulnerability. Thus, this presenta-
tion aims to (a) describes the ethics of care and the concept of rela-
tional autonomy, and (b) illustrates the practical implications of the
ethics of care in the decision-making process and the Palliative care
setting.

Methods: Ethics of care will be presented and discussed as an alterna-
tive moral framework useful in medical ethics; then, the practical impli-
cations of the ethics of care will be shown.

Results: First of all, relational autonomy seeks to consider the influence
on individual opportunities that interdependence and subjective vulner-
ability have. Dignity, respect, vulnerability and care are key concepts for
the definition of relational autonomy. Second, healthcare professionals
should be able to help patients translate values and preferences into
concrete decisions. Lastly, the ethics of care can be empirically investi-
gated, for example, discovering how caregivers in palliative care perceive
moral questions and solve them in the care relationship.

Conclusions: The ethics of care offers criteria that integrate those of
classical ethics, and in so doing, it can account for the complexity of the
relationship between healthcare providers, patients, and their close
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ones; these criteria can also show alternative ways of working out the
moral problems we typically face in caring for patients at the end of life.
More research is needed to demonstrate how those ethical skills have to
be developed systematically and if they impact the quality of care and
the quality of life.

Abstract number: PS18
Abstract type: Parallel Session

Personal Autonomy and End-Of-Life Decision Making

Brazil K.

1Queen’s University Belfast, School of Nursing and Midwifery, Belfast,
United Kingdom

This presentation will explore our understanding of autonomy in treat-
ment decision-making at the end of life. We will acknowledge the tradi-
tional focus of autonomy as individual freedom and self-determination
towards the view that autonomy needs to be contextualised to match
the lived situation. Autonomy must be understood through relationships
or social interdependence. Resting on a revised view of autonomy we
will identify primary directions towards improving treatment decision
making at the end of life.

PS19 (B) Sedation at the End-Of-Life Outside
Specialist Palliative Care — International
Perspectives

Abstract number: PS19
Abstract type: Parallel Session

Use of Sedatives and Sedation at the End of Life Outside Specialist
Palliative Care in Germany

Schildmann E.%, Griine B.., Meesters S.., Bausewein C.., SedEol Study
Group

1University Hospital, LMU Munich, Department of Palliative Medicine,
Munich, Germany

Aims: This project aimed 1) to assess the use of different types of seda-
tion within the last week of life in selected German hospital (H) depart-
ments and nursing homes (NH), based on objective criteria, and 2) to
explore associated challenges and possible measures of support, as per-
ceived by non- SPC healthcare professionals.

Methods: In four NH and five H departments: 1) Two multicentre retro-
spective cohort studies, using medical records, of decedents 1/2015-
12/2017. Analysis of sedatives recommended in guidelines for “palliative
sedation”, using objective criteria for “continuous effect” and “at least
moderately sedating” doses. 2) Semi-structured qualitative interviews
with physicians and nurses.

Results: 1) 260/517 (50%, H) and 46/512 (9%, NH) of decedents
received a sedative with “continuous effect” during the last week of
life, 53/517 (10%, H) and 11/512 (2%, NH) in “at least moderately
sedating” doses. For about a third in both settings, no indication was
noted. The term “sedation” was documented for 20/260 (8%, H) and
0/512 (0%, NH). Use of sedatives was significantly associated with
institution in both settings (H and NH). 2) Percieved challenges and
supportive measures related to three levels of the care situation: indi-
vidual, interaction with others and work environment. The main chal-
lenge was finding the adequate timing and dose. Other challenges on
all levels, e.g. disagreements regarding indication or legal uncertain-
ties, were strongly associated with this major challenge. Major sup-
portive measures were education and training, joint decision-making
within the team and regular discussion with the patient and family. On
the level work environment, no implemented measures, but wishes for
change were identified.

Conclusion: The observed differences between institutions, deviations
from recommended practice and perceived challenges warrant develop-
ment of additional context-specific support measures for sedation out-
side SPC.

Funding: BMBF, 01GY1712 (SedEol)

Abstract number: PS19
Abstract type: Parallel Session

Challenges in the practice of palliative sedation outside specialist
palliative care: data from an international questionnaire survey and
in-depth interviews in the Netherlands

van der Heide A.%, Heijltjes M.2, Rietjens J.., van Thiel G.2, van Delden J.?
1Erasmus MC, University Medical Center Rotterdam, Public Health,
Rotterdam, Netherlands, 2University Medical Center Utrecht, Utrecht,
Netherlands

Aim: The frequency of applying continuous deep sedation in the last
stage of patients’ life seems to be increasing. It can be questioned
whether it is or should be a last resort practice to alleviate unbearable
suffering and to what extent this practice can always be clearly distin-
guished from other practices in care at the end of life.

Methods: An analysis and appreciation of data from a series of Dutch
surveys on end-of-life decision making practices, an international ques-
tionnaire study among palliative care physicians, and interview studies
on experiences and perspectives of different healthcare professionals in
the Netherlands.

Results: The use of continuous deep sedation in the Netherlands seems
to have been increasing in all patient subgroups, but particularly among
dying patients who are attended by general practitioners, patients older
than 80 and patients with cancer. In the international questionnaire
study, many palliative care physicians were found to consider continuous
deep sedation acceptable for the relief of physical and psycho-existential
suffering in the last days of life. Opinions varied substantially for patients
with a longer life expectancy and regarding routine withdrawal of artifi-
cial hydration. In-depth interviews with Dutch healthcare professionals
showed that the interpretation of unbearable refractory suffering may
have broadened over the years.

Conclusion: The practice of continuous deep sedation is evolving and
requires ongoing debate.This may be especially relevant in non-special-
ized palliative care

Abstract number: PS19
Abstract type: Parallel Session

Palliative Sedation in Flemish Nursing Homes: Reported Complexities
and the Development of a Setting-Specific Practice Protocol

Robijn L.%, Deliens L.%, Rietjens J.2, Pype P.3, Chambaere K.

1Ghent University & Vrije Universiteit Brussel (VUB), End-of-Life

Care Research Group, Ghent, Belgium, 2Erasmus MC, Rotterdam,
Netherlands, 3Ghent University, End-of-Life Care Research Group,
Ghent, Belgium

Aims: This project identified complexities inherent the decision making
and performance of continuous sedation until death in Flemish nursing
homes as experienced by health care professionals. From a.o. these
insights, we aimed to develop a protocol to improve the quality of the
practice in nursing home settings.

Methods: To map complexities, ten focus groups were held with 71
health care professionals including 16 palliative care physicians, 42 gen-
eral practitioners, and 13 nursing home staff. The development of the
practice protocol was based on the MRC Framework and also made use
of the findings of a systematic review of existing improvement initia-
tives. The protocol was refined through 10 expert panels with 70 health
care professionals.
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Results: Perceived complexities concerned factors prior to and during
sedation and were classified into three types: (a) personal barriers
related to knowledge and skills about a.o. conceptual ambiguity and
when and how it should be applied; (b) relational barriers concerning
communication and collaboration between health care professionals
and with family; (c) organizational barriers specific to nursing homes
where e.g. an on-site physician is lacking or the recommended medica-
tion is not always available.

The protocol encompassed 7 sequential steps focused on clarification of
the medical and social situation, communication with all care providers
involved and with the resident and/or relatives, the organization of care,
the actual performance of continuous sedation, and the supporting of
relatives and care providers during and after the procedure.
Conclusion: This project succeeded in developing a practice protocol for
continuous sedation until death adapted to the specific context of nurs-
ing homes, where multidimensional challenges for sound decision mak-
ing about and performance exist. Future research should focus on
developing effective implementation strategies and on thoroughly eval-
uating its effectiveness.

PS20 (C) Strategies to Improve the Psychosocial
Well-Being of Family Carers: How International
Collaborations Make a Difference

Abstract number: PS20
Abstract type: Parallel Session

Evidence Synthesis of Factors Affecting Family Carers’ Psychological
Wellbeing

Shield T.., Bayliss K.%, Flynn J.1, Wearden A.2, Bee P.1, Daker-White G.3,
Hodkinson A.3, Panagioti M.3, Rowland C.%, Grande G.!

1University of Manchester, Division of Nursing, Midwifery and Social
Work, Manchester, United Kingdom, 2University of Manchester,
Division of Psychology and Mental Health, Manchester, United
Kingdom, 3University of Manchester, Division of Population Health,
Health Services Research & Primary Care, Manchester, United Kingdom

Background: Informal carers provide crucial support for patients at the
end of life (EOL), but suffer considerable impact on their own psychologi-
cal health. Synthesis of the expansive evidence on factors affecting carer
psychological morbidity to inform remedial initiatives and interventions
is urgently needed.

Aims: To help reduce psychological morbidity among EOL carers
through: (1) evidence-synthesis of factors affecting carer psychological
morbidity during end of life care; (2) translation of synthesised findings
into accessible, tailored information for key stakeholders able to influ-
ence change (carer organisations, practitioners, commissioners, and
policy makers).

Methods: A structured and comprehensive evidence synthesis of quan-
titative and qualitative literature (2009-2019) was undertaken, informed
by a carer Review Advisory Panel (RAP), to confirm the validity, relevance
and accessibility of findings to carers.

Results: Findings from 64 observational studies, 33 qualitative studies
and 13 intervention studies identified seven overarching factors affect-
ing carers’” mental health: patient condition, impact of caring responsi-
bilities (e.g. workload, life changes), quality of relationships, finances,
carers’ own internal processes (e.g. mastery, self-efficacy, coping strate-
gies), formal/informal support and contextual factors (e.g. age, gender).
Based on the evidence synthesis, a set of recommendations for change
were developed by the carer RAP. Wider stakeholder consultation will
provide information on the relevance of evidence to key actors who can
act on findings.

Conclusion: Providing the first comprehensive evidence synthesis of fac-
tors affecting the psychological morbidity of EOL carers will inform the

development of future initiatives and interventions to improve the men-
tal health of EOL carers and lead to better targeting of carers at risk of
poor mental health.

Abstract number: PS20
Abstract type: Parallel Session

Supporting Family Carer Decision-Making in Palliative Dementia Care
Brazil K.

1Queen’s University Belfast, School of Nursing and Midwifery, Belfast,
United Kingdom

Best interest decision-making on goals of care at the end of life is com-
plex and can become a significant burden for both family carers and
health care providers. This presentation will review the ‘Family Carer
Decision Support’ intervention designed to inform family carers on end-
of-life care options for a person living with advanced dementia. An over-
view on the features of the intervention and its present implementation
in six countries will be offered.

Abstract number: PS20
Abstract type: Parallel Session

Key Considerations When Selecting Family Carer Outcome Measures
Dionne-Odom J.1
1University of Alabama at Birmingham, Birmingham, United States

It has been said that one cannot change what one cannot measure. This
claim resonates for researchers interested in optimizing the skills and
outcomes of family carers of patients with serious illness. Measurement
aims to ascertain the quantity or magnitude of behaviors, events, and
other phenomena. In this session, we address five key measurement
considerations in family carer palliative care research. This includes: 1)
what instruments best operationalize concepts in one’s research ques-
tion and aims; 2) how to link instruments to a study’s larger theoretical
framework; 3) how to select instruments appropriate for the carer popu-
lation; 4) knowing which demographics on carers to collect; and 5) what
good resources are to identify valid and reliable instruments for one’s
study. Stemming from these five considerations, we describe how
researchers should choose instruments that operationalize specifically
articulated carer constructs in the research aims; identify a theoretical
framework that contains all the concepts one purports to measure for
their study; choose validated and reliable instruments that have been
ideally been used by others in a similar area; collect demographic infor-
mation that allows one to make comparisons to other work; and utilize
established instrument databases and expert guidance to hep find opti-
mal instruments.

Paediatric Palliative Care - Transitioning Children with
Palliative Care Needs Between Settings and Phases

Abstract number: PPC
Abstract type: PPC

From hospital to home or hospice care

Neergaard M.A.1

1Aarhus University Hospital, Palliative Care Unit, Department of
Oncology, Aarhus, Denmark

Background: Death is an unwanted companion in families with termi-
nally ill children. Nevertheless, many families prefer home death if opti-
mal support is available.
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In Denmark (5 million inhabitants) one hospital-based specialised paedi-
atric palliative care team (SPPCT) exists in each of five regions providing
hospital and home care.

In Central Denmark Region the SPPCT supports home care nurses (HCNs)
and GPs to take care of dying children at home. When children approach
death SPPCT arranges presentation meetings with HCNs. Subsequently,
SPPCT arranges a meeting in the child’s home and also invites the GP.
Telephone support and planned follow-up visits by SPPCT is provided
throughout the trajectory.

Aim of this oral presentation is to describe and evaluate this method of
cooperation.

Methods: Two types of evaluation were done:

A.  Place-of-death among deceased children in SPPCT care in the
period 2016 - 2021 was calculated

B. A questionnaire to HCNs participating in terminal care of 14
children was developed evaluating the support model

Results:

A.  Of the 100 children affiliated to the SPPCT in the study-period
45 children have died (58% from cancer). Only 18 children (40
%) died at hospital and one at hospice

B.  Of the 14 children 5 (36%) died at hospital. 20 questionnaires
were returned.HCNs agreed/highly agreed that presentation-
meetings made them better prepared (78.9%), better at deal-
ing with emotions (73.7%) and better at cooperating (70.6%).
69.2% felt it helped coping with parents’ pressure.

They requested clear agreements concerning responsibilities and treat-
ment level. Prerequisites to optimal trajectories were back-up from
SPPCT and 24/7 back-up from paediatric wards.

Conclusion: Proportion of hospital deaths in the period was low. The
support model was evaluated positively, empowering HCNs to perform
palliative care for children concerning knowledge, cooperation and
emotions. Clear agreements and back-up were prerequisites for good
trajectories.

Abstract number: PPC
Abstract type: PPC

From NICU to Home Care

Craig F.1

1Great Ormond Street Hospital NHS Foundation Trust, Paediatric
Palliative Medicine, London, United Kingdom

Within the context of neonatal palliative care, there are 3 main groups of
infant who transition home: (1) Those who are actively dying, including
where ventilation will be withdrawn in the home; (2) Infants with a clini-
cal condition that will deteriorate, but who may be relatively stable or
will gradually change and (3) Those with an underlying condition that
increases vulnerability to life-threatening deteriorations.

When planning discharge, many tasks are common to all 3 groups:
equipment and feeding requirements, medication (current and antici-
pated), and plans for managing a deterioration. Practical issues also
need attention: support for the family, training of parents and carers and
plans for care around the time of death and after death, including
location.

A home extubation should address 3 phases: prior to extubation, around
the time of extubation and post extubation. Consider mode of transport
home and access to the property, any wishes to be fulfilled once home
and a time-scale to extubation. Around the time of extubation, symptom
management is important, identifying if anticipatory medications are
needed, routes of administration and optimizing the situation for

extubation. Post-extubation there must be a plan in place for survival
being longer than anticipated, 24/7 professional support and a good
symptom management plan.

For infants in groups 2 and 3, on-going management is likely to be a
combination of life-prolonging interventions and symptom manage-
ment. Having robust plans for management of a deterioration will be
really important, and these need to be flexible and reviewed regularly.
For some, there may be times when full medical intervention, including
PICU admission, may be appropriate. At other times, a focus on symp-
tom management and care at home will be the priority.

For all groups, emotional and practical support and shared decision mak-
ing between the family and professionals are the foundations on which
a successful transition is built.

Plenary sessions

Abstract number: PL1
Abstract type: Plenary Session

Is Palliative Care Having an Existential Crisis?

O’Mahony S.1

1King’s College London, Centre for the Humanities and Health, London,
United Kingdom

The phrase “existential crisis” is perhaps too emotive, but palliative care
is at a crossroads. My talk will address what | think are the important
questions for its future. Given that it cannot possibly take on all death
and dying, how can palliative care positively influence the rest of medi-
cine? Why does research on end-of-life care attract so little funding,
and why are there so few academic palliative care doctors? Hospices
(particularly in the UK) are struggling financially: what should be their
role? Should hospices be places providing “de-luxe dying” for the few,
or should they be a resource for the many? Is palliative care contribut-
ing to the “professionalisation” of dying, and if so, how can we empower
individuals, families and communities? Should palliative care concen-
trate on symptom relief, or should its mission also be spiritual and
communitarian?

Abstract number: PL2
Abstract type: Plenary Session

Inclusivity in Palliative Care — Are We as Good as We Think?
Harding-Swale R.*

1King’s College London, Cicely Saunders Institute, London, United
Kingdom

The WHO'’s strategic priority for Universal Health Coverage identifies
palliative care as an essential health service. The goal of access to pallia-
tive care for all those who could benefit from it requires policy and
health systems to actively promote coverage to all sections of society.
The notion of “heard to reach” populations has shifted, with a greater
focus on purposeful actions to reach out to communities, offering inclu-
sive services. Dame Cicely Saunders said that “you matter because you
are you, and you matter all the days of your life”. Person-centred care is
core to palliative care. But we must also consider the implications of
values-based care, and how our values as clinicians, managers, or
researchers influence the evidence we generate, the services we
develop and the care we deliver.

Groups that are marginalised in society are likely to have worse health
outcomes, and poorer access to care. It is crucial for palliative care to
reduce the impact of health inequalities that may persist into death.
There is growing evidence of greater need, yet poorer access, among
some groups such as LGBT people, people with disabilities, and racial
minorities. Minority stress theory explains why experience
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of discrimination may lead to greater prevalence of some life-limiting
illnesses. Structural inequalities also contribute to higher disease preva-
lence, and to reduced access to preventive and curative health services.
The challenge to palliative care is to ensure that our service provision
actively seeks to reduce barriers to appropriate, accessible and effec-
tive care at the end of life. This plenary will review the available evi-
dence for palliative care need among disadvantaged and socially
excluded groups, and highlight evidence for inclusive practice.

Abstract number: PL3
Abstract type: Plenary Session

Meeting the Challenge of Dementia Care in the Future
Parker D.*
tUniversity of Technology Sydney, IMPACCT, Sydney, Australia

Dementia is a global health priority with more than 50 million people
worldwide living with dementia in 2020 and the expectation that this
number will almost double every 20 years, reaching 82 million in 2030
and 152 million in 2050. Despite advances in the ‘living well with
dementia’ culture and person-centred care movement, the dominant
narrative and allocation of resources around dementia remains bio-
medical: focused on the curative and the ‘tragedy’ of loss of cognition,
function, and self. Palliative and end-of-life care can be accommodated
within both narratives and is increasingly being recognised by academ-
ics, policy makers, people with dementia and their advocates as valid
and important. In the 2015 World Alzheimer’s report, the third ranked
research priority was to identify strategies to anticipate and deliver
effective and cost-effective late-life and end-of-life care for people with
dementia, including advance care planning. This is further supported
by Alzheimer’s Disease International call for action to recognise that
people with dementia deserve good quality end-of-life care with
respect to their dignity and personal wishes. This message is clear yet
barriers to effective palliative care persist:

o under recognition of dementia as a terminal condition

o a trajectory of prolonged but difficult to predict decline

o resource constraints

o expertise of specialist palliative care services to service
those with dementia and their families and

o limited evidence of specific clinical management of neu-
ropsychiatric behaviours at the end of life.

Overcoming these and other barriers necessitates a new narrative
acknowledging dementia as a terminal illness and development of evi-
dence based models to support high quality palliative care regardless of
location.

Abstract number: PL4
Abstract type: Plenary Session

Technology, Innovation, and Artificial Intelligence — A Vision for
Palliative Care

Eskofier B.?

Friedrich-Alexander University Erlangen-Nuernberg, Artificial
Intelligence in Biomedical Engineering, Erlangen, Germany

Technology and innovation have been key enablers of delivering better
patient care for millennia. Recently, with the availability of substantial
data amounts driven by digitalization in medicine, machine learning
and artificial intelligence have received a lot of attention in medical
research. For instance, the number of annual Pubmed-listed publica-
tions containing either the keywords “Machine Learning” or “Artificial

Intelligence” is rising since the 1990s. While there were less than 200
articles with these keywords in 1990, this number about doubled to
less than 400 in 2000, then increased five-fold to approximately 2200
in 2010, to then see an almost ten-fold (!) increase to a bit more than
21500 articles published in 2020. The interest in these topics is rising in
palliative care as well, making it a good idea to de-mystify aspects of
associated technologies, and to explain the existing opportunities and
challenges to a wider audience. This talk consequently aims at explain-
ing machine learning and artificial intelligence approaches for digital
data analyses, with a focus on palliative care, to interested EAPC
attendees.

The talk will also touch base on future directions of technology inno-
vation to create new biomarkers for the assessment of health status,
condition, and prognosis of palliative patients in the last weeks of
life. Associated algorithms and systems are currently being
researched in a new German Research Foundation funded collabora-
tive research center “empatho-kinaesthetic sensory science” (www.
empkins.de) in an interdisciplinary interaction of engineering, ethics,
medical, and psychological experts. The systems that are currently
being investigated in laboratory environments will enter everyday
applicability in a few years. This will open up new possibilities in pal-
liative care, with the aforementioned algorithms and systems hope-
fully contributing to better understanding of care mechanisms and
intervention options.

Abstract number: PL5
Abstract type: Plenary Session

Using Lived Experiences for Re-Designing Care Pathways

Griffioen .22

1Leiden University Medical Center, Medical Decision Making,
Department of Biomedical Data Sciences, Leiden, Netherlands, 2Delft
University of Technology, Faculty of Industrial Design Engineering,
Delft, Netherlands

Aims: In oncological treatments with a small survival rate, it can be
hard for patients and relatives to maintain control of their care path
and to participate in decisions, due to the hectic pace, threat of death
and feelings of disempowerment. Although shared decision-making
(SDM) attracts a lot of attention worldwide, the focus is often only on
the consultation room. The effects of the entire interaction between
patients and relatives and the healthcare ecosystem throughout their
care path is often neglected. We used a service design perspective on
the care path of Locally Advanced Pancreatic Cancer (LAPC) to under-
stand how experiences of patients, their relatives, and professionals
over the entire care path accumulate to support their ability to partici-
pate in SDM and how service design can improve SDM throughout care
paths.

Methods: We used qualitative interviews including design research
techniques with patients, relatives, and professionals involved in the
diagnosis or treatment of LAPC. The topic list was based on an auto-
ethnography written by the plenary session speaker in her role as ser-
vice design researcher and wife of a patient with LAPC. She is currently
also confronted herself with Triple Negative Breast Cancer with
metastases.

Results: We found four interconnected service design areas -overview of
the process, information provision, teamwork, influence of the physical
context- which we integrated in a novel service design approach, called
Metro Mapping.

Conclusions: The lived experiences of patients, relatives and profession-
als, including those of a design researcher who is also caregiver and
patient, combined with a service design perspective, shed light on effects
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of encounters in the entire care path: i.e. effects on the ability of patients
and relatives to maintain control of their care path. The findings serve as
a starting point for (re)designing care paths to improve the implementa-
tion of SDM in oncology.

Abstract number: PL6
Abstract type: Plenary Session

How Can Palliative Care Navigate the Opioid Crisis

Cleary J.1

lIndiana University School of Medicine and IU Simon Comprehensive
Cancer Center, Indianapolis, United States

Which opioid crisis? The world is currently dealing with a number of cri-
ses related to opioids. Most of the world, especially low- and middle-
income countries, continue to face a crisis of poor opioid access for pain
relief, both acute and chronic, for cancer pain and to address palliative
care needs. While poor cancer pain management is a current reality for
almost 90% of the world’s population, it was a common situation in even
high-income countries up to the latter half of the 20t Century. This drive
to improve pain management focused on cancer pain relief lead by the
WHO'’s Cancer Control Unit, introducing the WHO ladder that cemented
the use of opioids for cancer pain. This was extended to acute and chronic
pain, especially in the United States, with what in hind sight, has been
deemed to be unethical (and illegal) marketing by pharmaceutical com-
panies. In the first decade of the 20t Century, there was increase in opi-
oid associated deaths which was associated with increased opioid
prescribing. Causality was hard to attribute as 60% of these deaths
involved polypharmacy (alcohol and benzodiazepines) and a third were
associated with the prescribing of methadone for pain. Despite the lack
of causality, major efforts to decrease the medical prescribing of opioids
were undertaken with CDC Guidelines for the management of pain for
primary care released in 2016. As opioid prescriptions decreased, opioid
associated deaths increased, initially through increased availability and
use of illicit heroin imported from Mexico and then from illicit fentanyl
(and analogue products) from Mexico and China. Opioid associated
deaths have now risen to 90,000 in the US in 2020 (worsened by the
COVID epidemic). In the latter half of 2021, the CDC is reconsidering
these pain guidelines given significant misinterpretation of the 2016 evi-
dence together with misapplication to patients with cancer and other
palliative care who were exempted from those recommendations. The
focus on restricting appropriate medical use of opioids has harmed many
US residents living with cancer and other diseases, while impacting the
rest of the world through example, funding and the influence of the US
on global policy, including the World Health Assembly and the Commission
of Narcotic Drugs. Palliative Care advocates need to be appropriately
informed of true nature of the US situation to ensure it does not detract
from improved and appropriate opioid access throughout the world.

P 2 Plenary
Abstract number: B-01
Abstract type: Best Oral

The SILENCE (Scopolamine butyLbromide givEN prophylactiCally for
dEath rattle) Study: A Double-blind Randomized, Placebo-controlled
Multicenter Trial

van Esch H.L, van Zuylen L.2, Geijteman E.%, de Hoop-Oomen E., Huisman
B.3, Noordzij H.%, Boogaard R.5, van der Heide A.6, van der Rijt C.1
1Erasmus Medical Centre, Cancer Institute, Rotterdam, Netherlands,
2Amsterdam University Medical Centres, Medical Oncology,
Amsterdam, Netherlands, 3Hospice Kuria, Amsterdam, Netherlands,
4Hospice Calando, Dirksland, Netherlands, >Hospice de Regenboog,
Rotterdam, Netherlands, ®Erasmus Medical Centre, Public Health,
Rotterdam, Netherlands

Background: Death rattle is relatively common among dying patients.
Although clinical guidelines recommend anticholinergic drugs to
reduce death rattle when non-pharmacological measures fail, evi-
dence regarding their efficacy is lacking. Given that anticholinergics
only decrease mucus production, prophylactic administration may be
more appropriate.

Aim: To perform a randomised, double-blind, placebo-controlled trial to
evaluate the effect of prophylactic scopolamine butylbromide on the
occurrence of death rattle.

Methods: Six hospices participated; patients gave advance consent
upon admission. Patients in the dying phase were randomly allocated
to receive subcutaneous scopolamine butylbromide (20 mg q.i.d.) or
placebo. The primary outcome was the occurrence of grade = 2
death rattle as defined by Back measured at two time points at a
4-hour interval. Secondary outcomes included the time between rec-
ognizing the dying phase and the onset of death rattle, anticholiner-
gic adverse events, and quality of life (QolL) in the patient’s final three
days of life.

Results: In total, 1097 patients were admitted to the participating hos-
pices; 635 patients were eligible and 229 gave written informed con-
sent. Eventually, 157 were included in the final intention-to-treat
analyses. Death rattle occurred significantly less often in the scopola-
mine group (13%) compared to the placebo group (27%; p=0-025); an
analysis of the time to death rattle yielded a sub-distribution hazard
ratio (sHR) of 0-44 (95% Cl: 0-20-0-92; p=0-031). Moreover, attending
nurses rated patient’s QoL as significantly higher in the scopolamine
group (median QoL score of 7 versus 6 in the placebo group; p=0-02).
An analysis of the time to adverse events yielded no differences
between the two groups.

Conclusion: Prophylactic scopolamine butylbromide can safely be used
to reduce the risk of death rattle.

P 3 Plenary

Abstract number: L-01
Abstract type: Best Oral

Palliative Day Care in Belgium: Health Economic Analysis Using Popula-
tion-level Administrative Data

Faes K.1, Beernaert K., Dierickx S.1, Verhaert R.2, Chambaere K.1

Vrije Universiteit Brussel, Department of Family Medicine and Chronic
Care - End-of-Life Care Research Group, Brussels, Belgium, 2Coda
Hospice, Wuustwezel, Belgium

Background: Palliative day care (PDC) remains a marginal service in
Belgium. Yet, palliative day care may represent a meaningful care model,
complementary to existing palliative care services. Policymakers require
rigorous analysis and evaluation of the service, to determine to what
extent the service model should be supported.

Aims: This study aims to evaluate the health economic impact of pallia-
tive day care in Belgium, i.e. whether use, and intensity of use are associ-
ated with variation in health care consumption and direct medical costs
in the last month of life.

Methods: We performed a retrospective matched cohort study using
population-level administrative databases linked with health claims
data. We compared all decedents between 2010 and 2015 having visited
a PDC to a demographically and clinically comparable control group
using propensity score matching. Person-level mean cost was calculated
for each cost-component.

Results: Using PDC lowers the number of hospital (34% vs 51%;
p<<.0001), ICU and ER admissions (21% vs 30%; p= .002) and
decreases the use of medical imaging and invasive ventilation,but
increases the number of palliative care unit admissions (39% vs 19%;
p <.0001) during the last month of life. PDC users did not die at
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home more often. PDC use lowers total direct medical costs in the
last month of life by €1.025 per capita. Higher costs related to GP
contact and palliative care unit (€1.570) use were found, while lower
costs related to ICU and ER admissions, specialist contacts, medica-
tion and outpatient services. More intensive use of PDC decreased
the likelihood of one-day care, specialist contact, home care and pal-
liative home care in the last month, but did not affect overall direct
medical costs.

Conclusion: PDC encourages more appropriate care at the end of life.
Associated lower direct medical costs coupled with previous findings of
significant benefits for and satisfaction of PDC users suggest this model
is worthy of government support.

P 4 Plenary

Abstract number: L-03
Abstract type: Best Oral

Demonstrating the Impact of Palliative Care: A Secondary Analysis of
Routinely-collected Person-centred Outcomes Data among Hospice
Community Patients

Khamis A.M.%, Bradshaw A.%, Davies J.M.1, Landon A.2, Dodds N.2,
Proffitt A.2, Goerge R.2, Boland J.W.%, Santarelli M.%, Sartain K.%3,
Richardson H.%*, Murtagh F.E.M.*

IHull York Medical School, University of Hull, Hull, United Kingdom,

2St Christopher’s Hospice, London, United Kingdom, 3York Teaching
Hospital NHS Foundation Trust, York, United Kingdom, 4Lancaster
University, Lancaster, United Kingdom

Background: Community-based palliative care support patients in their
own homes. Routinely-collected data has rarely been used to show
impact of services.

Aims: To estimate prevalence of community patients’ symptoms; and
measure change in symptom scores at first change of Phase of lliness
and end of episode of care.

Methods: We used routinely-collected clinical data between Apr.2019—
Dec.2020 in secondary data analysis. We estimated prevalence of symp-
toms as any moderate/severe/overwhelming score using the Integrated
Palliative care Outcome Scale (IPOS). We measured mean change of
IPOS scores and improvement in outcome (any patient with moderate/
severe/overwhelming symptoms to not at all/slightly), at first phase
change and end of episode of care.

Results: 4575 patients received 5209 episodes of care. At episode
level, median age was 80 years (IQR: 69 — 87), 53% females, and 59%
had cancer. Most patients presented in ‘deteriorating’ (46%) and
‘unstable’ (23%) Phase of lliness at the start of episode. By first phase
change, mean ‘pain’ score reduced from 1.24 to 1.09 (31% of 846
patients with moderate/severe/overwhelming pain improved); mean
‘breathlessness’ score reduced from 0.88 to 0.79, (31% of 582
patients improved); mean ‘anxiety’ score reduced from 1.20 to 0.97
(26% of 408 patients improved); and mean ‘feeling depressed’ score
reduced from 0.7 to 0.6 (32% of 241 patients improved). By end of
episode, mean ‘pain’ score reduced from 1.24 to 0.78 (58% of 631
patients improved); mean ‘breathlessness’ score reduced from 0.88
to 0.60, (54% of 437 patients improved); mean ‘anxiety’ score
reduced from 1.20 to 0.63 (59% of 278 patients improved); and mean
‘feeling depressed’ score reduced from 0.75 to 0.42 (60% of 156
patients improved).

Conclusions: This analysis demonstrates how community care hospices
can systematically use routinely-collected outcomes data to demon-
strate the positive impact of the care they provide.

Funding: Yorkshire Cancer Research (L412)
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Is Palliative Care Provision Associated with Prevalence of Death in Hos-
pital at the Population Level? Evidence from 30 European Countries in
the Years 2005-2017

Jiang J.1, May P.1

Trinity College Dublin, Centre for Health Policy and Management,
Dublin, Ireland

Background: Studies of individual-level data report that palliative care
(PC) availability is associated with lower risk of death in hospital.

Aims: We compiled a cross-national longitudinal dataset to identify pop-
ulation-level factors associated with hospital mortality rate in Europe
across the years 2005-2017.

Methods: We sought place of death data from the national statistics
offices of the 32 EU-EEA countries. Data on PC availability by country
were collected from the European Association of Palliative Care (EAPC)
Atlases. Our primary predictor of interest was binary: in a given nation in
a given year, did the PC provision meet EAPC recommendations, control-
ling for population size and age? We collected additional predictors from
Eurostat, OECD and WHO: national wealth, societal factors, population
health, and health system variables. We used linear regression with
panel-corrected standard errors to assess association between hospital
mortality rate, PC availability and other factors.

Results: Our final dataset included 30 EU-EEA countries, missing Greece
(no outcome data) and Liechtenstein (no PC provision). Average hospital
mortality rate ranged from 27% to 67% over the study period, with nota-
ble differences between Eastern, Southern and North(west)ern nations
both cross-sectionally and over time. The regression analysis found PC
provision in line with EAPC recommendations was associated with 3%
lower hospital mortality rate (95% ClI: -5.3% to -0.8%; p=0.01). Low HDI
countries were significantly associated with high hospital death, with
south countries showing the highest hospital death rate. Government
funding of long-term care, and lack of assistance in functional issues
were also significantly associated with reduced hospital mortality.
Conclusion: PC access increased in the study period and was associated
with lower hospital mortality. Significant associations between outcome
and economic, societal, and health system factors were identified in our
analysis.

P 6 Plenary

Abstract number: B-04
Abstract type: Best Oral

Analgesic Prescribing Patterns for People Dying with and without
Dementia in the UK: General Practice Cohort Study

Sampson E.L%, Bazo Alvarez J.-C.%, Sleeman K.2, Petersen 1.3

1University College London, Marie Curie Palliative Care Research
Department, London, United Kingdom, 2Kings College London, Cicely
Saunders Institute of Palliative Care, Policy and Rehabilitation, London,
United Kingdom, 3University College London, Primary Care and
Population Health, London, United Kingdom

Background: People with dementia may not receive appropriate analge-
sia towards end of life.

Aims: To explore how analgesic prescribing changes over the last year of
life for people dying with and without dementia and how palliative care
register (PCR) codes impact on this.
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Method: Retrospective study of the Health Improvement Network (THIN)
database of UK primary care health records (>12 million patients from 711
practices). Participants aged 59-100 at time of death (2008-2017) grouped
by: 1) dementia +PCR n=11,093, 2)no dementia +PCR n=54,742, 3)
dementia-PCR n=39,140, 4)no dementia -PCR n=177,746. Cohort described
by sex, age at death, deprivation, co-morbidity (standard prescribing index)
and time to death from when palliative care need was recorded. We
extracted prescribing data on simple analgesics, weak opioids and strong
opioids. We modeled and graphed the proportion prescribed analgesics
per week fitting multi-level mixed effects Poisson regression, adjusting for
sex, age at death, deprivation and co-morbidity. We repeated this using
independent Poisson regression by type of analgesic.

Results: In the last year of life analgesics were prescribed to

1)  38.0% dementia +PCR,

2)  39.0% no dementia +PCR),
3)  35.2% dementia -PCR,

4)  33.1% no dementia -PCR.

Three months before death strong opioids were received by

1)  47.5% dementia +PCR,

2)  61.2% no dementia +PCR),
3)  32.8% dementia -PCR

4)  39.8% no dementia -PCR.

Graphs of Poisson regression for last year of life by groups showed peo-
ple with dementia remained on simple analgesics with increased opioid
prescribing 1 week prior to death. Group 2 (no dementia +PCR) switched
from simple analgesics/weak opioids to strong opioids for the last 25
weeks. For no dementia -PCR this occurred during the last 12 weeks of
life. We also present trends by calendar year.

Conclusion: Those dying with dementia are prescribed opioids closer to
death than those dying without

Funder: Marie Curie Care Core Grant [MCCC-FCO-16-U]
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Abstract number: B-05
Abstract type: Oral

Cost-effectiveness of Sustained-release Morphine for Refractory
Breathlessness in COPD: A Randomized Clinical Trial

Verberkt C.A.%, van den Beuken-van Everdingen M.H.2, Dirksen C.D.3,
Schols J.M.24, Wouters E.F.>%7, Janssen D.J.>*

IMaastricht University, Health Services Research, Maastricht,
Netherlands, 2Maastricht University Medical Center, Centre of
Expertise for Palliative Care, Maastricht, Netherlands, 3Maastricht
University, Clinical Epidemiology and Medical Technology Assessment,
Maastricht, Netherlands, “Maastricht University, Family Medicine,
Maastricht, Netherlands, 5CIRO, Research & Development, Horn,
Netherlands, ®Maastricht University Medical Center, Respiratory
Medicine, Maastricht, Netherlands, “Ludwig Boltzmann Institute for
Lung Health, Vienna, Austria

Background: Breathlessness is a common symptom in patients with
advanced chronic obstructive pulmonary disease (COPD) and has major
impact on quality of life, daily activities and healthcare utilization. Oral
morphine is used as palliative treatment, but evidence on cost-effective-
ness is lacking.

Aims: To analyze the cost-effectiveness of regular, low-dose morphine
in patients with advanced COPD from a healthcare and societal
perspective.

Methods: We conducted a randomized double-blind intervention study
in patients with advanced COPD and refractory breathlessness. Patients
were randomized to 20-30 mg regular, oral sustained-release morphine
or placebo for four weeks. Patients completed a prospective cost diary
addressing healthcare utilization, productivity, and patient and family
costs. We assessed disease-specific quality of life (COPD Assessment
Test; CAT) and quality-adjusted life years (QALY’s; EQ-5D-5L) in order to
calculate incremental cost-effectivity ratio’s (ICER) - using healthcare
costs and CAT scores - and incremental cost-utility ratio’s (ICUR) - using
societal costs and QALY’s. We performed several sensitivity analyses to
assess robustness of the results.

Results: Data of 106 of 124 participants was analyzed, of which 50 were in
the morphine group (mean [SD] age 65.4 [8.0] years; 58 [55%] male). Both
the ICER and ICUR indicated dominance for morphine treatment. Sensitivity
analyses substantiated these results. From a healthcare perspective, the
probability that morphine is cost-effective at a willingness to pay €8000 for
a minimal clinically important difference of 2 points increase in CAT score is
63%. From a societal perspective, the probability that morphine is cost-
effective at a willingness to pay €20,000 per QALY is 78%.

Conclusion: Regular, low-dose, oral sustained-release morphine for 4
weeks is cost-effective regarding the healthcare and the societal per-
spective. A study of longer follow-up is warranted to estimate long-term
costs and effects.

Abstract number: B-06
Abstract type: Oral

Healthcare Resource Utilisation by Patients with Advanced Cancer Liv-
ing with Pain: An Analysis from the STOP Cancer Pain Trial

McCaffrey N.., Leang Cheah S.2, Luckett T.2, Phillips J.2, Agar M.?,
Davidson P.M.3, Boyle F.%%, Lovell M.®

1Deakin University / Institute for Health Transformation, Deakin
Health Economics, Burwood, Australia, 2University of Technology
Sydney / Faculty of Health, IMPACCT, Sydney, Australia, 3John Hopkins
University, School of Nursing, Baltimore, United States, “University

of Sydney, Faculty of Medicine & Health, Camperdown, Australia,
SMater Hospital, North Sydney, Australia, ®HammondCare / Greenwich
Hospital, Department of Palliative Care, Sydney, Australia

Background: Globally, about 70% of patients with advanced cancer
experience pain. Few studies have investigated healthcare use in this
population and the relationship between pain intensity and costs.
Aims: To identify pain features, treatment patterns and healthcare costs
in people with advanced cancer and pain to inform future health care
delivery.

Methods: Adults with advanced cancer and pain (=2/10 numeric rating
scale (NRS)) were recruited from 6 Australian oncology/palliative care
outpatient services to the STOP Cancer Pain trial (Aug15-Jun19). Study
data were linked to routinely collected information about out of hospital
services and prescriptions for consented participants. Total costs were
estimated for the 3 months prior to pain screening. Clinico-demographic
variables, health services, treatments, NRS pain and healthcare costs
were summarised with descriptive statistics. Relationships with costs
were explored using Spearman correlations, Mann-Whitney U and
Kruskal-Wallis tests, and a gamma log-link generalized linear model.
Results: Overall, 212 consented participants, with an average pain
score of 5.3 (SD 2.3), were included. The top 5 most frequently pre-
scribed drug therapeutic categories were opioids (60.1%), peptic ulcer/
GORD drugs (51.6%), antiepileptics (26.6%), corticosteroids (25.5%)
and other antineoplastics (23.9%). A third of participants received
chemotherapeutic procedures (33.3%). The total average healthcare
cost was $6,742 (median $4,248) and gender was the only variable
associated with healthcare costs (unadjusted men $7,924, women
$5,367, U=3546, p=0.04; adjusted men $7,872, women $4,493, W2
11.49, p<0.01).
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Conclusion: The findings reveal interesting treatment patterns for out-
patients with advanced cancer and pain requiring further exploration
such as the high use of peptic ulcer/GORD drugs, and higher healthcare
costs for men.

The STOP Cancer Pain trial was funded by the Australian National Breast
Cancer Foundation.

Abstract number: B-08
Abstract type: Oral

Longitudinal Symptom Profile of Palliative Care Patients Receiving a
Nurse-led End of Life (PEACH) Program to Support Preference to Die at
Home

Agar M.223, Xuan W.3, Jobburn K.2, Maurya N.2, Lee J.%1, Barclay G.>,
Oloff A.6, Chow J.S.F.278, PEACH research and evaluation group
1University of Technology Sydney, IMPACCT Centre, Ultimo Sydney,
Australia, 2South West Sydney Local Health District, Sydney, Australia,
3Ingham Institute of Applied Medical Research, Sydney, Australia,
4Sydney Local Health District, Sydney, Australia, >lllawarra Shoalhaven
Local Health District, Warrawong, Australia, ®Nepean Blue Mountains
Local Health District, Penrith, Australia, “University of Tasmania,
Tasmania, Australia, 8University of Sydney, Sydney, Australia

Background: Provided symptoms can be adequately controlled many
people at the end of life prefer to be cared for and, often, die at home.
The PEACH model of care is a rapid response nurse-led package of care
mobilised for palliative care patients who have an expressed preference
to die at home. In tailored models of home-based care aimed to support
death at home, it is important that symptom control is also optimal.
Aims: To explore symptom occurrence and level of symptom distress over
time in patients receiving a PEACH package by mode of separation.
Methods: Prospective cohort study of consecutive PEACH package recip-
ients (Dec 2013 - Jan 2017). Eligibility for PEACH required deteriorating/
terminal phase of illness, poor performance status and preference to die
at home. Variables included sociodemographic, clinical characteristics
and symptom distress (Symptom Assessment Score (SAS) at each visit).
Descriptive statistics and forward selection logistic regression analysis
were used to explore influence of symptom distress levels on mode of
separation (died at home, admitted to hospital/palliative care unit or
alive/no longer requiring PEACH) across 4 symptom distress level catego-
ries (0,>0-3,>3-6and > 6-10).

Results: 1,754 clients received PEACH package over study period (mean
age 70 yrs, 55% male). 75.7% (n=1327) had a home death, 13.5% (n=237)
were admitted or Palliative care Unit and 10.8% (n=190) were alive.
Mean symptom distress scores improved from baseline to final scores in
the three groups (P<<0.0001). Frequency of no symptom distress (0) cat-
egory was higher in the home death group. Higher scores for nausea,
fatigue, insomnia and bowel problems were independent predictors of
who was admitted to hospital.

Conclusion: Tailored home-based palliative care services to meet prefer-
ence to die at home, achieve this whilst maintaining symptom control.
Response to increase in particular symptoms may further optimise these
models of care.

Abstract number: L-08
Abstract type: Oral

Identifying the Consequences of Restrictive Visitor Policies on Pallia-
tive Care Providers, their Patients and Caregivers

Wentlandt K.1, Weiss A.%, Hurlburt L.%, Wolofsky K.., Fan E.%, Isenberg
S.2, Zimmermann C.1

1University of Toronto, Toronto, Canada, 2University of Ottawa,
Ottawa, Canada

Background: Restrictive institution visitor policies were implemented to
minimize infection risks during the COVID-19 pandemic. Little data exists

on the relationship between these policies and the provision of palliative
care(PC).

Aim: To describe the experiences and reflections of PC physicians on the
effects of restrictive visitor policies.

Methods: Semi-structured interviews were conducted with physicians
about their experience providing PC in institutions with restrictive visitor
policies. Thematic analysis was used to describe and interpret overarch-
ing themes.

Results: Twelve specialized PC and 11 primary PC were interviewed.
Interim analysis of 16 coded interviews demonstrates 4 main thematic
categories including patient, caregiver, provider, and system effects.
Patient-related items included isolation, dying alone, lack of caregiver
advocacy and forced care decisions to allow for visitor presence.
Caregiver factors included the inability to support or provide care to
patients, poor communication with care teams, poor illness understand-
ing, the need to make distanced care decisions, and challenges in identi-
fying visitors. Provider factors included increased time and effort on
communication, lack of caregiver input on patient status, increased com-
plaints, the need to be a caregiver surrogate, visitor advocate or gate-
keeper. System effects included the increased interest to be provided
care in the community and the lack of interest in palliative care units.
These factors were often exacerbated by several issues including the lack
of clear evidence on their validity, and inconsistent enforcement or
interpretation of policies at the unit, which led to patient and caregiver
anger and distrust, and provider frustration.

Conclusion: Preliminary analysis highlights substantial negative conse-
quences of restrictive visitor policies at the patient, caregiver, provider
and system levels which were exacerbated by their lack of evidence and
inconsistent enforcement.

Abstract number: L-13
Abstract type: Oral

Factors Influencing Acceptance or Refusal of Palliative Care among
Patients with Moderate to Severe Symptoms: A Qualitative Study
Sue-A-Quan R.%2, Swami N.2, Pope A.2, Howell D.>%, Hannon B.2°, Rodin
G.2564, Zimmermann C.%564

1University of Toronto, Institute of Medical Science, Toronto, Canada,
2Princess Margaret Cancer Centre, Department of Supportive Care,
Toronto, Canada, 3Lawrence S. Bloomberg School of Nursing, University
of Toronto, Toronto, Canada, “Princess Margaret Cancer Research
Institute, Toronto, Canada, *University of Toronto, Department of
Medicine, Toronto, Canada, ®University of Toronto, Department of
Psychiatry, Toronto, Canada

Background/Aim: Early palliative care improves quality of life for
patients with advanced cancer but is not feasible or necessary for all
patients. Symptom screening with Targeted Early Palliative care (STEP) is
a novel intervention that targets patients with high symptom burden.
The effectiveness of STEP vs. usual oncology care was explored in a ran-
domized controlled trial. In the STEP arm, patients reporting moderate
to high symptoms received a triggered call by a nurse offering a referral
to a palliative care clinic; the patient could accept or decline. We
explored patients’ reasons for accepting or declining this referral.
Methods: STEP participants who had received a triggered phone call
were recruited for this qualitative descriptive sub-study. Semi-structured
interviews (n=9) were conducted over the phone and ranged from 30-90
minutes; recruitment to this study remains ongoing. Interviews were
transcribed verbatim, and the accuracy of the transcripts was verified.
Five investigators performed thematic analysis; themes were discussed
until consensus was reached.

Results: The concept of readiness was an overarching theme. Reasons
for accepting the referral included: to manage symptomes, to get support
to cope with uncertainties surrounding the future, and to start a thera-
peutic relationship. Reasons for declining the referral included: feeling
adequately supported by caregivers, perceiving their symptoms as nor-
mal, needing time to process information, and fearing the unknown.
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Conclusion: Our study revealed several reasons why symptomatic patients
may accept or decline a palliative care referral. This information is important
to guide the provision of timely palliative care for those who need it most.
Funding: CIHR

FC 02 Advance Care Planning and Cardio-Pulmonary
Resuscitation

Abstract number: D-01
Abstract type: Oral

Do Physicians Discuss Cardio-pulmonary Resuscitation (CPR) Prognosis
with Hospitalized Older Patients? An Analysis of Admission Interviews
Castillo C.%2, RubliTruchard E.3* Bula C.3, Sterie A.34>

1University of Lausanne (UNIL), Doctoral School of the Faculty of Biology
and Medicine, Lausanne, Switzerland, 2Lausanne University Hospital
(CHUV), Lausanne, Switzerland, 3Lausanne University Hospital (CHUV),
Service of Geriatric Medicine and Geriatric Rehabilitation, Lausanne,
Switzerland, “Lausanne University Hospital (CHUV), Chair of Geriatric
Palliative Care, Lausanne, Switzerland, >Lausanne University Hospital
(CHUV), Service of Palliative and Supportive Care, Lausanne, Switzerland

Background: International standards stipulate that a patient’s wishes
regarding Cardio-Pulmonary Resuscitation (CPR) have to be elicited
when hospitalized. To date, there is little research based on natural data
regarding how physicians explain CPR.

Aims: To investigate whether and how physicians and patients discuss
CPR prognosis at hospital admission.

Methods: We audio-recorded hospital admission interviews of 51
patients performed by 17 physicians. We used quantitative content anal-
ysis to determine whether CPR prognosis was discussed, and who initi-
ated this discussion. We used thematic analysis to investigate how CPR
prognosis was discussed.

Results: CPR in general and CPR prognosis specifically were discussed in
43 (84%) and 22 (43%) of the 51 interviews, respectively. Discussion of
CPR prognosis was brought up by physicians in 10 cases and by patients
in 12 cases. The main themes associated to discussion of CPR prognosis
were chances of survival and risk of impairment. Physicians usually high-
lighted the unpredictability of CPR outcomes (“We don’t know what
we’ll be able to achieve”), were elusive as to providing factual details
(“It’s a procedure that involves risks”) and scarcely referred to the
patient’s individual prognosis. While patients don’t refer to chances of
survival, they summon the element of hope in regard to remaining alive
(“when there’s life there’s hope”) which, implicitly, displays their under-
standing of CPR prognosis. Risk of impairment (“becoming a vegetable”)
is often cited by patients who prefer to eschew CPR.

Discussion: Although a general discussion about CPR occurred in most
interviews, its prognosis was specifically discussed in less than half of
them. Yet, explaining CPR is essential for equipping patients to make
autonomous decisions about their future care. Our findings highlight the
need to improve physicians training to better support patients in making
informed decisions.

Funding source: Service of a university hospital
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Abstract type: Oral

Advanced Care Planning in Nursing Home Patients with and without
Cognitive Impairment who Are at the End of Life

Rodriguez-Landero 0.%, Gallardo-Medina R.2, Garcia-Ruiz P.3, Carmona-
Rega 1.4, Montoya-Judrez R.>, Mota-Romero E.®

1Andalusia Health Service, Granada, Spain, 2Edades Gerontological
Centre, Los Villares (Jaén), Spain, 3Caridad y Consolacion Gerontological
Centre, Jaén, Spain, *Andalusia Health Service, Santa Fe Health Care
Centre, Granada, Spain, *University of Granada, Department of
Nursing, Granada, Spain, °Andalusia Health Service, Salvador Caballero
Health Care Centre, Granada, Spain

Background: Advanced care planning is crucial to develop an adequate
end-of-life care in nursing homes. Aims: Describe the advanced care
planning of patients of nursing homes at the end of life, as well as the
differences in decisions reported by patients with or without cognitive
impairment.

Methods: Descriptive cross-sectional study. Palliative patients were iden-
tified with the NECPAL tool from 8 nursing homes in southern Spain in
January 2020. Nurses completed an ad hoc form in which they were asked
to indicate the decisions that were planned or explored with patients or
relatives of patients with cognitive impairment. Cases with dementia and
without cognitive impairment were compared with Student’s t-test.
Results: 124 cases (66.1% of them women) with a mean age 84.69 years
(8.12) were analyzed. 46% of the patients showed cognitive impairment.
In 81.5% of the cases, patients or families indicated that they preferred
to be transferred to the hospital. In 69.4% of cases patients or families
preferred intravenous hydration if it was necessary. In a high percentage
several decisions were not explored; In 75.8% of the cases, the possibil-
ity of palliative sedation was not explored and in 75.8% DNR orders were
not discussed with patients or cognitive impaired patient’s relatives.
Only in 55.6% of all cases a patient’s representative was identified. In
cognitive impairment patients the percentages of cases where DNR
(98.2% vs 86.6%; p = .017) and blood transfusion (84.2% vs 65.7%; p =
.019) was not discussed was higher.

Conclusion / discussion: End-of-life decisions need to be explored and
representatives need to be identified in nursing homes.

Abstract number: M-12
Abstract type: Oral

Advance Care Planning in Primary Care for People with Gastrointesti-
nal Cancers: A Feasibility Trial

Boyd K.%, Canny A.%, Wall L., Christie A.2, Skipworth R.3, Graham L.3,
Bowden J.%, Stephen J.°, Hopkins S.6, Macpherson S.%, Atkins C.%, Weir C.°
1University of Edinburgh, Primary Palliative Care Research Group,
Edinburgh, United Kingdom, 2NHS Lothian, Oncology, Edinburgh,
United Kingdom, 3NHS Lothian, Surgery, Edinburgh, United
Kingdom, *NHS Fife, Victoria Hospital, Kirkcaldy, United Kingdom,
SUniversity of Edinburgh, Clinical Trials Unit, Edinburgh, United
Kingdom, ®NHS Lothian, Edinburgh Cancer Centre, Edinburgh,
United Kingdom

Background: Advance care planning (ACP) can benefit more people with
advanced cancer.

Aim: A feasibility trial of ACP in primary care for oncology patients with
advanced upper gastrointestinal or pancreatic cancer had the primary
outcome: care planning discussion with a general practitioner (GP) and a
documented ACP. Secondary outcomes: trial feasibility, acceptability and
quality of life.

Methods: Mixed method, convergent design at a UK cancer centre.
Intervention patients received a letter to their GP, and ACP information
from their oncologist, copied to the GP. All participants completed postal
questionnaires for quality of life, wellbeing/capability and decision-mak-
ing (EuroQol EQ5D-5L, ICECAP Supportive Care Measure, CollaboRATE)
at baseline, 6, 12, 24, 48 weeks. Purposive sample of patients, carers,
and GPs (n=53) interviewed at 8 and 20 weeks. Quantitative analyses by
Clinical Trials Unit in parallel with qualitative analyses. Findings inte-
grated and informed by Theory of Planned Behaviour.

Results: Feasibility measures for recruitment, participation and reten-
tion achieved. Screening excluded many people unfit for oncology treat-
ment. Of eligible patients, 77% randomised (25 intervention, 21 control).
Overall, there were 29 (63%) deaths during the study. Participants con-
tacted GPs but the intervention had no impact on documented ACPs.
Quality of life and ICECAP measures (except physical functioning) were
high despite demanding cancer treatment and deteriorating health.
Interviews explored motivational factors for patients, caregivers and
GPs. Attitudes about normality, social norms of fighting cancer/main-
taining hope, and perceived behavioural control hindered ACP.
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Conclusions: This mixed method study integrated quantitative and quali-
tative data, and used behavioural theory to explore complex barriers to
ACP. It can inform ACP implementation in primary care where specialist
interventions to support adjustment and coping are not available.
Funder:

Macmillan

Abstract number: N-01
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When to Initiate Advance Care Planning Conversations in Patients with
Advanced Cancer? Results of the ACTION Trial

Rietjens J.1, van der Heide A.%, Deliens L.2, Preston N.3, Lunder U.%,
Seymour J.°, Ingravallo F.5, Thit Johnsen A.7, van Delden J.8, Korfage 1.2
1Erasmus MC, Rotterdam, Netherlands, 2End-of-Life Care Research
Group, Vrije Universiteit Brussel and Ghent University, Brussels,
Belgium, 3Lancaster University, Lancaster, United Kingdom, *University
Clinic of Respiratory and Allergic Diseases Golnik, Golnik, Slovenia,
SUniversity of Sheffield, Sheffield, United Kingdom, éUniversity of
Bologna, Bologna, Italy, 7University of Copenhagen, Copenhagen,
Denmark, 8UMC Utrecht, Utrecht, Netherlands

Background: Timing of advance care planning (ACP) in patients with
advanced cancer is challenging. If the process is initiated too early,
patients may not be ready. Yet, delaying ACP may leave insufficient time
for patients and families to prepare.

Aims: To evaluate the experience of timing of ACP conversations among
patients with advanced cancer, and its potential impact.

Methods: We used data from the ACTION cluster-RCT across six coun-
tries (Belgium, Denmark, Italy, Netherlands, Slovenia, and United
Kingdom) including patients with advanced lung or colorectal cancer
with a life expectancy of approx. one year. The ACTION Respecting
Choices ACP intervention included scripted ACP conversations between
patients, family members, and certified facilitators. Participants’ experi-
ence of the timing of ACP was measured at 12 and 20 weeks by: “How
did you feel about the timing of your ACP conversations during the study
in relation to where you find yourself in your life at the moment?”
Answering options were too early, just about right, and too late.
Results: Of 442 intervention patients, 396 (90%) engaged in ACP of
whom 301 (68%) answered the question about timing. Of these, 16%
considered the timing to be too early, 75% just right, and 8% too late.
Experiences of timing were associated with gender (women more
often found it too early, p=0.02) and country (more often too early in
Denmark and too late in Slovenia, p=0.02). Timing was more often con-
sidered too late with worse performance status (p=0.009). When tim-
ing was considered right, conversations were perceived as more
helpful (p<<0.001) and less stressful (p=0.01). When timing was consid-
ered as too early, advance directives were less often included in medi-
cal files.

Conclusion: Adequate timing of the initiation of ACP conversations
improved acceptance and efficacy of ACP. Evaluation of timing was not
only associated with clinical characteristics such as performance status,
but also with personal and cultural factors.

FC 03 Innovation and New Technologies
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Measurement Equivalence of the Paper-based and Electronic Version
of the Integrated Palliative Care Outcome Scale: A Randomised Crosso-
ver Trial

Bolzani A.%, Kupf S.%, Hodiamont F.1, Burner-Fritsch 1.2, Bausewein C.%,
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Background: The paper-based Integrated Palliative Care Outcome Scale
(IPOS) validly and reliably measures the complex symptoms and con-
cerns of those receiving palliative care.

Aim: To determine the equivalence of the conventional paper version
with an electronic (tablet/PC/smartphone-based) version of the IPOS.
Methods: Multicentre randomized crossover trial with a within-subject
comparison of the two modes. Washout between the two administra-
tions was 30 min. A convenience sample of inpatient and specialist pal-
liative home care patients aged over 18 years with cancer and non-cancer
conditions was recruited. Scores were compared using intraclass correla-
tion coefficients (ICCs), Bland-Altman plots, and via a mixed-effects anal-
ysis of variance.

Results: A total of 50 patients were randomized to order paper-elec-
tronic (n = 24) and electronic-paper(n = 26) with median age 69 years
(range 24 — 95), 56% male, 16% non-cancer. The ICCs showed very high
concordance for the total score (ICC 0.99, 95% Cl 0.98 — 1.00), with the
lowest ICCs being observed for symptoms Appetite loss and Drowsiness
(ICC 0.95, 95% Cl1 0.92 — 0.97). Nine of 17 items had ICCs above 0.98, as
did all subscales. No statistically significant mode, order, age, and inter-
action effects were observed for the IPOS total score and its subscales,
except for the Communication subscale (F,4=5.9, p = .019). Patients
took a mean of 5.82 min to complete the paper and 5.81 min to com-
plete the electronic version, with patients older than 75 years needing
more time for both modes. 58% preferred the electronic version. In the
group 75+ years, 53% preferred the paper version. Only 3 entries in the
free-text main problems differed between the versions.

Conclusion: The very high equivalence in scores and volunteered symp-
toms/concerns between the paper and the electronic version of the
IPOS demonstrates that electronic capturing of outcomes is feasible and
reliable in an older palliative population.

Abstract number: A-04
Abstract type: Oral

Developing a Digital Game to Improve Public Perception of Dementia
Carter G.1, Brown Wilson C.1, Mitchell G.

1Queen’s University Belfast, School of Nursing & Midwifery, Belfast,
United Kingdom

Background: There is a pressing need to ensure that generations under-
stand what dementia is and how to support people in the community
living with dementia. Whilst this is slowly being addressed more is
needed to enable people with dementia to receive the respect and sup-
port they need to continue to live active and healthy lives. Digital gaming
is becoming a common way to educate and train healthcare profession-
als and the public about different healthcare topics. Therefore, the aim
of this study is to develop an initial version of a digital game that will
improve public perception about dementia.

Aims: To develop an initial version of a digital game that will improve
public perception about dementia.

Methods: Focus groups were conducted with people living with demen-
tia to share emotionally significant experiences of life in their commu-
nity. Key themes from these stories were used as prompts in a co-design
workshop with university students and people with dementia in devel-
oping the priorities and objectives of the game. Further co-design work-
shops were held to develop the game content and design. An initial
version of the game was then tested with local university students who
completed a questionnaire before and after using the game to see if
their awareness of dementia had changed.
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Results: Four focus groups were held with 20 people living with dementia.
Three key themes from these meetings consisting of 30 key points were
used in the game co-design workshops. The initial version of the game was
played by 1000 students, of these nearly 500 completed both question-
naires. Significant improvement in dementia awareness has been found.
Conclusion / discussion: The initial version of the game has proved a
success not only with the co-design process used but, it has also given
players an improved awareness of dementia. The game now needs to be
developed into a final version and tested with a wider range of people in
the community.

Abstract number: A-06
Abstract type: Oral

Development and Evaluation of a Web-based Program for Advance
Care Planning

van der Smissen D.%, Rietjens J.A.%, Drenthen T.2, Jansen P.W.2, van der
Heide A.%, Korfage I.J.1

1Erasmus MC, University Medical Center Rotterdam, Department of
Public Health, Rotterdam, Netherlands, 2Dutch College of General
Practitioners, Utrecht, Netherlands

Background: Web-based programs may improve access to advance care
planning (ACP), but they are not widely available and only a limited num-
ber of programs is evidence-based.

Aims: To develop the first web-based ACP program in the Netherlands,
and to evaluate users’ experiences and engagement in ACP before vs.
after using the program.

Methods (design, data collection, analysis): We developed an interactive
web-based ACP program, called “Explore your preferences for treatment
and care”, to guide users through the ACP process and to support them in
shared decision making. The content was based on a scoping review, an
interview study and input of patients and healthcare professionals. In a
pilot study, six patients with a chronic disease and three doctors com-
pleted and evaluated the program. In a subsequent evaluation study
among 147 patients with a chronic disease, we assessed their engagement
in ACP using the validated ACP Engagement Survey before and two months
after program completion (score 1-5); the program’s usability (score
0-100); and user satisfaction (score 1-5). Subsequently, the program was
launched, embedded in the nationwide frequently used platform
Thuisarts.nl (‘homedoctor.nl’), which is hosted by general practitioners.
Results: The pilot study showed that the program was understandable
and usable. In the evaluation study, overall ACP engagement increased
from 2.8 before to 3.0 two months after program completion (p<<0.001).
Contemplation about ACP increased from 2.6 to 2.8 and Readiness for
ACP from 2.2 to 2.5 (p<<0.01). The program was perceived as usable
(mean score 70, SD=13), and users were satisfied with its attractiveness
(3.8, SD=0.7) and comprehensibility (4.2, SD=0.6). Following its launch in
April 2020, the program has been frequently used (>30.000 visits by
December 2020).

Conclusion / discussion: The Dutch interactive web-based program
“Explore your preferences for treatment and care” is usable and under-
standable. Our results suggest it can support people in thinking about
ACP and in taking the first ACP steps.

Link to the program: https://www.thuisarts.nl/keuzehulp/verken-uw-
wensen-voor-zorg-en-behandeling.

Abstract number: A-07
Abstract type: Oral

‘Educating RITTA’: Evaluation of an Artificial Intelligence Programme in
Opioid Prescribing - A Pilot Project and Needs Assessment

Taubert M.1, Webb P.?

1Cardiff University School of Medicine, Velindre University NHS Trust
Palliative Medicine Department, Cardiff, United Kingdom, 2Cwm Taf
Morgannwg University Health Board, Mountain Ash, United Kingdom

Background/aims: Through a person centred, design thinking process,
our cancer hospital palliative care team in conjunction with IBM Watson
developed an Artificial Intelligence (Al) enabled virtual assistant, trained
in giving basic advice on opioids. This dialogue agent is currently trained
to answer a limited number of patient generated queries to demon-
strate capability. Our patient/carer group suggested a hospital virtual
chatbot, that could answer queries at any time of day or night.
Methods: Patients, carers and healthcare professionals were tasked with
creating common queries and answers around opioid prescribing.
Questions and answers were programmed into the IBM Watson machine
learning appliance ‘RITTA’ (Realtime Information Technology Towards
Activation) with help from IBM IT engineers.

Results: Phase 1 testing results: 10 patients in a palliative care outpa-
tient clinic who had recently been prescribed opioids, were invited to
write down questions on the topic of these medications in palliative
care. These queries were put to RITTA after the first programming phase.
50% of questions were answered well, with further programming needs
identified due to language specifics, human misspellings, dialects, jargon
and variations. Programming weaknesses were also identified.
Conclusions: A key theme in the development of Al is the time, care and
resources required to develop Machine Learning (ML) layers. Technical
work included expanding patient generated queries and machine learn-
ing in areas like palliative opioid prescribing, where a lot of repetition
occurs and human medication errors or omissions can happen repeat-
edly and cause harm. Machine learning in palliative care has potential,
but will require significant time commitment to enter thousands of
question/answer variations, even for small topic areas. We identified a
need for local language, slang/dialect programmes, as well as check sys-
tems on how up to date clinical guidance remains.

Abstract number: A-09
Abstract type: Oral

Implementation of eHealth Interventions to Support Assessment and
Decision Making for Residents with Dementia in Care Homes: A Sys-
tematic Review

Gillam J.1, Davies N.23, Aworinde J.%, Yorganci E.%, Anderson J.%, Evans C.2>
1Kings College London, Cicely Saunders Institute, London, United
Kingdom, 2University College London, Research Department of Primary
Care and Population Health, London, United Kingdom, 3University
College London, Marie Curie Palliative Care Research Department,
London, United Kingdom, “Kings College London, Florence Nightingale
Faculty of Nursing, Midwifery & Palliative Care, London, United
Kingdom, >Brighton General Hospital, Brighton, United Kingdom

Background: As dementia progresses, increasing symptoms cause con-
siderable distress. Integration of care between care homes and health-
care services is vital to meet rising care needs. eHealth can facilitate this,
by enabling remote specialist input on care processes such as compre-
hensive assessment and decision making. How best to implement
eHealth in the care home setting is unclear. This review aimed to identify
key factors that influence implementation of eHealth for people living
with dementia in care homes.

Methods: A systematic search of EMBASE, Psychinfo, MEDLINE and
CINHAL was conducted to identify studies published between 2000-
2020. Eligible studies focused on eHealth interventions to improve
assessment or decision making around care and treatment for residents
with dementia in care homes. A narrative synthesis using thematic anal-
ysis methods was conducted. The data was deductively mapped onto
the six constructs of the adapted Consolidated Framework for
Implementation Research (CFIR).

Results: 29 studies were included, focusing on a variety of eHealth inter-
ventions including remote video-consultations and clinical decision sup-
port tools. Key factors which influenced eHealth implementation most
commonly concerned the Inner Setting construct of the CFIR, relating to
requirements for implementation in the care home. Three novel sub-
constructs were identified to capture data pertaining to Patient Needs:
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Clinical Benefit, Resident Experience, Patient Centred-Care; and one
around end-user engagement: Other Stakeholders.

Conclusions: Implementing eHealth in care homes for people with
dementia involves interaction between the resident, staff and organisa-
tion. Applicability of the CFIR for care homes requires an emphasis on
the needs of residents and inclusion of engagement of end-users in the
implementation process. A novel conceptual model of the key factors
has been developed, and translated into practical recommendations to
guide implementation in care homes.

FC 04 Symptoms and Sedation

Abstract number: B-07
Abstract type: Oral

Clinical Aspects of Palliative Sedation: A Systematic Review of Prospec-
tive Studies
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Universidad de Navarra, Pamplona, Spain

Background: Palliative sedation is a medical intervention aimed at
relieving refractory suffering at the end of life. Its practice varies across
countries and settings, and the developed clinical guidelines to guide it
are based on expert opinion or retrospective chart reviews. Therefore,
evidence for the clinical aspects of palliative sedation is needed.

Aim: To explore clinical aspects of palliative sedation in recent prospec-
tive studies.

Methods: A systematic review following Preferred Reporting Items for
Systematic Reviews and Meta-Analyses guidelines was conducted and
registered at PROSPERO. The search strategy combined the concepts
of sedation, palliative care and prospective. PubMed, CINAHL,
Cochrane, MEDLINE, and EMBASE databases were searched (January
2014-December 2019).

Results: Ten prospective articles were included. Involved patients were
mostly oncologic. Most frequent refractory symptoms were delirium
(41%-83%), pain (25%-65%), and dyspnea (16%-59%). Psychological and
existential distress were mentioned (16%-59%) mostly in combination
with another refractory symptom. Only a few articles specified the tools
used to assess symptoms and consider them as refractory. Level of seda-
tion assessment tools used were the Richmond Agitation Sedation Scale,
Ramsay Sedation Scale, Glasgow Coma Scale, and Bispectral Index moni-
toring. The studies show palliative sedation practice as well as the
underlying need for proportionality in relation to symptom relief.
Midazolam was the main sedative used. Patients’ level of comfort was
measured in only one study, reporting an increase on it.

Conclusion/ discussion: Assessment of refractory symptoms should
include physical evaluation with standardized tools applied and inter-
views for psychological and existential evaluation by expert clinicians
working in teams. Future research needs to evaluate the effectiveness of
palliative sedation for refractory symptom relief considering patients
comfort.

Abstract number: B-10
Abstract type: Oral

Prophylatic Drugs for Irradiation-induced Neurocognitive Decline: A
Systematic Review on Efficacy and Outcomes

Tavares F.%?

1Centro Hospitalar Lisboa Norte, Unidade de Medicina Paliativa, Lisboa,
Portugal, 2Faculdade de Medicina - Universidade de Lisboa, Centro de
Medicina Paliativa, Lisboa, Portugal

Cognitive dysfunction is a concerning adverse effect on patients’ func-
tioning and quality of life, particularly following whole brain radiother-
apy (WBRT) for metastatic brain tumours (MBT). To mitigate the risk of
neurocognitive decline (NC), a few pharmacological strategies have been
explored.

Objective: Review evidence for preventive pharmacological interven-
tions limiting the irradiation- induced NC in adults.

Design: Systematic review of randomised controlled trials (RCTs), con-
trolled clinical trials, cohort studies, and case-control studies of any
pharmacological treatment used to prevent irradiation-induced NC in
MBT, published in English, using MEDLINE / Web Science (2001-2021)
databases. Additional studies were identified scanning references.
Search used keywords: “drug” “prevention” “radiation therapy” ‘“‘cog-
nitive dysfunction” and “memory impairment”. Data extracted were
summarized using predefined data fields, including study quality
indicators.

Results: Four studies fulfilled criteria (2 phase Il RCTs - a placebo con-
trolled and a hippocampal avoidance (HA) WBRT protocol controlled).
All studies evaluated memantine (MM) (911 patients), a glutamatergic
NMDAR antagonist. Despite low rates of use of MM in practice (2.2%)
there is evidence that it promotes neurocognitive preservation among
patients managed with WBRT. Although significant loss to follow
impacted the power of the placebo-controlled RCT, at 24 weeks, delayed
recall was borderline-significant and time to any cognitive failure was
lower in the MM arm (HR 0.78, 95% Cl 0.62—0.99, p = 0.01). HA-WBRT
(vs WBRT) plus MM better preserves cognitive function and patient-
reported symptoms at 6-months. In addition, MM was well tolerated
with no additional toxicities compared with placebo.

Conclusions: MM is a safe, modestly effective, and relatively inexpen-
sive drug that can prevent radiation- induced NC in MBT. Robust pro-
spective studies to establish its benefit in more diverse indications are
needed.

"o ”

Abstract number: B-14
Abstract type: Oral

Understanding Palliative Care Needs of People with Frontotemporal
Lobar Degeneration (FTLD); Systematic Review

Sisk A.-R.%, Bruun A.%, Mitchinson L.X, Warren J.2, Kupeli N.1, Sampson
E.LY

1UCL, Marie Curie Palliative Care Research Department, London, United
Kingdom, 2UCL, Dementia Research Centre, London, United Kingdom

Background: People with Young Onset Dementia (YoD) such as fronto-
temporal dementia (FTD) experience a range of symptoms which affect
cognition and physical wellbeing. There is inequality of access to pallia-
tive care and little is known about palliative care needs.

Aim: 1) to identify prevalence of symptoms in people with FTD which
may contribute to ‘total pain’ and benefit from a palliative approach 2)
to identify how these symptoms may impact on Quality of Life (QoL).
Method: Systematic literature review registered at PROSPERO (February
2020). We searched for ‘total pain’ symptoms (physical, psychological,
social, spiritual) and QoL using MeSH terms, keywords combining these
with “AND” and a search for FTD (MEDLINE, EMBASE, PsycINFO, CINAHL,
LILACS, PubMed). Abstracts were appraised independently by three
researchers. Included articles were in English, peer-reviewed, empirical
and published 2000-2020. We used Hawkers Quality Assessment tool.
Symptom data were extracted and grouped using the framework of
‘total pain’ and dementia stage. Where possible we calculated pooled
prevalence for individual symptoms.

Results: We identified 3,436 papers and included 45 papers for data
extraction (observational=43). Most studies were conducted in America
(n=10) and Australia (n=8), and sample size varied (n=3-894). Studies
were mainly high (n=26) and moderate (n=17) quality. Psychological
(36.25%) and physical (39%) symptoms were most commonly explored
with fewer social (24.5%) and spiritual symptoms (0.25%).
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Conclusion: No studies measured “total pain” symptoms towards end of
life in FTD. Research on FTD has mainly focussed on cognitive and behav-
joural symptoms with little information on other ‘total pain’ domains.
Future research should explore the palliative care needs of people with
FTD to provide appropriate and effective care. Funding: ESRC/NIHR
EMBED-Care (Empowering Better End of Life Dementia Care) programme
grant (ES/S010327/1) and Division of Psychiatry, UCL.

Abstract number: F-02
Abstract type: Oral

Continuous Deep Sedation until Death (CDS) in France: What Is at Stake
for Patients, Proxies and Physicians in the Context of the 2016 Law?
Bretonniere S., Pierre S.1, Fournier V.1

IFrench National Center for Palliative Care and End of Life, Paris, France

Background: The French parliament passed a groundbreaking law in
2016 giving patients the right to a continuous deep sedation until death
(CDS) under certain conditions. Testimonies pointing to difficulties rap-
idly emerged.

Aims: We launched a qualitative study in 2017 to examine specific situa-
tions where barriers to CDS were identified either by a patient’s proxy or
her physician.

Methods: Semi-structured interviewed were conducted by a physician
and a social scientist with proxies and healthprofessionals in charge of
the patient. 40 interviews were led to investigate 22 cases. Qualitative
inductive content analysis was used to analyze the data.

Results: We identified 5 misunderstandings between proxies and medi-
cal teams.

1.  Patients and proxies ground their request for CDS in both physi-
cal and existential suffering; physicians consider only physical
suffering.

2. Temporality is problematic: first, patients asking for CDS
matured their decision. Physicians start maturing their decision
as the patient voices her request. Second, once CDS is started,
patients and proxies expect death to occur rapidly. Physicians
know the dying process will likely last several days.

3.  For patients and proxies, a medical promise of CDS is key. But
the physician who promises access to CDS may be a different
one when the patient is terminal and does not feel obligated by
this promise.

4.  Patients and proxies believe the law on CDS will ensure a good
death. Doctors perceive CDS to be problematic: it requires
increasing drug dosages whilst ensuring death is not hastened.

5. Thelaw gives the patient a right to access CDS, albeit with con-
ditions; physicians are reluctant to comply to patient demands.

Conclusion: This study shows that the law generates a tension between
patient’s rights and medical responsability as it unsettles the patient-
physician relationship and questions the role of proxies in end of life
situations.

Abstract number: Q-02
Abstract type: Oral

Guidelines to Reduce, Handle and Report Missing Data in Palliative
Care Trials Co-produced Using a Multi-stakeholder Nominal Group
Technique

Hussain J.1, White 1.2, Johnson M., Byrne A.3, Preston N.4, Haines A.>,
Seddon K.6, Peters T.”

IHull York Medical School, Wolfson Palliative Care Research Centre,
Hull, United Kingdom, 2University College London, London, United
Kingdom, 3Wales Cancer Research Centre, Wales, United Kingdom,
4Lancaster University, Lancaster, United Kingdom, >London School of

Hygiene and Tropical Medicine, London, United Kingdom, ®Marie Curie,
London, United Kingdom, 7University of Bristol, Bristol, United Kingdom

Background: Missing data can introduce bias and reduce the power, pre-
cision and generalisability of palliative care study findings. Guidelines on
how to address missing data are limited in scope and detail and poorly
implemented.

Aim: To develop guidelines on how best to (i) reduce, (ii) handle and (iii)
report missing data in palliative care clinical trials.

Methods:

Design - modified nominal group technique.

Data collection - patient and public research partners, palliative care cli-
nicians, trialists, methodologists and statisticians attended a workshop
and helped to develop missing data guidelines through five steps: (i)
summary of the evidence, (ii) silent generation of ideas, (iii) contributing
and developing ideas by structured groups, (iv) voting, (v) writing the
guidelines.

Analysis - frequency of votes were counted. Notes were transcribed and
coded based on the principles of thematic analysis.

Results: The top five of 28 main recommendations were: (i) train all
research staff on missing data, (ii) prepare for missing data at the trial
design stage, (iii) address how missing data will be handled in the statisti-
cal analysis plan, (iv) collect the reasons for missing data to inform strat-
egies to reduce and handle missing data and (v) report descriptive
statistics comparing the baseline characteristics of those with missing
and observed data to enable an assessment of the risk of bias. Preparing
for and understanding the reasons for missing data were greater priori-
ties for stakeholders than how to deal with missing data once they had
occurred.

Conclusion: The first co-produced comprehensive guidelines on how to
address missing data recommend that internationally trialists designing
and conducting studies in palliative care should prioritise preparing for
and understanding the reasons for missing data, so missing data are pre-
vented in the first place. Guideline implementation will require the
endorsement of research funders and research journals.

FC 05 Palliative Care and COVID - Session 1

Abstract number: R-02
Abstract type: Oral

Initiating Advance Care Planning Discussions during Covid-19: A Mixed
Methods Study of Healthcare Professionals’ Experiences

Turner M., Taylor V.2, Singh M.3, Taylor B.3, Pears M.3

1University of Huddersfield, Department of Nursing and Midwifery,
Huddersfield, United Kingdom, 2Northumbria University, Newcastle,
United Kingdom, 3University of Huddersfield, Huddersfield, United
Kingdom

Background: Advance care planning (ACP) is a process of discussion to
help people make and record choices about their future care and treat-
ment. COVID-19 has increased the need for ACP, as life and death deci-
sions are made with and for vulnerable people who are likely to die from
the virus. There is sparse evidence about how ACP is being managed in
nursing homes (NHs) and hospices during the pandemic.

Aims: The study aimed to explore the views and experiences of frontline
healthcare staff in NHs and hospices in England, to identify challenges,
training and support needs in relation to ACP.

Methods: We used a sequential mixed methods design in two phases. In
Phase 1, in-depth telephone interviews were conducted with staff from
hospices and NHs. Interview data were transcribed, analysed thematically
using NVivo, and used to inform an online survey, which was distributed to
NHs in all nine regions of England and 147 adult independent hospices in
Phase 2. Numerical survey data were analysed using descriptive statistics,
and free text data were analysed thematically.
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Results: In Phase 1, 10 interviews took place with hospice (n=6) and NH
(n=4) staff.

In Phase 2, 98 surveys were completed, the majority (69.4%) by hospice
staff.

Findings from both phases of the study showed differences between
hospices and NHs in terms of infrastructure (culture, organisational pro-
cesses, communication and sharing of information across the health and
social care system); autonomy and agency of staff; educational prepara-
tion; the ACP process (initiating, documenting, sharing ACPs); and access
to and use of technology. In all these areas, hospice staff reported better
training, resources and support than NH staff, and higher levels of confi-
dence in facilitating ACP discussions.

Conclusion: Despite local initiatives to provide training around ACP at
the start of the pandemic, there remains a need to develop national
training and documentation to support ACP in all organisations.

Abstract number: R-03
Abstract type: Oral

Barriers and Facilitators to Specialized Palliative Care Integration for
Patients with COVID-19

Wentlandt K.%, Wolofsky K., Weiss A.%, Hurlburt L.%, Fan E.%, Isenberg
S.2, Zimmermann C.1

1University of Toronto, Toronto, Canada, 2University of Ottawa,
Ottawa, Canada

Background: Specialized palliative care (SPC) teams are well placed to
support patients with advanced COVID-19 in Canada, but evidence indi-
cates integration so far has been variable.

Aim: To understand barriers and facilitators of SPC integration in the
management of patients with COVID-19.

Methods: Semi-structured interviews were conducted with physicians
across Canada about their experiences providing care to patients with
COVID-19. Thematic analysis was used to describe and interpret over-
arching themes.

Results: Twenty-three physicians (12 SPC, 5 intensivists, 6 general intern-
ists) were interviewed. Interim analysis of 16 coded interviews demon-
strated that facilitators/barriers to providing COVID-19 care fell into 5
main categories: patient-related, provider-related, Disease-specific, SPC
service, and leadership factors. Patient-related items included age,
comorbidities, goals, speed of decline and clustering of patients. Non-
SPC provider-related factors included experience providing palliative
care and working with the SPC team, time, and motivation. Uncertainty
around COVID-19 progression, management and infection control prac-
tices were identified disease-specific barriers. SPC service factors
included stigma related to palliative care, the accessibility, availability,
and readiness of SPC services to meet the perceived needs of patients
with COVID-19. Leadership facilitators included institutional mandated
or supported integration, and SPC? presence at COVID-19 planning
tables. Ways to improve integration included educational initiatives,
relationship building, formal integrated structures and presence at insti-
tutional COVID-19 planning tables.

Conclusion: Preliminary analysis highlights the need for high-level sup-
port for formal SPC integrated structures, a SPC role in pandemic plan-
ning, and the need for ongoing educational and relationship building
initiatives to overcome barriers of SPC integration in COVID-19 care.

Abstract number: R-06
Abstract type: Oral

Care for Dying Patients under the Covid-19 Pandemic in Norway: A Sur-
vey of Bereaved Relatives

Haugen D.F.%2, Romarheim E.%, Solvdg K.%, Sigurdardottir K.R.%3
1Haukeland University Hospital, Regional Centre of Excellence

for Palliative Care, Western Norway, Bergen, Norway, 2University

of Bergen, Department of Clinical Medicine K1, Bergen, Norway,
3Haukeland University Hospital, Specialist Palliative Care Team, Dept. of
Anaesthesia and Surgical Services, Bergen, Norway

Background: Even though Norway has had few deaths from Covid-19,
infection control measures have affected most areas of life.

Aims: To investigate how care for the dying was experienced during the
first wave of the pandemic.

Methods: Online survey of bereaved relatives using questionnaire based
on Care of the Dying Evaluation (CODE) with option for free text com-
ments, accessible July-Oct 2020. Open invitation via websites and news-
papers. Analysis by SPSS and thematic analysis.

Results: 102 participants completed the questionnaire, median age
group 50-59, 83% women, 61% had lost a parent. The deceased were
46% female, 76% >70 years, 48% had cancer, 24% dementia, 5% Covid-
19; 83% died March-June. Place of death: 16% home, 34% hospital, 41%
nursing home, 8% palliative care units. 71% had restrictions on visiting.
While 86% of the relatives perceived medical and nursing care for the
patients as good, 35% perceived themselves not adequately supported
in the patient’s final days. Free text comments included the following
themes: reduced access to staff, reduced quality of care, missing or con-
flicting information, limitations caused by personal protection equip-
ment, restrictions on visiting, lack of contact from staff during
bereavement, but also acknowledgement of staff doing their best under
extreme circumstances. “Restrictions on visiting” could be divided into:
consequences for the patients, conflicts with staff, limited possibilities
for online contact, relatives’ solitude, deprived possibilities for caregiv-
ing and follow-up, visiting only on the last two days implying lost possi-
bilities for addressing personal matters and saying good-bye.
Conclusion: Patients as well as relatives were deeply affected by the
infection control measures and restrictions on visiting. The most striking
finding was that visiting in the last two days could not make up for the
lack of visits in the weeks before. Also, follow-up of bereaved relatives is
important and often neglected.

Abstract number: R-08
Abstract type: Oral

Experiences, Challenges and Potential Solutions of Generalist Palliative
Care in Inpatient Setting during the SARS-CoV2 Pandemic

Reuters M. C.2, Schallenburger M.%, Schwartz J.%, Fischer M.2, van
Oorschot B.2, Roch C.2, Werner L.2, Ziegaus A.%, Neukirchen M.%3
1University Hospital, Heinrich Heine University Duesseldorf,
Interdisciplinary Centre for Palliative Medicine, Duesseldorf, Germany,
2University Hospital Wuerzburg, Interdisciplinary Centre for Palliative
Medicine, Wuerzburg, Germany, 3University Hospital, Heinrich Heine
University Duesseldorf, Department of Anesthesiology, Duesseldorf,
Germany

Background: During the SARS-CoV-2 pandemic all health care systems
faced enormous challenges. Due to increased severity of illness, pallia-
tive care patients continued to require comprehensive care. In order to
provide general palliative care during a pandemic, experiences of staff
should be utilized.

Aim: Description and analysis of experiences, challenges and potential
solutions of multiprofessional hospital staff in general palliative care
with regard to care of severely ill and dying patients (with/without SARS-
CoV-2) and their relatives.

Method: After ethical approval qualitative semi-structured online focus
groups were conducted. Individual interviews were also used when nec-
essary. The results were recorded, transcribed, and analysed with the
qualitative content analysis by Kuckartz.

Results: Five focus groups having four to eight participants and one addi-
tional individual interview were conducted. The participants either work
in intensive care, isolation wards or with patients being exceedingly bur-
dened (e.g. dementia).

Fifteen main categories with two to eight subcategories were formed.
Patients, relatives and staff as well as visitation regulations and farewell
were elaborated as most important main categories. Subcategories are
for example insecurity, strain and reprocessing or with regards to visita-
tion: restraints, guidelines or exceptions. The biggest challenge
addressed by all interviewees were visitations as the restrictions caused
a lot of suffering for everyone involved.
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Discussion: Current general precautions and general palliative care are
insufficiently meeting the needs of severely ill and dying patients. Their
needs are still existing throughout the pandemic and should be
addressed accordingly. Interprofessional and -disciplinary cooperation is
a precondition for individualised care of seriously ill patients and their
relatives. Measures preventing infections (e.g. concepts) should be
transparently communicated in hospitals.

Funding: BMBF

Abstract number: R-09
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Changes in Patterns of Mortality and Place of Death during the COVID-
19 Pandemic: A Retrospective Analysis of Data from the Four Nations
of the UK

O’Donnell 5.1, Bone A.2, Finucane A.3, Higginson 1.2, Barclay S.%, Sleeman
K.2, Murtagh F.1

IHull York Medical School, University of Hull, Wolfson Palliative Care
Research Centre, Hull, United Kingdom, 2King’s College London, Cicely
Saunders Institute of Palliative Care, Policy & Rehabilitation, London,
United Kingdom, 3Marie Curie Hospice Edinburgh, Edinburgh, United
Kingdom, #University of Cambridge, Department of Public Health and
Primary Care, Cambridge, United Kingdom

Background: The COVID-19 pandemic has led to excess mortality glob-
ally. Understanding change in place of death during the pandemic is
needed to help guide resource allocation and support for end-of-life
care.

Aims: To analyse the patterns of mortality and place of death in UK
(England, Wales, Scotland and Northern Ireland) during the COVID-19
pandemic.

Methods: Descriptive analysis of UK mortality data between March 2020
and February 2021. The weekly number of deaths in each nation was
described by place of death using the following definitions: (1) Average
deaths estimated using five years of historical data (2015-19); (2)
Baseline deaths up to and including expected deaths but excluding
COVID-19 deaths; (3) Deaths where COVID-19 is mentioned on the death
certificate; (3) Additional deaths not attributed to COVID-19.

Results: During the analysis period, there were 743,172 deaths in the
UK, of which 135,716 were COVID-19 related and 17,672 were additional
non-COVID deaths. There was variation in mortality between the UK
nations with Wales having the highest rate of COVID-19 deaths at 229
per 100,000 population and Northern Ireland the lowest at 141 per
100,000 population. Deaths in care homes increased above baseline lev-
els during the first and second waves of the pandemic but fell below
baseline between waves, increasing the most in Wales by 29%. Hospital
deaths increased overall by as much as 13% in England but fell by 1% in
Scotland. Deaths at home remained above average throughout the
study period with an overall increase of between 40-41%. In England and
Wales, 15-30% fewer people died in hospices compared to baseline.
Discussion: The COVID-19 pandemic has changed where people die in
the UK. Notably a sustained increase in deaths at home has been seen,
with implications for planning and organisation of palliative care and
community services. Examination of place of death in other countries
with high COVID-19 mortality is recommended.

FC 06 Compassionate Communities and Civic
Responsibilities

Abstract number: E-02
Abstract type: Oral

Implementing a Compassionate Communities Framework to Raise
Public Awareness of Palliative Care in Alberta, Canada

Shantz M.-A.2, Omoniyi A.%, Doiron M.%, Brenneis C.., LaBrie M.2,
Fassbender K.3

1Covenant Health Palliative Institute, Edmonton, Canada, 2Alberta
Health Services, Palliative and Hospice Care Service, Calgary, Canada,
3University of Alberta, Division of Palliative Care Medicine, Department
of Oncology, Edmonton, Canada

Background: Despite a rapidly aging population, Canadians remain
under-informed and unprepared when it comes to palliative and end-of-
life care. A recent Ipsos poll showed that 42 per cent of Canadians lack
basic understanding of palliative care. This same survey also showed
that 91 per cent of Canadians support the development of information
materials to improve knowledge of palliative care, with 85 per cent sup-
porting a full-fledged public awareness campaign.

Aim: To employ a Compassionate Communities approach to increase
public awareness and understanding of palliative care within the
Canadian province of Alberta (population 4.4 million).

Method: The initial phase of this project consisted of stakeholder
engagement, namely: stakeholder analysis, group concept mapping, and
a survey of the 34 hospice societies in Alberta about the programs they
offer and their interest in future collaboration.

Results: Stakeholder analysis identified networks and strategies for
engagement. Local hospice societies across Alberta actively play an
instrumental role engaging their own local communities. An environ-
mental scan of these registered hospice societies, their size, mission
statements, and the range of programming they offer was collated.
Group concept mapping can be used to establish priority action areas.
The resulting framework will inform the adaptation of evidence-
informed educational tools for uptake in local communities, in partner-
ship with relevant stakeholder organizations.

Implications: The implementation of a Compassionate Communities
approach, based on a participatory group concept mapping activity and
in collaboration with local hospice societies, provides a framework for
other organizations interested in practical examples of this model.

Abstract number: G-02
Abstract type: Oral

The Preferred Place of Burial in the Context of Migration: The Example
of Turkish Migrants in Germany

Hajart M., Pastrana T.

1Uniklinik RWTH Aachen, Department of Palliative Medicine, Aachen,
Germany

Background: While (preferred) place of care and place of death are regu-
lar topics in the field of end-of-life research, the question of (preferred)
place of burial has rarely been raised. Especially in the context of migra-
tion, however, this is of increasing importance.

Aims: Using the example of first and second generation Turkish migrants
in Germany, the question of the place of burial in the context of migra-
tion is discussed.

Methods: We conducted 15 narrative interviews with patients with a
Turkish migration history experiencing advanced and non-curable cancer
as well as their relatives from Nov-2019/Jan-2021 in Germany. We used
Grounded Theory methodology combined with elements of narrative
analysis.

Results: There were two key findings: 1) Among the respondents, the
question about the “where” of the burial was primarily oriented towards
“with whom” (or at least in whose vicinity). Here, respondents differed
in whether they wanted to be buried with their family of origin (own
parents/grandparents), or alternatively with their spouse, highlighting
different understandings of the construct of family. 2) It becomes appar-
ent that the question of the place of burial is not only significant for the
dying, but also deeply affects the (further) life of the bereaved. A burial
place in Turkey, for example, combined with a perceived obligation to
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visit this grave, binds the surviving relatives living in Germany to their
parents’ country of origin. However, this is also associated in part with
(emotional) stress.

Discussion: Although the question of the place of burial is not only
important for the dying, but also for their surviving relatives, this topic is
hardly ever discussed between older first-generation migrants and their
children. Here, interculturally sensitized personnel in the field of end-of-
life care could make an important contribution to initiating a fruitful dia-
logue between those affected.

Funding: Deutsche Krebshilfe (DKH 70112492)
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Civic Engagement Concerning Serious lliness, Dying, Loss and Bereave-
ment: A Systematic Integrative Review

D’Eer L.%, Quintiens B.%, Smets T.1, Van den Block L.%, Dury S.2, Deliens
L.1, Chambaere K.1, Cohen J.1

Vrije Universiteit Brussel, End-of-Life Care Research Group, Jette,
Belgium, 2Vrije Universiteit Brussel, Belgian Ageing Studies Research
Group, Brussel, Belgium

Background: New public health approaches to palliative care (PC) aim to
increase capacity in society concerning serious illness, dying, loss or
bereavement, by engaging with civic society. Civic engagement has been
described in many domains of health and wellbeing, but a description of
the characteristics, processes and impact of the initiatives in PC is
lacking.

Aims: To systematically describe and compare civic engagement initia-
tives in PC in terms of their context, level of community engagement,
outcomes, and whether and how they are evaluated.

Methods: A systematic, integrative review of initiatives describing civic
engagement concerning serious illness, dying, loss or bereavement in
their community. Databases searched: PubMed, Scopus, Sociological
Abstracts, WOS, Embase, PsycINFO. By contacting the first authors of the
included publications, we obtained additional grey literature. The
extracted data was narratively synthesised.

Results: 19 peer-reviewed and 12 grey literature publications were
included, reporting on 18 unique initiatives. We found heterogeneity in
initiatives in terms of context, development and evaluation. Initiatives
exist all around the world, providing activities ranging from social to
medical support. Community engagement varies from the community
being consulted by researchers, to initiatives being entirely developed
by the community. Findings suggest that if initiatives intensely engage
with the community, they are more likely to sustain themselves.
Initiatives show a variety in their aims and outcomes of evaluation.
Conclusion: Although this review shows a large variety of civic engage-
ment initiatives related to PC, they share some fundamental aspects.
They all draw on community engagement, provide mainly social support,
and show positive benefits. By providing an extensive description of
activities and evaluation methods, this review serves as an inspiration
for other initiatives.

Funding: FWO-SBO (S002219N).
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Compassionate Cities: A Systematic Integrative Review of Existing Ini-
tiatives Worldwide

Quintiens B.1, D’Eer L.C.%, Smets T.%, Van den Block L.1, Chambaere K.%,
De Donder L.%, Deliens L.%2, Cohen J.1

Vrije Universiteit Brussel, Brussels, Belgium, 2Universiteit Gent, Ghent,
Belgium

Background: Compassionate Cities (CC) are community based public
health interventions which focus on the community’s responsibility in
palliative care provision. They apply a set of actions based on the Ottawa
Charter for Health Promotion which increases people’s control over their
own health.

Aim: To review and compare CC with respect to their contextual charac-
teristics, development processes and evaluations.

Methods: A systematic integrative review following the PRISMA guide-
lines for reporting on systematic reviews. Five databases (Pubmed, Web
Of Science, PsycInfo, Embase and Scopus) were consulted including pub-
lications from 2005 onwards. This was supplemented with grey litera-
ture and author-provided documentation. Data underwent open coding
in NVIVO before being narratively analysed.

Results: Twenty-one studies from the peer reviewed search, together
with nine from grey literature and two from the author-provided docu-
mentation were retrieved, describing twenty-two unique CC. There is
substantial variability in what is reported, but all focus on multiple action
areas of the Ottawa Charter for Health Promotion. All described CC are
exclusively developed in high- or middle-income countries. Activating
naturally occurring social connections is a recurring strategy of which the
effect in CCis still unclear. Support from local policy makers is identified
as crucial to ensure sustainability. Nine articles mention some form of
evaluation and although their conclusions are often positive, the evalu-
ated domains and outcomes often do not directly address the formu-
lated aims of the CC.

Conclusion: While the concept of compassionate cities is gaining
momentum as a new paradigm for the creation of palliative care capac-
ity across society, only a handful of initiatives have been described. The
lack of formal evaluations about their proclaimed health benefits indi-
cates a pressing need for rigorous research about ongoing and future
initiatives.

Abstract number: L-16
Abstract type: Oral

Key Areas of Clinical Practice that Enable Optimal Palliative Care in
Acute Hospitals: A Mixed Methods Study

Virdun C., Luckett T.2, Davidson P.3, Lorenz K.%, Phillips J.>

1Queensland University of Technology, Cancer & Palliative Care
Outcomes Centre. School of Nursing, Centre for Healthcare
Transformation, Faculty of Health, Kelvin Grove, Australia, 2University
of Technology Sydney, IMPACCT, Faculty of Health, Sydney, Australia,
3Johns Hopkins University, School of Nursing, Baltimore, United States,
4Stanford University, School of Medicine, Stanford, United States,
5Queensland University of Technology, School of Nursing, Faculty of
Health, Kelvin Grove, Australia

Background: Globally, the epidemiology of dying is changing with peo-
ple dying at an older age from an expected death.

A high proportion of people require hospital care with the need to
strengthen the quality of this care well articulated. Evidence about what
enables optimal inpatient palliative care is available. Articulating how to
enable this within clinical practice is required.

Aim: To identify the domains of care that are most important to inpa-
tients with palliative care needs and their families and inform how these
can be achieved within clinical practice.

Methods: Meta-inference of data obtained via:

1.  systematic review and metasynthesis to articulate domains of
palliative care that inpatients and their families describe as
important; and

2. qualitative research with Australian patients (n=21) and carers
(n=29) to enhance understanding of these priorities and how
they apply to clinical practice. Meta-inference included:
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3. verifying data with palliative care consumers and clinical lead-
ers; and
4.  populating joint display tables.

Results: Three categories and 14 domains informing optimal inpatient
palliative care, reflecting 1233 patient and 3818 family perspectives,
were identified:

1.  Person-centred care including respectful and compassionate
care; effective communication and shared decision making;
effective teamwork; enabling family involvement; and main-
taining role, meaning and identity;

2. Expert care including excellence in physical care; impeccable
assessment and care planning; effective symptom manage-
ment; technical competence; patient safety; and supported
access to senior clinicians; and

3. Optimal environment for care including patient and family
focused structural factors; and cleanliness to support infection
control. Data integration identified 68 practice points inform-
ing care provision.

Conclusions: This study confirmed three categories of care, 14 domains
of importance and 68 practice points that enable optimal inpatient pal-
liative care.

FC 07 Models of Care

Abstract number: L-04
Abstract type: Oral

Enhanced Supportive Care Impact for Patients and Healthcare
System

Griffiths A.2, Watson A.L, Benson S.%, Cooper M.%, Boyd J.%, Slack J.%,
Cadwallader C.2, Naundorf D.%, Coyle S.%, Monnery D.*

1The Clatterbridge Cancer Centre, Palliative Care Business Lounge,
Liverpool, United Kingdom

Background: We set up an Enhanced Supportive Care (ESC) service in
our cancer centre to deliver proactive supportive and palliative care to
patients alongside anticancer treatment from the point of palliative
diagnosis. Whilst well received by patients this service was yet to dem-
onstrate quantitative benefits for patients or systems

Aim: To establish quantitative outcomes for patients and systems result-
ing from the ESC service

Method: From April 2019-March 2020 we undertook a prospective ser-
vice evaluation comparing quantitative outcomes for patients accessing
ESC compared to average data for matched palliative primary tumour
groups. Purposive sampling was used to select patients belonging to
specific primary tumour groups. Quality of life data was collected using
the Integrated Palliative Care Outcome Scale (IPOS) for ESC attenders
and change over time was measured using a single-system design. Other
quantitative data included 30 day chemotherapy related mortality,
unplanned admissions (regionally), lengths of stay and chemotherapy
utilization. These were compared between ESC attenders and the
matched-tumour group averages.

Results: 275 patients were selected for evaluation. IPOS revealed statis-
tically and clinically significant reduction in severity scores for pain,
weakness, appetite, anxiety and mobility after first appointment with
ESC. There was no 30 day chemotherapy mortality in the ESC cohort
compared to a 5.4-11.8% mortality in the tumour groups evaluated.
Average unplanned admissions for ESC attenders was 0.92 admissions/
person/year compared to 2.72 national average in England, resulting in
cost avoidance of >£1.5 million over 12 months.

Conclusion: The delivery of our ESC service improved patients’ quality of
life with significant reductions in symptom burden. There were fewer

unplanned admissions and no deaths within 30 days of chemotherapy.
These outcomes impacted the wider healthcare economy.

Abstract number: L-06
Abstract type: Oral

Thank Goodness You Are Here: A Pre-post Mixed Methods Study to
Assess the Impact of 7-day Specialist Palliative Care on Clinical Out-
comes and Experiences of Patients, Carers and Staff

Brearley S.G%, Varey S.1, Cockshott Z.1, Mateus C.%, Filipe L.%, Dodd S.%,
Walshe C.2

ILancaster University, Health Research, Lancaster, United Kingdom

Background: Ensuring that people with advanced, progressive, life limit-
ing iliness have the best possible experience of care, including on week-
ends, is a societal imperative but little is known about the effectiveness,
experiences and econometrics of 7-day services.

Aims: To evaluate the effectiveness and effect of 7-day specialist pallia-
tive care (SPC) services on clinical outcomes, patient, carer and staff
experiences, and patterns of service utilisation.

Methods: Pre-post mixed methods longitudinal study. Routine data col-
lected retrospectively (baseline) and prospectively from all adult patients
accessing 7-day SPC in hospital and community settings in 2 UK sites
over 12 months. Interviews with patients, family carers and SPC staff
with concurrent thematic analysis.

Results: (quantitative) Analysis of 5601 patients’ data found trends of
less time in hospital (~1 day less), but more frequent admissions (~1.5
admissions more). People with cancer less likely to be hospitalised, with
shorter hospitalisations (~4 days fewer). Admissions increased by age,
but decreased if female. Length of stay increased for both. Preferred
place of death went up: dying in hospital down. There was evidence of
efficiency improvements.

(qualitative) 95 interviews (patients n=19; carers n=23; SPC staff n=33
summer/19 n=20 spring/20). Themes of Responsiveness (of the
service);

Reassurance (patient, carers and staff);

Relationships (between patient, carers and staff, within service and
outside);

Reciprocity (between patient, carers and staff, within service and out-
side) and

Retention (of staff: senior nursing roles were important).

Conclusion: Following initiation of 7-day services there were trends
towards reduced stay in hospital, more functional patients accessing
support in the community and a reduction in costs. Patients’ uncer-
tainty and fear was ameliorated. Staff knowledge and confidence
increased. 7-Day services should be developed as they provide high
quality, responsive PC.

Abstract number: L-07
Abstract type: Oral

Evaluation of an Enhanced 7-day Specialist Palliative Care Service:
Findings from a Quantitative Analysis

Mateus C.%, Filipe L.2, Walshe C.%, Varey S.1, Cockshott Z.1, Brearley S.1
1Lancaster University, DHR, Lancaster, United Kingdom

Background: Changes to palliative care service models are common, and
yet rarely robustly assessed to understand if they have the desired
impact. This is a comprehensive evaluation that aimed to assess whether
a change in specialist palliative care service models makes a difference
to the type and quality of care received, and hence on important care
outcomes.

Aims: To evaluate and evidence the effectiveness and effect of enhanced
7-day specialist palliative care assessment and advice services across
two sites on service usage by patients.
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Methods: This is a pre-post longitudinal study, combining quantitative
datasets from 2 hospitals and 2 hospice units in the UK. Adult (18+
years) patients were sampled from the total population of patients with
complex or holistic palliative care needs accessing the 7-day services
within the two locality sites and data were collected prospectively and
retrospectively (for the baseline period). Data were analysed within 4
time periods of 4 months, with the baseline information (Jun-Sept 2018)
compared to the period with the 7-day services (Oct 2018 to Sept 2019).
Results: Data were collected on 5601 patients (1507 pre and 4094 post
the enhanced service models started) in 2019-20. The average age was
73 years, roughly equal male/female, and mostly White British. Detailed
econometric modelling shows that being older and being female may
increase the length of stay, whilst those with cancer, or admitted to the
local general hospital have shorter lengths of stay. Whilst no results were
statistically significant, there are trends in the data that indicate that
people were staying in hospital for less time (around 1 day less), but
being admitted to hospital more often (around 1.5 admissions more on
average) after the enhanced 7-day service commenced.

Conclusions: Evidence from this study can be used to guide how pallia-
tive care services are developed, provided and tailored to maximize the
likely benefit that people derive.

Abstract number: L-12
Abstract type: Oral

Specialist Palliative Care Teams and Characteristics Related to Referral
Rate: A National Cross-sectional Survey among Hospitals in the
Netherlands

Boddaert M.%23, Brinkman-Stoppelenburg A.%, Hasselaar J.>°, van der
Linden Y.3, Vissers K.5, Raijmakers N.%2, Brom L.

INetherlands Comprehensive Cancer Organisation, Utrecht,
Netherlands, 2Netherlands Association for Palliative Care, Utrecht,
Netherlands, 3Leiden University Medical Center, Center of Expertise

in Palliative care, Leiden, Netherlands, “Erasmus MC University

Medical Center Rotterdam, Department of Public Health, Rotterdam,
Netherlands, >Radboud University Medical Center, Department of
Anesthesiology, Pain and Palliative Medicine, Nijmegen, Netherlands,
5Nivel Netherlands Institute for Health Services Research, Utrecht,
Netherlands

Background: Specialist palliative care teams (SPCTs) in hospitals have
positive effects on quality of life and satisfaction with care for patients
with advanced disease. However, referrals to SPCTs vary and are often
limited.

Aims: In order to identify areas for improvement of SPCTs’ service pen-
etration, we examined hospital and SPCT characteristics and assessed
their relation with referral rates of these SPCTs.

Methods: We conducted a national cross-sectional survey among Dutch
hospitals from March through May 2018. An invitation to complete an
online questionnaire was sent to palliative care program leaders in all 78
hospitals. For referral rate (RR) we calculated the number of annual inpa-
tient referrals to the SPCT as a percentage of the number of total annual
hospital admissions. RR was dichotomized into high (= 1%) and low (<
1%). Characteristics of SPCTs with high and low RR were compared using
univariate analyses. P-values < 0.05 were considered significant.
Results: In total, 63 hospitals (81%) responded. In 62 of these hospitals
palliative care programs consisted of inpatient consultation services
(94%), outpatient clinics (45%), dedicated acute care beds (21%) and
community-based palliative care (27%). The mean referral rate to SPCTs
was 0.85%, with a mean of 0.4% in the low RR group (n=45) and 2.0% in
the high RR group (n=17). Comparing these groups showed significant
differences with regard to the presence of outpatient clinics and timing
of referrals as well as SPCTs’ years of existence, staffing, level of educa-
tion, participation in other departments’ team meetings, provision of
education and conducting research.

Conclusion: In the Netherlands, specialist palliative care teams in hospi-
tals have varying levels of development, with more mature teams show-
ing higher referral rates. Appropriate staffing, dedicated outpatient
clinics, education and research appear means to improve service pene-
tration and timing of referral for patients with advanced diseases.

Abstract number: M-08
Abstract type: Oral

The Role of Emergency Medical Services in the Palliative Care — Scoping
Review

Peran D.223, Uhlir M.4>, Loucka M.>, Pekara J.%3

1Prague Emergency Medical Services, Education and Training Centre,
Prague, Czech Republic, 2Charles University, Division of Public Health,
3rd Faculty of Medicine, Prague, Czech Republic, 3Medical College,
Prague, Czech Republic, “Prague Emergency Medical Services, Prague,
Czech Republic, 5Centre for Palliative Care, Prague, Czech Republic

Background: Emergency medical services (EMS) are frequently respond-
ing to calls involving patients in advanced stages of incurable diseases.
Despite the competencies and potential of EMS in supporting patients
and their families facing symptoms of advanced progressive illnesses,
the role of EMS in providing palliative care remains unclear.

Aims: This review was conducted in order to systematically map the
research published in the area of EMS providing care to patients with pallia-
tive care needs. The following research question was formulated: What is
the role of EMS, EMS dispatch centres, paramedics and emergency medical
physicians in the provision of palliative care to terminally ill patients?
Methods: Following PRISMA-ScR guidelines, online databases CINAHL
Complete, MEDLINE Complete (EBSCO), PubMed and MEDLINE (Ovid)
were searched from the initial year of database to September 2019. The
search was conducted with keywords: “palliative care” OR “palliative”
OR ,end of life care” OR “terminal care” OR “decision making” AND
,Emergency Medical Services” OR ,, pre-hospital care” (OR “prehospital”)
OR “paramedics” from the MeSH keywords: Palliative care/organization
& administration, Triage/organization & administration and Terminal
care. No language restrictions were applied.

Results: 31 articles were included in the qualitative synthesis and 3
main roles and one contextual factor were identified: (1) Providing com-
plex care; (2) Adjusting patient’s trajectory; (3) Being able to make deci-
sions in a time and information limited environment; (4) Health care
professionals are insufficiently supported in palliative care skills and
competences.

Conclusion: The lack of research on the incidence of EMS calls to the
end-of-life situations is evident. There are limited data on the incidence
of EMS calls to the patients at the end-of-life and no data focusing on the
EMS dispatch centres.

Funding: This study was supported by a grant from the foundation
“Nadace moudré pomoci”.

FC 08 Psychological Symptoms and Communication

Abstract number: H-05
Abstract type: Oral

Let It Out (LIO): A Mixed-methods Study to Optimise the Design of an
Online, Emotional Disclosure Intervention for Adults with Terminal llI-
ness Receiving Hospice Care

Mclnnerney D.%, Candy B., Stone P.%, Kupeli N.

1UCL, Marie Curie Palliative Care Research Department, London, United
Kingdom

Background: The COVID-19 pandemic has accelerated adoption of
remote ways of providing hospice care, including psychological support.
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Emotional disclosure (ED) interventions hold potential as a way of pro-
viding such support online. But evidence supporting use of ED interven-
tions for people living with terminal illness is limited. We are testing an
online psychological intervention, Let It Out (LIO), consisting of three
self-guided expression sessions over two weeks.

Aims: The primary aim is to inform the development of LIO. Secondary
aims include assessing LIO’s acceptability, feasibility of study methods
and potential impact on wellbeing.

Methods: A mixed-methods, longitudinal study. Adults receiving pallia-
tive care were recruited from six UK hospices from September 2020 to
January 2021. Participants received the LIO intervention, and completed
physical and psychological health-related questionnaires at baseline and
immediately, one week, four weeks and eight weeks after the final
expression session, with a feedback form after the final session. Two also
took part in a semi-structured interview. Focus groups and interviews
have also been held with 12 hospice staff and volunteers. Data have
been triangulated through process evaluation.

Results: Of 13 patients recruited, 8 have completed all three expression
sessions. Most people who finish LIO find it helpful (7/8). One person
who withdrew found the online platform too complicated to use. Staff
felt LIO could be helpful for computer-literate patients, but reported dif-
ficulties with recruitment.

Conclusion: Preliminary evidence suggests LIO holds potential to sup-
port wellbeing for some people living with terminal iliness. Adaptions
are required to make the online platform more user-friendly. This study
demonstrates the value of robust consultation with patients and staff in
the development of acceptable online interventions for use in palliative
care.

Main funding: ESRC and Marie Curie PhD studentship (ES/P000592/1).

Abstract number: H-09
Abstract type: Oral

The Correlation between Suffering and Spiritual Distress in Elderly Can-
cer Patients: A Cross-sectional Study

Martins H.%, Caldeira S.1

1Universidade Catdlica Portuguesa, Institute of Health Sciences, Lisbon,
Portugal

Background: Cancer has an undesirable effect on the patient’s
health. Spiritual distress and suffering may be experienced in cancer
patients throughout the disease journey. Understanding the relation
between these concepts is important in order to deliver specific and
effective intervention aiming comfort and relief particularly to the
elderly.

Aim: To determine the correlation between suffering and spiritual dis-
tress in elderly cancer patients.

Methods: Quantitative, observational, correlational and cross-sectional
study. A total of 130 elderly cancer patients, aged equal or above 65
years old, were randomly recruited in a Portuguese outpatient setting.
Participants filled a questionnaire which included a section with sociode-
mographic characteristics, clinical condition, Spiritual Distress Scale
(SDS) and a question on having experienced suffering. Data collection
was executed in four months in early 2019. Statistical analysis was com-
pleted using SPSS 24. The project was approved by the Ethics Committee.
Results: 51.5% of the participants were females and 69.20% were mar-
ried. The average age of participants was 71.75 years (sd=*+4.77), rang-
ing between 65 and 83 years. The sample consisted mostly of participants
with a religious affiliation (96.90%). The most prevalent diagnosis was
breast and colon cancer (21.50%), and concerning the cancer stage,
45.40% have stage Il and 36.20% have stage IV.

The mean score of SDS was 54.76 (sd==* 12.38) and 55.40 % of elderly
cancer patients experienced suffering. In this study a correlation
between suffering and spiritual distress was found (Spearman = 0.49;
p = 0.01).

Conclusion: A moderate correlation between suffering and spiritual dis-
tress has been found, which is statistically significant. Suffering and

spiritual distress are experienced by elderly cancer patients and the
results highlight the need of awareness by healthcare professionals to
help patients to overcome this challenging condition.

Abstract number: M-10
Abstract type: Oral

Perceived Quality of Care and Emotional Functioning of Patients with
Advanced Cancer and their Relatives: Results of a Multicenter Observa-
tional Cohort Study (eQuiPe)

van Roij J.%%34, Raijmakers N.%3, Ham L.%3, van den Beuken-van
Everdingen M.>, van den Borne B.6, Creemers G.-J.”, van Zuylen L.8°,
Gelissen J.2, Zijlstra M.%310, Brom L.%3, Fransen H.P.%3, van de Poll-
Franse L2211, eQuiPe study group

INetherlands Comprehensive Cancer Organization, Utrecht,
Netherlands, 2Tilburg University, Tilburg, Netherlands, 3Netherlands
Association for Palliative Care, Utrecht, Netherlands, “Libra
Rehabilitation and Audiology, Tilburg, Netherlands, °Maastricht
University Medical Center, Maastricht, Netherlands, ¢Catharina
Hospital, Department of Pulmonology, Eindhoven, Netherlands,
7Catharina Hospital, Department of Medical Oncology, Eindhoven,
Netherlands, 8Erasmus Medical Center Cancer Institute, Rotterdam,
Netherlands, °’Amsterdam University Medical Centers, Amsterdam,
Netherlands, 10St. Jans Gasthuis, Weert, Netherlands, 'The
Netherlands Cancer Institute, Amsterdam, Netherlands

Background: Previous studies on perceived quality of care (QoC) and
emotional functioning (EF) have failed to address the reciprocal relation
between patients and their relatives.

Aims: Our study examined the perceived QoC and EF of patients with
advanced cancer and their relatives, including their reciprocal relation
by using a dyadic approach.

Methods: We analysed data from the eQuiPe study, a prospective longi-
tudinal observational study in patients with advanced cancer and their
relatives. Logistic regression analyses were performed on baseline data
of 1,103 patients and 831 relatives to assess the association between
perceived QoC and EF of patients and relatives separately and across
dyads.

Results: Patients experienced lower levels of functioning, including EF,
and more symptoms compared to the normative population(p<<.001).
Relatives reported even clinically relevantly lower EF compared to
patients (69 vs 78,p<<.001) and were less satisfied with care (59 vs
74;p<<.001). Being more satisfied with care in general(p<<.05) and clarity
about who their central health-care professional is(p<<.05) were posi-
tively associated with high EF in patients. In relatives, perceived continu-
ity of care (p<<.01) and continuity of information for the patient (p<<.05)
were positively associated with high EF while discussing what is impor-
tant in the care for the patient with health-care professionals was nega-
tively associated(p<<.05). Dyadic analyses showed that EF of patients
(p<<.001) and relatives (p<<.05) was positively associated with EF of the
other person and perceived continuity of care by relatives was positively
associated with high EF in patients(p<<.01).

Conclusion: Perceived integral organisation and satisfaction with care in
patients and relatives are related to their EF. The additional reciprocal
relation between patients’ and their relatives’ EF and the perceived con-
tinuity of care suggests the opportunity for acknowledgement of a fam-
ily-centered approach to advanced cancer.

Abstract number: Q-01
Abstract type: Oral

Using a Behavioral Theory to Gain Insight into Critical Determinants of
Health Promoting Behavior around Serious lliness a Case Example
Applied to Starting a Conversation about Palliative Care

Scherrens A.-L.%2, Deforche B.%3, Deliens L.1, Cohen J.., Beernaert K.
Vrije Universiteit Brussel (VUB) & Ghent University, End-of-Life
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Care Research Group, Brussels, Belgium, 2Ghent University, Health
Promotion Unit, Ghent, Belgium, 3Vrije Universiteit Brussel (VUB), Unit
of Movement and Nutrition for Health and Performance Research
Group, Brussels, Belgium

Background: Although timely communication is important for timely ini-
tiation of palliative care (PC), it is often postponed or avoided. Behavioral
theories can be used to better understand and change communication
about PC. However, little is known about how such theories can be used
to understand health promotion behavior in people confronted with
serious illness.

Aim: To describe how behavioral theories can be used to gain insight into
critical determinants of health promoting behavior in seriously ill peo-
ple, using a case example of ‘starting a conversation about PC’.
Methods:

Step 1: We chose a theoretical framework.

Step 2: We applied and adapted the selected theory by performing inter-
views with 25 people with cancer and by using a deductive and inductive
approach.

Step 3: We operationalized the determinants of the newly developed
behavioral model based on existing surveys assessing determinants of
health behavior and results of step 2. An expert group (n= 19) checked
content validity. We cognitively tested the survey in interviews with 8
people with cancer.

Step 4: We identified the most important determinants by performing a
survey study in 88 people with cancer and conducting logistic regression
analyses.

Results:

Step 1: We selected the theory of planned behavior.

Step 2: This theory was found to be applicable to the target behavior, but
needed to be extended with the determinants awareness, knowledge
and social influence.

Step 3: The final survey included 125 items.

Step 4: The most important determinants were holding a positive atti-
tude towards the behavior (OR 4.26; 95%Cl 2.23-8.13) which was posi-
tively associated and perceiving barriers (OR 0.31; 95%Cl 0.15-0.63)
which was negatively associated with the specific target behavior.
Conclusion: This method description provides guidance for researchers
and practitioners interested in better understanding or changing the
determinants of behaviors in people confronted with serious illness.

FC 09 Older & Frail People

Abstract number: C-03
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Predictors of Pre-death and Post Death Grief in Family Carers of People
with Dementia. A Systematic Review

Crawley S.1, West E.2, Kupeli N.2, Moore K.?

tUniversity College London, Marie Curie Palliative Care Research
Department, London, United Kingdom, 2University College London,
London, United Kingdom, 3National Ageing Research Institute, Victoria,
Australia

Background: Caring for somebody living with dementia can have signifi-
cant emotional implications, including pre-death grief. Whilst a review in
2013 reported prevalence and predictors of pre-death and post death
grief, it remains unclear who will experience higher grief. This review
aimed to explore factors associated with pre-death and post death or
prolonged grief.

Methods: PsycINFO, MEDLINE, CINAHL and ASSIA were searched to April
2020. We included all study types published in English reporting factors

associated with grief in informal carers. The evidence was narratively
analysed.

Results: Fifty five studies were included. Grief was influenced by carer
demographic and psychosocial characteristics, care related features and
bereavement factors. Being a spouse, less education, caring for some-
body at a more severe stage of dementia and higher levels of burden and
depression were associated with greater pre-death grief. Higher pre-
death grief and depression, less education, and not being prepared for
the death were predictive of greater post death grief. Elements of social
support were found to have a positive impact on pre-death and post
death grief. Perceived social support and social relations were negatively
associated with pre-death grief, whilst fewer negative interactions and
greater social integration were predictive of lower post death grief.
Conclusion: Demographic, psychosocial, care and bereavement related
factors influence pre-death and post death grief. Social support is multi-
faceted, and understanding what elements support carers with grief, in
addition to awareness of characteristics that increase the likelihood of
higher levels of grief, can help identify who needs support and the type
of support which is helpful. Supporting carers before the death of the
person may lead to better bereavement outcomes.

This study is funded in part by Marie Curie and part self funded, and car-
ried out within the Empowering Better End of Life Dementia Care
programme.

Abstract number: D-02
Abstract type: Oral

Older People with Severe Frailty Talking about their Palliative Care
Needs: An Interview and Survey Study during the Covid-19 Pandemic
Green R.1, Nicholson C.

1University of Surrey, Guildford, United Kingdom

Background: Older people with severe frailty (OPWF) are an unrepre-
sented group in receiving palliative care (PC).

Aim: A modified e-Delphi study nested in a wider mixed method study
aimed to understand the most important PC needs for community-resid-
ing OPWF.

Methods: The views of OPWF were collected by video-recorded inter-
views (N=10) and open questions in a facilitated survey (N=10), under-
taken October-November 2020. OPWF’s ages ranged from 70-99, 11
men, 9 women, living in owned, rented or sheltered accommodation,
with Clinical Frailty Scores of 6 (N=8), 7 (N=9) and 8 (N=3). 9 of these
participants have now died. Data was analysed using the 5 domains of
PC need: physical, psychological, spiritual, practical and social.

Results: Meeting care needs was challenging across all domains. Acute
physical needs were responded to, yet important longer-term needs,
e.g. mental well-being, rehabilitation, and managing long-term condi-
tions were harder to address. The pandemic caused or worsened dis-
tress and anger about being housebound, loss of social contact,
increased loneliness and feeling ignored. Access to health and social care
was a struggle for OPWF, where previously received services were with-
drawn and lack of resources and exposure to telehealth put a high reli-
ance on families to facilitate virtual consultations. OPWF relied on
unpaid carers to coordinate and deliver care, which intensified when
health deteriorated. Carers vividly detailed the strain and unsustainabil-
ity of this provision.

Conclusions: Post-Covid learning must take account of the impact on this
less-often heard PC population. Prolonged loneliness and reduced activ-
ity will have significant consequences for physical and mental health and
wellbeing. Unpaid carers are vital to the provision of personalised care to
OPWEF, they need to be listened to and resourced in their caring work, and
to have their own needs assessed and addressed. Funder: HEE/NIHR UK.
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Symptom Control and Palliative Care Outcomes in Patients at the End
of Life in Nursing Homes

Moreno-Guerrero S.1, Lozano-Terrén M.J.2, Jimeno-Ucles R.3, Puente-
Fernandez D.*, Hueso-Montoro C.°, Montoya-Judrez R.°

INuestra Sefiora de Fonseca Gerontological Centre, Peligros (Granada),
Spain, 2Caxar de la Vega Gerontological Centre, Cajar de la Vega
(Granada), Spain, 3Edades Gerontological Centre, Los Villares (Jaén),
Spain, “University of Granada, Department of Nursing, Ceuta, Spain,
SUniversity of Granada, Nursing Deparment, Granada, Spain

Background: It is expected that a high percentage of people in Spain will
die in nursing homes, but the quality of care at the end of life in these
centers has not been deeply analyzed.

Aims: To determine symptom control and palliative care outcomes of
patients at the end of life in Spanish nursing homes. Methods (design,
data collection, analysis): Descriptive cross-sectional study. Palliative
patients were identified with the NECPAL tool from 8 nursing homes in
southern Spain in January 2020. Nurses completed the Edmonton
Symptom Assessment Scale (ESAS) and the Palliative Outcome Scale
(POS). T Student test was used to check whether there were differences
in both scales scores regarding gender and main diagnosis. Pearson cor-
relation test was used to evaluate correlation with dependency (Barthel)
and cognitive status (Pfeiffer index).

Results: 149 cases were analyzed, of which 67.9% were women with a
mean age of 84.46 years (SD = 9.12). The mean ESAS score was 2.08 (SD
= 1.51). Depression (M = 2.68; SD = 2.47) and fatigue (M = 2.55; SD =
2) were the most intense symptoms described. Regarding POS, the mean
score of 13.10 (SD = 5.52). The worst scored item was relatives and
friend’s anxiety (M = 1.79; SD = 1.23) and patient’s anxiety (M = 1.55;
SD = 1.04). There are no significant differences according to gender, but
ESAS total score was higher in patients with dementia (p<<,01). The POS
score correlates significantly and negatively with Barthel index (r=—,261;
p<,01).

Conclusion / discussion: More attention needs to be paid to the symp-
toms suffered by patients with palliative needs in nursing homes, espe-
cially patients with dementia.

Abstract number: D-11
Abstract type: Oral

Perspectives of Older People Living with Mild Dementia about Eating
and Drinking Problems at the Later Stages of Dementia: A Qualitative
Study

Anantapong K.»?, Barrado-Martin Y.3, Nair P.3, Rait G.3, Smith C.H.%,
Moore K.J.%%, Manthorpe J.6, Sampson E.L.%7, Davies N.%3

University College London, Marie Curie Palliative Care Research
Department, Division of Psychiatry, London, United Kingdom, 2Prince
of Songkla University, Department of Psychiatry, Faculty of Medicine,
Songkhla, Thailand, 3University College London, Centre for Ageing &
Population Studies. Research Department of Primary Care & Population
Health, London, United Kingdom, “University College London, Language
and Cognition, Division of Psychology and Language Sciences, London,
United Kingdom, >National Ageing Research Institute, Melbourne,
Australia, 6King’s College London, NIHR Policy Research Unit in Health
& Social Care Workforce and NIHR Applied Research Collaborative
(ARC) South London, London, United Kingdom, ’North Middlesex
University Hospital, Barnet Enfield and Haringey Mental Health Trust
Liaison Team, London, United Kingdom

Background: Eating and drinking problems can arise at any point in
dementia progression, especially at the later stages and the end-of-life.
However, we know little about the perspectives of people living with
dementia on how they might wish for such problems to be managed.

Aims: This study aimed to understand the experiences and needs of
older people with mild dementia about possible future eating and drink-
ing problems.

Methods: We conducted semi-structured interviews with 19 people
with mild dementia in September 2019-March 2020 in England.
Interviews were transcribed verbatim and analysed thematically.
Results: We identified five themes: 1) awareness of eating and drinking
problems; 2) food and drink being part of an individual’s identity and
agency; 3) delegating later decisions about eating and drinking to family
carers; 4) acceptability of eating and drinking options; and 5) eating and
drinking towards the end of life. Many people with mild dementia could
not relate eating and drinking problems with dementia progression and
wanted to postpone discussions until the problems occur. People living
with dementia would trust family and professionals to make any deci-
sions. Fears of being a burden to family and of being treated like a child
may make them feel reluctant to discuss future problems. People with
mild dementia thought they would prefer to maintain a good quality of
life, rather than be kept alive at later stages by artificial nutrition and
hydration.

Conclusion: Eating and drinking problems may seem currently irrelevant
to people with mild dementia. Although they wished to protect their
autonomy for as long as possible, they would leave the discussions and
decisions to family carers and professionals until the problems occur.
Timely, sensitive and repeated opportunities for discussion may encour-
age the person living with dementia to develop an advance care plan
including possible eating and drinking problems, especially for the later
stages and the end-of-life.

Abstract number: M-13
Abstract type: Oral

Experiences of a Novel Integrated Care Service for Older Adults at Risk
of Severe Frailty: An Analysis of Survey and Interview Data

Okoeki M.1, Wilson 1.1, Harman D.2, Folwell A.2, Clark J., Boland J.W.1,
Pask S.%, Nwulu U.%, Elliott-Button H.%, Johnson M., Murtagh F.E.?
1University of Hull, Wolfson Palliative Care Research Centre, Hull,
United Kingdom, 2Jean Bishop Integrated Care Centre, Hull, United
Kingdom

Background: Integrated care models involve proactive, multidiscipli-
nary care to support independent community living by reducing hos-
pital admissions in older people (=65) at risk of severe frailty, in the
UK. Evidence exploring patients’ experiences of integrated care is
limited.

Aim: To explore the experiences of older people at risk of frailty attend-
ing a novel integrated care service.

Method: Service experiences were drawn from open-ended survey
questions and interview data. Older people (=65) recruited as part of a
service evaluation were asked to complete a short survey. Survey ques-
tions collected 2-4 weeks post-assessment, asked about their experi-
ences and recommendations for service improvement. Experiences
were also extracted from interviews conducted with a subgroup of
patients who reported breathlessness, chronic pain, or unintended
weight loss. Survey responses and interviews (audio-recorded and tran-
scribed) were analysed thematically using NVivo software (version 12).
Results: 164/250 (66%) patients responded to the survey. 52/250 were
interviewed, of whom 42 (77.4%) reported on their experience of the
service. Five major themes were identified from both survey questions
and interview data: 1) holistic and person-centred approach, 2) quality
of communication, 3) time allocated, 4) positive health outcomes, and 5)
advance care planning (ACP). Patients valued the holistic and person-
centred approach, the high-quality communication, and the generous
time provided for assessments of their health and social care needs.
Although ACP was widely accepted, some reported challenges around
preparation for ACP discussion. Follow-up and subsequent care after the
service were sometimes limited.
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Conclusions: Integrated care in this model was viewed as highly benefi-
cial due to its multi-disciplinary, person-centred approach, shared deci-
sion-making, and generous consultation time. More preparation for ACP
and issues around follow-up care need to be addressed.

FC 10 Education and Workforce

Abstract number: C-08
Abstract type: Oral

Adaptation and Continuous Learning to Start and Persevere in Pallia-
tive Care. Revisiting Professional Coping Strategies through an Integra-
tive Review

Sapeta P.1, Centeno Cortés C.2, Belar A.2, Arantzamendi Solabarrieta
M.?

1Escola Superior de Saude Dr. Lopes Dias. Instituto Politécnico de
Castelo Branco, Nursing, Castelo Branco, Portugal, 2Universidad de
Navarra, ICS, Grupo ATLANTES, Instituto Cultura y Sociedad, Pamplona,
Spain

Background: Recently, the effects of coping in palliative care (PC) profes-
sionals have been studied, but little is known about coping itself. It is
necessary to update the evidence on coping strategies, considering the
possible professional evolution/development of PC providers.

Aims: To synthesize evidence about professional coping strategies and
their role over time in PC.

Methods: An integrative review considering Whittemore and Knafl
(2005) was conducted. PubMed, CINAHL, Medline, Psycinfo and B.On
were searched, using “coping” and “PC” as keywords. Articles were
screened by title and abstract. NVivo software was employed to manage
the data. Constant comparative analysis was conducted by two
researchers.

Results: Thirty studies were selected. Four strategies were found with a
recurrent reference to time: a) proactive coping, entailing activities to
achieve self-confidence, control of emotions/situation; b) self-care-
based coping, including activities to self-protect and self-knowledge; c)
self-transformation coping, entailing activities towards acceptance of
limits; and d) deep professional coping, considering deeper meaning of
professional work. Dynamic and influential factors were training, team
interaction, professional motivation and family. These could be both
protectors and, less often, risk factors. Emotional burden and the sys-
temic stressors were always risk factors. The explanatory model shows a
dynamic process in which daily and rather introspective strategies are
combined. Over time, there is personal and professional transformation
related to progressive and greater response, and where demanding situ-
ations play a role.

Discussion: The proposed model evidences a learning process to perse-
vere in PC. It changes over time under factors and strategies, and evolves
into a personal and professional transformation. Coping in those profes-
sionals that have left PC remains unexplored.

Abstract number: E-03
Abstract type: Oral

Objective Structured Clinical Examination (OSCE ) in Assessment of Pal-
liative Care Competence of Advanced Nurse Practioner Students
Sulosaari V.1, Hékkd M.2, Kaakinen P.3, Kesénen J.%, Leinonen R.2,
Matilainen 1.5, Niemeld E.6, Suikkala A.7, Ylinen E.-R.8, Hirvonen O.°
1Turku University of Applied Sciences, Health and Well-being, Turku,
Finland, 2Kajaani University of Applied Sciences, School of Health

and Social Services, Kajaani, Finland, 3University of Oulu, Research

Unit of Nursing Science and Health Management, Oulu, Finland,
4Metropolia University of Applied Sciences, School of Rehabilitation
and Examination, Helsinki, Finland, 3JAMK University of Applied

Sciences, School of Health and Social Sciences, Jyvaskyla, Finland, Oulu
University of Applied Sciences, Oulu, Finland, ’Diaconia University

of Applied Sciences, Department of Health Care, Helsinki, Finland,
8Savonia University of Applied Sciences, School of Health Care, Kuopio,
Finland, °University of Turku and Turku University Hospital, Turku,
Finland

Background: Palliative care aims to improve the quality of life of patients
with life-threatening illness and their nearest ones. In Finland, a new
master’s degree education on advanced practice in palliative care was
launched in 2019. Comprehensive health assessment is a core clinical
competency required from advanced practice nurses. In health sciences,
OSCE has been widely used in assessment of clinical competence.

Aim: The aim was to introduce OSCE as an assessment tool and to
describe the results of the master degree students’ (n=42) assessments.
Methods: A cross-sectional design was used. Students completed either
a case on palliative care patient having symptoms of oral mucositis or
respiratory infection. C-CEI© instrument developed by Kirkpatrick was
used in the OSCE assessment.

Results: Prior the OSCE, students received short description of the
patient coming to an appoint. The appointment with an actor patient
was 15 minutes long and included an assessment of the patient’s status
and identification of the needs for care. Students received immediate
feedback after the OSCE. In the first attempt, 40 out of 42 students
passed the OSCE. In average, the students passed with 80% of the total
score.

Conclusions: OSCE as an assessment tool suits well for evaluation of
clinical competence of students in advanced practice program. Students
showed an adequate level of competence in health assessment. The
assessment instrument used was originally developed for simulation
OSCEs of undergraduate nursing students. The evaluators found the
assessment form difficult to adapt to this type of OSCE and therefore it
needs further development. The use of the tool in practice requires also
more training of the evaluators. OSCEs are used to evaluate clinical com-
petence. However, it is also a tool for learning.

Abstract number: E-04
Abstract type: Oral

Building Capacity for Early Palliative Care within Primary Care Teams:
Implication and Evaluation of the CAPACITI Program

Seow H.%, Barwich D.?, Kilbertus F.3, Burge F., Howard M., Kortes
Miller K.°, Stajduhar K.6, Marshall D.%, Brouwers M.’, Urquhart R.%,
Sinding C.%, Winemaker S.%1

IMcMaster University, Hamilton, Canada, 2University of British
Columbia, Vancouver, Canada, 3Northern Ontario School of Medicine,
Sudbury, Canada, *Dalhousie University, Halifax, Canada, SLakehead
University, Thunder Bay, Canada, ®University of Victoria, Victoria,
Canada, "University of Ottawa, Ottawa, Canada

Objectives: Primary care plays a critical role in providing early palliative
care (PC), however many primary care providers say they lack the prac-
tice supports to operationalize the approach. CAPACITI is a 1-year inter-
vention to help primary care teams implement an early PC approach. We
provide an overview of CAPACITI and findings from our evaluation of the
first wave of teams that completed this program.

Methods: CAPACITI was based on prior interventions, e.g. Gold
Standards Framework, adapted for the Canadian context. It features 10
modules including building a strong team, identifying and assessing
patients, communicating and engaging caregivers and specialists. The
program offers monthly webinars, accompanied by assigned activities
and active facilitation. Our primary outcome was a self-completed
20-item survey of core competencies to providing an early PC approach,
measured on a 7-point scale (e.g. level of confidence in identifying all
patients requiring PC). Pre and post survey data were analyzed using
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paired t-tests. Other data collection included reflections on assigned
activities (e.g. create a PC roster) and qualitative measures (e.g. reflect
on changes to behavior).

Results: 25 primary care teams completed CAPACITI, representing 105
providers and administrators. All teams participated in qualitative focus
groups and 70% of providers completed both pre- and post-intervention
surveys. For the primary outcome, Paired comparisons showed a moder-
ate improvement in confidence across the core competencies covered
(0.5 to 1.1 mean improvement across items, all p>0.05). Specifically,
“confidence in identifying all patients requiring PC” improved an average
of 1.0 point (SD 1.5). Participants in qualitative interviews stated the pro-
gram content was highly relevant.

Conclusions: CAPACITI marginally improved confidence in PC identifica-
tion and in other competencies. The program demonstrated potential
for helping primary care teams operationalize an early PC approach.

Abstract number: G-05
Abstract type: Oral

Navigating Tensions between Ideal and Realistic Palliative Care in
Socially Deprived Areas: A Multiple Case Study Analysis of Healthcare
Professionals’ Experiences

French M.%, Preston N.%, Keegan T.2

1Lancaster University, International Observatory on End of Life Care,
Lancaster, United Kingdom, 2Lancaster University, Lancaster Medical
School, Lancaster, United Kingdom

Background: Social deprivation is often associated with poorer health
outcomes and difficulties accessing care, including during the palliative
and end-of-life phase of an illness. Few studies have explored the experi-
ences of palliative and end-of-life care professionals supporting patients
living in socially deprived areas. Understanding their experiences may
help facilitate more equitable palliative and end-of-life care.

Aim: To explore the experiences of healthcare professionals providing
palliative and end-of-life care to people living in socially deprived areas.
Methods: Semi-structured qualitative interviews were conducted with
42 specialist and generalist palliative care professionals in three regions
of North West England as part of a mixed methods multiple case study of
hospice referrals and social deprivation. This abstract reports a subset of
findings relating to participants’ experiences of providing palliative and
end-of-life care in socially deprived areas. These findings were generated
from an inductive analysis of qualitative data using thematic analysis and
cross-case analysis methods.

Results: Participants reflected on their remit and responsibilities when
supporting patients in socially deprived areas. There was a tension
between professional idealism and the realities of providing palliative
and end-of-life care to people experiencing socioeconomic disadvan-
tage. Participants sought to resolve this tension by harnessing a patient
choice narrative to justify some patients’ end-of-life experiences in
socially deprived areas.

Discussion: While there are benefits to facilitating patient choice at the
end of life, it risks assuming patients across the socioeconomic spectrum
have equal agency over their lives. Palliative and end-of-life care profes-
sionals may benefit from discussing different views on appropriate care
in the context of social deprivation, and considering the structural fac-
tors underpinning patients’ circumstances at the end of life.

Abstract number: R-01
Abstract type: Oral

Reflections and Experiences of Physicians Working during the COVID-
19 Pandemic: A Qualitative Study

Hurlburt L.1, Weiss A.X, Wolofsky K.%, Fan E.%, Isenberg S.%, Zimmermann
C.1, Wentlandt K.

1University of Toronto, Toronto, Canada, 2University of Ottawa,
Ottawa, Canada

Background: The need to recognize and attend to physician health and
wellness has recently been emphasized, due to high levels of docu-
mented distress and burnout. The global pandemic has imposed even
greater stressors and novel work demands on clinicians.

Aim: To understand the experiences of physicians providing care during
a global pandemic.

Methods: Semi-structured interviews were conducted with physicians
across Canada about their experiences providing care to patients during
the COVID-19 pandemic. Thematic analysis methodology was used to
describe overarching themes.

Results: Twenty-three physicians (12 specialized palliative care, 5 inten-
sivists, 6 general internists) were interviewed. Interim analysis of 16
coded interviews revealed 8 main categories: confusion and uncertainty;
exhaustion and burnout; trauma; ethical considerations; isolation; pro-
fessional re-evaluation; altruism; and cohesion. Confusion and uncer-
tainty related mainly to the novel virus, leadership, and institutional
preparedness. Exhaustion and burnout encompassed workload, per-
sonal protective equipment, family life, and complexity. The trauma
theme included visitor policies, family surrogates, and patient manage-
ment. Ethical considerations included job demands vs personal and fam-
ily safety. Isolation was largely related to infection control measures.
Professional re-evaluation items included job satisfaction due to changed
patient encounters or novel structuring. Altruism items included unique
personal contribution to pandemic response and societal needs.
Cohesion items included supporting each other and team building.
Conclusion: Preliminary analysis revealed trauma and distress, but also
altruism and cohesion. These findings may inform interventions for phy-
sician health and wellness, as well as indicating ways to integrate mean-
ing and purpose into negative experiences to promote resilience.

FC 11 Dementia and Care Homes

Abstract number: D-09
Abstract type: Oral

Development of an Advance Care Planning by Proxy Intervention for
Residential Aged Care Residents without Decision Making Capacity
Jones L.%, Rutz Voumard R.%, Rhyner F.%, Rubli Truchard E.%, Jox R.J.1
ILausanne University Hospital, Chair of Geriatric Palliative Care,
Lausanne, Switzerland, 2Lausanne University Hospital, Palliative and
Supportive Care Service, Lausanne, Switzerland

Background: Residential aged care facility (RACF) residents are admitted to
RACFs later in life, with increasingly complex care needs. Many already
have limited medical decision-making capacity at admission. Advance Care
Planning (ACP) shows promising signs of promoting care in accordance
with patient wishes, through eliciting treatment wishes and preferences
but no ACP by proxy interventions, specifically designed for use with health
care proxies of RACF residents without decision-making capacity, exist.
Aims: Explore the needs of health care proxies, RACF health profession-
als and physicians for ACP by proxy on behalf of RACF residents without
decision-making capacity and develop a model of ACP by proxy for this
context.

Methods: Three focus groups with 13 RACF physicians, three focus
groups with 23 RACF health professionals and 16 semi-structured inter-
views with 19 health care proxies were conducted. Discussions were
transcribed and analyzed thematically using Braun and Clarke’s (2006)
framework. These results, combined with a review of the existing litera-
ture, were used to develop an ACP by proxy model.

Results: Health care proxies wished to be included in planning and deci-
sion making systematically, with consistent communication about RACF
residents’ health and treatments. Health professionals expressed need
for tools to identify health care proxies, discussion guides for ACP by
proxy discussions, communication training, and clear documentation.
Physicians and RACF professionals highlighted the importance of physi-
cian presence for discussions of emergency orders, yet time restrictions
limit the feasibility. Physicians also highlighted the need for
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documentation that is standardised, clearly stipulates treatment limits,
quickly understandable in case of emergency.

Discussion: These data were used to develop a model of ACP by proxy
for the RACF context: development and implementation will be dis-
cussed. Acceptability and feasibility are currently being tested.

Abstract number: D-14
Abstract type: Oral

What Influences Quality of Death and Dying in Dutch Nursing Homes?
Meijers J.%2, Khemai C.%, Thoolen S.1, Beerman B.%, Derks M.%, Bolt S.*
IMaastricht University, Health Services Research, Maastricht,
Netherlands, 2Zuyderland, Sittard, Netherlands

Background/aims: The quality of palliative care for people with demen-
tia is often suboptimal. It is important to understand what is needed
from a perspective of relatives to optimize the provision of palliative
dementia care. This study explored how the bereaved of people with
dementia experienced the overall quality of dying of their loved one.
Methods: A convenience sample of Dutch nursing homes (N=12) rou-
tinely collected data from bereaved family caregivers of residents with
dementia, from 2018-2020. Families’ perceived quality of end-of-life
care and quality of dying was measured using the End-of-Life in Dementia
Comfort Assessment at Dying (EOLD-CAD), Satisfaction With Care (EOLD-
SWC), and Symptom Management (EOLD-SM). Additional open ques-
tions concerned families’ perception of care provided during the last 3
months of their relative life. Answers to the open questions were the-
matically analysed. The relationship between demographic characteris-
tics and the EOLD scales were analyzed using multiple regression.
Results: The analyses included 277 relatives (average age 62, 63%
female, 70% Son/Daughter). Scores on the EOLD-CAD, SWC and SM
were, respectively, 30.47 (range 15 -42), 40.7 (range 12-6036.87 (range
15-54). For comfort, we found negative associations with falls at the end
of life, infections and lacking advance care plans (ACP). For symptom
management (EOLD-SM), we found negative associations with falls,
transitions to other setting and lacking ACP. Most relatives were satisfied
with end-of-life care (open questions and EOLD-SWC). They were dis-
satisfied with physician’s communication, staffing levels and continuity
on the ward. Involving volunteers increased satisfaction rates.
Conclusions: ACP discussions are important to symptom management
and comfort at the end of life with dementia in the nursing home setting.
Most relatives were satisfied with end-of-life care. Staff (nurses and phy-
sician, volunteer) engagement is related to this satisfaction.

Abstract number: J-03
Abstract type: Oral

Factors Associated with Emergency Department Attendance by People
with Dementia Approaching the End-of-Life: A Systematic Review
Thoms L.%, Evans C.22, Cripps R.%, Leniz J.1, Yorganci E.%, Sleeman K.1
1King’s College London, Cicely Saunders Institute, Palliative Care,
Rehabilitation & Policy, London, United Kingdom, 2Sussex Community
NHS Foundation Trust, Brighton General Hospital, Brighton, United
Kingdom

Background: People with dementia often experience repeated health
crises, resulting in emergency department (ED) attendance. These
attendances can be distressing and detrimental for people with demen-
tia and yet increase as individuals approach the end of life.

Aims: To identify factors associated with ED attendance by people with
dementia approaching the end of life.

Methods: Systematic search of six databases (MEDLINE, EMBASE, ASSIA,
CINAHL, PsycINFO and Web of Science) and review of grey literature.
Extracted data were synthesised using vote counting based on direction

of effect. Using a theoretical framework, results were categorised as
individual, clinical, or environmental factors. Strength of evidence was
determined using a pre-established algorithm.

Results: Of 18,204 references, 367 were selected for full-text review.
Findings of 23 studies were synthesised. Eleven factors of at least moder-
ate strength evidence were identified. High strength evidence supported
associations between reduced ED attendance and higher socio-eco-
nomic status, living in a care home and being unmarried. There was also
high strength evidence of associations between increased ED attend-
ance and previous hospital transfers, minority ethnic groups, presence
of depression, number of comorbidities, and rural living. Moderate
strength evidence supported associations between reduced ED attend-
ance and being a woman, having severe cognitive impairment and
receiving palliative care.

Conclusions / Discussion: This review has identified key factors associ-
ated with ED attendance by people with dementia approaching the end
of life. Interventions to enable people to remain in usual residence
should target patient groups from ethnic minority backgrounds, rural
residence, and those with lower-socio-economic status, depression,
comorbidities, and previous hospital transition.

Abstract number: J-09
Abstract type: Oral

Patterns of Unplanned Hospital Admissions among People with
Dementia: From Diagnosis to the End of Life

Yorganci E.., Stewart R.23, Sampson E.**, Sleeman K.%

1King’s College London, Cicely Saunders Institute of Palliative Care,
Policy and Rehabilitation, London, United Kingdom, 2Institute of
Psychiatry, Psychology and Neuroscience, King’s College London,
Psychological Medicine, London, United Kingdom, 3South London and
Maudsley NHS Foundation Trust, London, United Kingdom, *Marie
Curie Palliative Care Research Department, Division of Psychiatry,
University College London, London, United Kingdom, >°North Middlesex
University Hospital, Barnet Enfield and Haringey Mental Health Trust
Liaison Psychiatry Team, London, United Kingdom

Background: Unplanned hospital admissions can be burdensome for
people with dementia. We do not know how patterns of unplanned hos-
pital admissions change after diagnosis until death.

Objective: To describe the patterns of unplanned hospital admissions of
people with dementia from the point of diagnosis.

Methods: Retrospective cohort study using mental healthcare provider
database, linked to mortality and hospital data. People aged = 50 with a
recorded dementia diagnosis were included until death or study end. We
obtained sociodemographic, admission and illness-related variables.
Sample was stratified by duration since first dementia diagnosis.
Cumulative incidence, and rates for unplanned hospital admissions were
calculated.

Results: Cumulative incidence of unplanned hospital admissions was
76.8% (95% Cl 76.3% - 77.3%, n=14,759) for 19,221 people (1995-2018).
People who died accounted for 39,070 (72.3%) of 54,017 unplanned
hospital admissions (mean per person 3.7 (SD3.7) mean length of stay
8.3 (SD42.7) days). Unplanned hospital admission rates increased in the
last year of life and were higher for people diagnosed for a shorter dura-
tion; especially in those who died. Overall rates were lower for people
diagnosed for longer. Compared to those who were diagnosed for
longer, people who were diagnosed for shorter were older when diag-
nosed, had more comorbidities, behavioural, cognitive and social func-
tioning impairment. Infections were the most common reasons for
hospitalisations.

Conclusions: Unplanned hospital admissions increase towards end of
life for people with dementia, with higher rates in people diagnosed for
a shorter time. Understanding heterogeneity and timing of unplanned
hospital admissions may help plan timely care.
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Developing a Benchmarking Tool for Evaluating the Quality of End-of-
Life Care in Care Homes

Chan H.Y.1, Chan C.N.2, Liu F.C.2, Man C.2, Lau A.T.2, Sham M.M.?, Leung
E.M.2

1The Chinese University of Hong Kong, The Nethersole School of
Nursing, Faculty of Medicine, Hong Kong, Hong Kong, SAR of China,
2Hong Kong Association of Gerontology, Hong Kong, Hong Kong, SAR

of China

Background: Enhancing the quality of end-of-life care in care homes has
been among the top government policy agenda globally owing to the
increased prevalence of chronic progressive diseases in the older popu-
lation. However, consensus has yet been reached on how to evaluate
relevant care services in an objective manner.

Aims: This study aimed to develop a tool for assessing the quality of end-
of-life care services in the care home setting.

Methods: This is a capacity building project adopting a participatory
action research approach in government-funded care homes in Hong
Kong between 2016 and 2021. A list of quality indicators related to pal-
liative and end-of-life care in care home setting were identified through
a scoping review. The list was finalised with 30 indicators regarding
policy, staff education, assessment and management of symptoms,
care for dying residents, family support and bereavement care, follow-
ing consultation of 15 local, regional and international experts. Then,
the superintendents of the care homes in the project were asked to
indicate if their care homes met the requirement for three consecutive
years.

Results: Thirty six care homes completed the first 3-year cycle of the
project. At baseline, 14 indicators mainly related to advance care plan-
ning, documentation and arrangement for dying residents, were not
implemented in over half of the care homes. At 1-year follow up, all indi-
cators, except two about care for deceased residents and support for
religious practices, were implemented in most of the care homes. Similar
patterns were observed at the 2-year follow up.

Discussion: This is the first initiative aiming to enhance the quality of
end-of-life care in care home setting in the Chinese communities through
a systematic approach. A benchmarking tool was developed based on
internationally-recognised standard for identifying service gaps, and
thus provide insights into organizational and policy development.

FC 12 Palliative Care Identification and Impact

Abstract number: J-01
Abstract type: Oral

Population-based Projections of Place of Death for Northern Ireland by
2040

McKeaveney C.., McConnell T.%, Harrison C.2, Reid J.X

1Queen’s University Belfast, School of Nursing and Midwifery, Belfast,
United Kingdom, 2Marie Curie, Policy and Public Affairs, Belfast, United
Kingdom

Background: An increasingly older population, with escalating numbers
of deaths and increased demand for end-of-life care presents challenges
worldwide. It is therefore vital that Health and Social Care examine
where people die in order to forward plan.

Aim: Establish where people have died 2004-2018 and project which
care settings will require more end-of-life care resources by 2040.
Methods: Population-based trend analysis of place of death in Northern
Ireland (2004-2018 from Northern Ireland Statistics and Research

Agency). Projections used linear modelling (2019-2040 projections by
Office of National Statistics).

Results: Deaths are projected to increase by 45.9%, from 15,922 in 2018
(of which 36.3% will be aged 85+ years) to 23,231 deaths in 2040 (39.8%
aged 85+ years). From 2004 to 2018, proportions of home and care
home (defined as nursing and residential beds) deaths increased (24.5-
27% and 16.3-19.4% respectively), while the proportion of hospital
deaths declined (51.9-47.6%). If these trends continue, deaths within
the community (home and care home) will account for between 46.7-
55.2% of all deaths by 2040. However, if care home capacity is capped at
current levels (as of 2018), hospital deaths are projected to account for
the largest proportion of deaths by 2040 (51.7%).

Discussion: Rising deaths in an increasingly older population has implica-
tions for end-of-life care provision. Findings identified an increasing
need for end-of- life care over the next 20-years, particularly within com-
munity settings. These projections highlight the need for comprehensive
planning to ensure service provision within the community meets popu-
lation needs.

Funded by Marie Curie.

Abstract number: K-01
Abstract type: Oral

Palliative Care, COVID-19 and Universal Health Coverage: Results of a
Global Survey

Morris C.2, Downing J.2, Connor S.%, Marston J.3

Worldwide Hospice Palliative Care Alliance, London, United

Kingdom, 2International Children’s Palliative Care Network, Bristol,
United Kingdom, 3Palliative Care in Humanitarian Aid Situations and
Emergencies, Bloemfontein, South Africa

Background: The importance of palliative care (PC) in the response to
COVID-19 & as a crucial part of essential health services within Universal
Health Coverage (UHC) is well recognised. However, despite various
policy commitments globally & nationally, there was concern that PC
was not being integrated into COVID-19 responses, that essential PC ser-
vices were being disrupted for adults & children with pre-existing condi-
tions & that people are experiencing avoidable serious health-related
suffering (SHS) as a result.

Aims: To understand & highlight the situation in regard to PC access
& government integration of PC & UHC during the COVID-19
pandemic.

Methods: An online survey was undertaken of members & partners
from three global palliative care networks. The survey was administered
through survey monkey & included both closed &open questions. 90
responses were received between 17-29 June 2020 from 40 countries.
Quantitative & qualitative analysis was undertaken of the data.

Results: 5 key areas were identified: Access to PC - services for individu-
als with pre-existing PC needs were disrupted & people with COVID-19
were not getting the PC they need, with vulnerable groups particularly at
risk; Government integration of PC - PC was rarely integrated into the
COVID-19 response or being financed; Financial sustainability of PC
organisations — most are concerned about this; UHC & PC — only 50%
reported PC was part of their countries UHC response; & Partnerships
for PC— Non PC organisations were supporting the integration of PC into
the COVID-19 response.

Conclusion/Discussion: Recommendations have been made to govern-
ments to integrate PC into COVID-19 responses, training health workers
in PC & build back better through the integration of PC into health sys-
tems, including UHC. It is a moral imperative to ensure that adults &
children are not experiencing avoidable SHS during the COVID-19 pan-
demic which could be alleviated through access to integrated & cost-
effective PC.
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Implementation of the Supportive and Palliative Care Indicators Tool
(SPICT™) in General Practice in Germany — An Interventional Study
Afshar K.%, Schrader S.%, Miiller-Mundt G.%, Schleef T.%, Stiel S.%,
Schneider N.%, van Baal K.

1Hannover Medical School, Institute for General Practice, Hannover,
Germany

Background: Needs of patients in their last phase of life can be ade-
quately met within primary palliative care (PC) provided by general prac-
titioners (GPs). Yet, a structured strategy to identify patients who might
benefit from a PC approach is often missing.

Aims: Aim of this study was to implement the Supportive and Palliative
Care Indicators Tool (SPICT™) in general practice in Germany and to
evaluate its effects and practicability.

Methods: The study was part of the interventional project “Optimal
Care at the End of Life” (OPAL). In 2019, GPs in two counties in Lower
Saxony, Germany, received standardised training on applying SPICT™™
during regular consultation hours over a period of twelve months in
adult patients with at least one chronic progressive disease. A follow-up
survey was conducted six months after initial assessment. Data were
analysed descriptively.

Results: 43 GPs (n=15 female, median age 53 years) out of 32 general
practices applied SPICT™ in daily practice and assessed 580 patients
(n=345 female, median age 84 years). Main underlying diseases were of
cardiovascular (47%) and oncologic (33%) origin. Follow-up after six
months included 412 patients and showed that the most frequently initi-
ated PC actions were a review of current treatment/medication (76%)
and a clarification of treatment goals (53%). 217 patients (53%) went
through at least one critical incident in the disease progression (e.g.
acute crisis) and 141 (34%) had died. The application of SPICT™ was
deemed to be practical by 85% of GPs, 66% would like to continue to
apply SPICT™ in daily practice.

Conclusion: SPICT™ is a practical tool that supports the identification of
patients who are at risk of deterioration or dying and who might benefit
from a PC approach. Moreover, the application of SPICT™ supports the
initiation of patient-centred measures (e.g. review of medication, clarifi-
cation of treatment goals).

Funding: Innovation Fund of the Federal Joint Committee (01VSF17028)
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Tool: Progressive Disease - Heart Failure
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Background: People with advanced heart failure have significant sup-
portive and palliative care needs requiring systematic assessment.

Aim: We aimed to assess the validity of the Needs Assessment Tool:
Progressive Disease — Heart Failure (NAT:PD-HF) for determining pallia-
tive-care needs in a heart failure population.

Methods: Secondary analysis of routinely collected, anonymized patient
data from a palliative care-heart disease service improvement pilot.
Baseline clinico-demographic information, NAT:PD-HF and the Integrated

Palliative care Outcome Scale (IPOS) data were collected. IPOS and
patient/carer-report data were repeated at the care-episode end.
Analysis: concurrent validity between NAT:PD-HF items and comparison
measures (Kendall’s tau; kappa); construct validity via known-group com-
parisons (non-parametric, Bonferroni-corrected tests); predictive utility
of NAT:PD-HF for survival (multivariable Cox hazard regression model).
Results: Data from 88 patients (50% men; mean age 85; median survival
205 days; 64% left ventricular systolic dysfunction) were analysed.
Persistent symptoms and information needs were the two commonest
concerns. Prevalence- and bias-adjusted kappa values indicated moder-
ate agreement for physical symptom needs (k: 0.33 for patients, 0.42 for
carers). Substantial agreement was observed for patient/carer psycho-
logical symptoms, spiritual and psychosocial, and information needs (k
= 0.6). NAT:PD-HF distinguished between patients with different sur-
vival times, number of comorbidities, Australia-modified Karnofsky
Performance (AKPS) scores and phase of illness with moderate to high
effect sizes. NAT need was not a predictor when adjusted for heart fail-
ure mortality risk score and AKPS (2-4 needs HR: 1.58, 95% Cl: 0.96-1.83;
5-8 needs HR: 1.54, 95% Cl: 0.99 — 1.79).

Conclusions: The NAT:PD-HF is a valid tool for the clinical assessment of
physical, psychosocial, information, practical, and family support needs.
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opment and Face Validation of a New Measurement Instrument

van Driessche A.L, Gilissen J.2, De Vleminck A.%, Kars M.2, Fahner J.2, van
der Werff ten Bosch J.3, Deliens L.%, Cohen J.1, Beernaert K.1

Vrije Universiteit Brussel & Ghent University, Brussel, Belgium, 2UMC
Utrecht, Center of Expertise in Palliative Care, Julius Center of Health
and Primary Care, Utrecht, Netherlands, 3University Hospital Brussels,
Department of Pediatric Oncology, Brussel, Belgium

Background: While structured advance care planning (ACP) has been
identified as an important process to improve pediatric cancer care, an
appropriate and validated instrument to measure behavior change as a
result of ACP communication between adolescents with cancer and their
parents, is currently lacking.

Aims: To develop and face-validate an instrument to measure behavior
change in adolescents with cancer (age 10-18) and their parents, as a
result of ACP.

Methods: The Theory of Planned Behavior instructed identification of
four key constructs to operationalize ACP as a health behavior: attitude,
self-efficacy, intention and actual behavior. Existing validated ACP/com-
munication-related measures were reviewed (eg PACS, Collaborate
Scale, Active Empathic Listening Scale) and combined with self-devel-
oped items. The prototype instrument was linguistically improved and
made age appropriate by a literacy expert agency. Cognitive interviews
with adolescents who were diagnosed with cancer (n=4) and parents
(n=6) were then performed. Feedback using thematic analysis and dis-
cussions with the researchers informed refinements.

Results: The final instrument includes 7 subscales, each varying between
3 to 20 items. Most are 5-point Likert scale (strongly disagree—strongly
agree). Key feedback from testing includes: clarifying clinical jargon and
ACP concepts (eg. “preferences for care and treatment” changed to
“what is important concerning my care and. . .”), specifying references
to time (eg “recently” to “last month”) and removal or rephrasal of items
perceived as inappropriate (eg items asking about parents’ own needs
on ACP communication).
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Conclusion: We developed and tested an instrument to measure change
in different ACP health behavior constructs in adolescents with cancer
and their parents. While further validation is needed, it provides an
opportunity to select pertinent primary endpoints for intervention stud-
ies focusing on parent-adolescent ACP in pediatric oncology.
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Parental Decision-making Behaviors in Pediatric ACP: A Qualitative
Study
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Background: Pediatric advance care planning (pedACP) can help in facili-
tating goal-concordant care. The pedACP process poses a huge challenge
for parents and health care professionals alike, including the need to
face prognostic uncertainty.

Aims: We aimed to analyze parental decision-making behaviors during
pedACP processes with parents of children with life-limiting diseases
lacking decision-making capacity.

Methods: The PREPARE project on pedACP includes a qualitative study
employing participatory observation of the conversation processes. Data
are analyzed using conversation analysis.

Results: Data analysis shows two broad categories of parental decision-
making behavior:

a) decisiveness and certainty: parents are very clear on spe-
cific treatment limitations, due e.g. to former decisional
regret, experiences of burdensome medical measures, or
fear of unwarranted life prolongation;

b)  non-decisiveness and ambivalence, leading to reticence
towards advance care decisions, due e.g. to fears of making the
‘wrong decision’, of withholding treatment too early, and wor-
ries that health care professionals might ‘give up’ on the child.

Participatory observation indicates that, especially for less-decisive par-
ents, an open-minded attitude, sensitive communication, interprofes-
sional support and development of anchor criteria are keys to parental
trust in pedACP. Relevant anchor criteria observed included ‘what is
meaningful for the child’s life’ and carefully negotiated care goals.
Conclusion: To meet parental needs in pedACP we need to understand
the different levels of parental decisiveness and to deal with them sensi-
tively. It is crucial to avoid pressuring less-decisive parents on decisions
in order not to lose their willingness to engage in pedACP. Developing
anchor criteria and negotiating goals of care appear as helpful strategies
to prepare for future decisions.

The PREPARE study was funded by the German Federal Ministry of
Education and Research [grant number 01GY1709].
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Background: Parents value the opportunity to discuss the end-of-life
(EOL) of their seriously ill child in advance. Discussing the EOL is per-
ceived as challenging in clinical practice and is often avoided or post-
poned. It is unclear how clinicians and parents address the EOL in
advance care planning (ACP). Insight in communication patterns can sup-
port improvement of EOL communication.

Aim: To assess how clinicians and parents address and respond to EOL
themes in ACP conversations

Methods: This study is an exploratory qualitative analysis of 25 ACP con-
versations based on the Implementing Pediatric Advance Care Planning
Toolkit. This toolkit provides prompts to address ACP themes including
EOL. Fourteen clinicians, 38 parents and 4 children participated in the
ACP conversations. Fragments about the child’s EOL were identified and
analysed on communication patterns using an inductive qualitative
approach.

Results: The child’s EOL was addressed in 24 ACP conversations.
Clinicians and parents used explicit and implicit questions or statements
to initiate a dialogue about the child’s EOL. Responses to these initiatives
could be direct responses in which the child’s EOL was explicitly dis-
cussed; indirect responses, that involved talking about EOL in general
but not specified for the child’s situation; a reflection or paraphrase of
the initiative without a subsequent dialogue; or ignoring the initiative by
changing to another subject. Explicit initiatives lead to clear and open
EOL dialogues, whereas implicit initiatives were mostly followed by an
indirect response. None of the explicit initiatives of clinicians were
ignored by parents. Clinicians sometimes ignored an explicit initiative
from a parent.

Conclusion: The child’s EOL was frequently addressed in ACP. Explicit ini-
tiatives to discuss the EOL were followed by concrete EOL dialogues. No
evasive responses of parents were observed, suggesting the child’s EOL
can be addressed safely in a structured ACP conversation.
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Impact of Advance Care Planning in Pediatric Oncology
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Background: Although outcomes for children with cancer have improved
greatly, significant suffering remains, especially for children who die
from disease. Pediatric Palliative Care (PPC) seeks to lessen this burden,
one of the most useful tools being an advance care plan (ACP).

Aim: To evaluate the impact of ACP in the experience of children who
died from cancer in a Pediatric Oncology Department (POD).

Methods: Medical records of children who died between 01/15-12/19
from progressive disease were reviewed. Bivariate analysis by ACP status
was performed; statistical significance was set at p<< 0.05.

Results: 113 children were included, 51% male. Age at death ranged
from 3 m-18y (<1=3%; 1-5=31%; 6-10=28%; 11-14=23%; 15-18=14%).
Most children had solid tumors (46%); 46% had documented ACP.
Overall, median time admission-death was 1.4y; to first ACP was 1.8y.
Most patients died in a ward (table). Survival was longer in children with
ACP (2.0 vs. 0.8y, p<<0.001).

Discussion: Despite limitations, our study found that children with an
ACP trended towards death at home or a PC unit and none died in ICU.
These findings highlight the relevance of ACP in planning place of care/
death. Children with an ACP (though many initiated late in the disease
course) also had an increase in survival. This may mean better supportive
care vs. clinicians being more likely to discuss ACP with patients expected
to live longer, warranting further research. PODs should strive to inte-
grate PPC and promote ACP discussions early in the course of disease.
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W/O0 ACP W/ACP p
(N =61) (N =52)
Age at time of death, y (IQR) 6(3-11) 10 (6-14) 0.005

Time from admission to death, y (IQR) 0.8(0.4-2.3) 2.0(1.2-3.6) <0.001

Place of death, N(%) 0.001
Home 2(3) 11 (21)
Oncology ward 33 (54) 28 (54)
Other ward 17 (28) 11 (21)
Icu 9(15) 0
PC unit 0 2 (4)
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Background: Advance care planning is considered part of the standard
of care for children with life-limiting conditions worldwide, although
there remains inconsistency in approach to this care. Theoretically, it
aims to help families and paediatricians prepare and plan for end of life
decision making. However, there is a paucity of literature describing
what this preparation involves, and whether paediatricians recognise a
difference between the process of advance care planning and its poten-
tial documentation, such as resuscitation plans.

Aim: To understand how paediatricians conceptualise advance care
planning in their care of children with life-limiting conditions.

Methods: Individual semi-structured interviews of 25 purposively sam-
pled paediatricians were conducted between May 2019 and June 2020.
These audio-recorded interviews incorporated a clinical vignette rele-
vant to the clinical practice of each paediatrician. Interview transcripts
underwent inductive content analysis.

Results: Four key themes were identified; (1) advance care planning as
part of the continuum of decision making, (2) the emotional impact of
advance care planning, (3) elements of advance care planning discus-
sions, and (4) adopting a family-centred approach. When considering
the elements of advance care planning discussions, paediatricians iden-
tified three broad steps; (i) communicating the child’s potential risk of
death, (ii) moving from fantasy to reality, and (iii) documentation of deci-
sions related to resuscitative measures or intensive care technologies.
Conclusion / discussion: The process of advance care planning is often
under-recognised and under-valued by paediatricians. Hesitancy in doc-
umenting decisions in advance was described. Elements of discussions
to prepare families and paediatricians to make decisions at the time
when the child is seriously unwell are practiced but not necessarily
intentionally or described in terms of advance care planning.

FC 14 Families and Carers
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Dying at ‘Home’: Bereaved Family Caregivers’ Experiences of Just-in-
Case Medications at End of Life

Pilsworth A.%, Patterson A.%, Faull C.
1LOROS Hospice, Leicester, United Kingdom

Background: More than half of patients with a terminal diagnosis wish
to die at home. NICE recommends provision of Just-In-Case (JIC) inject-
able medications as a way of managing symptoms and facilitating this.
There is little published evidence however regarding the experience of
family caregivers (FCGs) in relation to the presence of these in the home
and the administering of these when needed.

Aim: The objective of this study was to explore FCGs’ experiences and
identify ways to improve practice.

Methods: Thematic analysis of 14 semi-structured interviews, under-
taken with 18 FCGs who had JIC medications in the home. These were
identified through purposive sampling of FCGs who had completed a
questionnaire sent 3 to 9 months post-bereavement.

Results: Some FCGs reported feeling shocked and distressed when
they realised that these medications indicated that their relative was
approaching end of life. There were also concerns associated with
obtaining, storing and eventually disposing of such medications.
Administering these medications, particularly in terms of sourcing the
right support from professionals in a timely manner often proved
problematic. FCGs expressed a willingness to engage with administer-
ing JIC medication, but worried about legal and moral implications
whilst others felt their emotional involvement might hamper their
efforts. Those most likely to become involved in administering were
those with some previous health experience or training. A number of
systemic barriers also impeded the smooth administering of JIC
medications.

Conclusion: Most FCGs find having these medicines generally positive
but for some it is a source of distress and anxiety especially where there
has been poor communication and professional support has been diffi-
cult to access at the point at which it has been needed. A good experi-
ence relies heavily on the confidence, competence and continuity of the
staff overseeing all aspects of the patient’s end of life.

Abstract number: C-04
Abstract type: Oral

Family Carers’ Support from Healthcare Professionals in Conducting
ACP Conversations with their Seriously Il Relatives: A Cross-sectional
Survey of Bereaved Family Carers
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Background: Family carers’ (FC) have a prominent role in caregiving for
people with serious illness. No studies, so far, have examined to what
extent FC perform ACP conversations with their relative, whether and by
which healthcare professional (HCP) they are supported to do these con-
versations, and in what manner they are supported.

Aim: To investigate what proportion of FC have discussed ACP with per-
sons with a serious chronic illness in the final 3 months of life and to
investigate what proportion of these FC received support from HCP for
these conversations, how they were supported and whether or not the
support received was sufficient.

Method: Population-based cross-sectional survey of bereaved FC of per-
sons with a serious chronic illness (N=3000). The survey asked about
whether or not FC had had ACP conversations with their chronically ill
relative in the final 3 months of life, whether or not the FC were sup-
ported by HCP for these conversations, how and if they evaluated the
support as sufficient.
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Results: The response rate was 53.3%. The proportion of FC engaged in
an ACP conversation with their relative was 46.9% (n=564). Of these,
21.9% indicated they were not supported by any HCP to do ACP conver-
sations. Those who were supported, were so most often (50%) by a gen-
eral practitioner and most often by doing the ACP conversation together
(51%), less often by educating the FC in how to do ACP conversations
(18.9%) and rarely by referring to other useful sources on how to do ACP
conversations (9.9%). For 63.5% of the FC, the support received by the
HCP was deemed sufficient.

Conclusion: Our study is the first to provide a population-based estimate
of the proportion of FC that has ACP conversations with their seriously ill
relatives, which happen in about half of FC. Our study indicates that HCP
involve FC in ACP conversations with seriously ill persons, but a more
empowering support aimed at enabling FC to do the ACP conversations
themselves is rare.
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A Systematic Review with Narrative Synthesis on Mutual Support
between Patients and Family Caregivers in Palliative Care
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Background: Studies on family caregiving in palliative care have tradi-
tionally conceptualised family caregivers as providers of support and
patients as recipients of support. Hence, how patients and family car-
egivers in palliative care support one another is poorly understood.
Aim: To identify how the patient and family caregiver in palliative care
act as mutual support for one another.

Methods: A systematic review and narrative synthesis of original studies
published between January 2000 and March 2020 pertaining to mutual
support between patients and family caregivers in palliative care was
conducted. Databases searched included MEDLINE, CINAHL, Embase,
AMED, PsycINFO, and PsycARTICLES. Only studies published in full and in
English and which reported on the patient and/or family caregiver per-
spective were included.

Results: Ten studies (three quantitative and seven qualitative) met inclu-
sion criteria. Most studies comprised only cancer patients and/or their
family caregivers and were conducted in western developed countries.
Synthesis of the studies revealed that patients and family caregivers sup-
ported one another by remaining positive for each other, by disclosing
their concerns to each other, and by adapting together to their changing
roles. However, patients and family caregivers did not routinely commu-
nicate their distress to each other, and lack of mutual disclosure resulted
in conflict between them. Limited support from the wider family made
family caregivers feel challenged in their caregiving role.
Discussion/conclusion: Research on mutually supportive relations
between patients and family caregivers in palliative care is limited in
scope. Studies to identify more substantively, actions or interactions that
explain how patients and family caregivers in palliative care act as
mutual support for one another, are needed. The impact of the wider
family on supportive relations between patients and family caregivers in
palliative care requires close attention.
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Caregiving Experiences of Informal Carers of People Living with MND;
A Qualitative Evidence Synthesis
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Background: Motor neurone disease (MND) is a neurodegenerative dis-
ease with rapid progression & potential for complex, disabling symp-
toms & care needs. Its progression & associated deterioration in health
is likely to occur over weeks & months & requirements for care often fall
to informal carers. The caring role can impact on carers’ quality of life &
cause psychological distress. Understanding the experiences & needs of
carers is vital so that appropriate support can be provided & that ser-
vices are configured to reflect their needs.

Aims: To explore the caregiving experiences of informal carers of people
living with MND through a qualitative evidence synthesis (QES).
Methods: A QES using the 14 domains from Carers Support Needs
Assessment Tool (CSNAT) as an a priori framework for synthesis.
Searches in CINAHL, MEDLINE, PsycINFO, & Social Science Citation
Index used terms for MND, amyotrophic lateral sclerosis, palliative care,
qualitative research. Included papers were data extracted & assessed
for quality.

Results: 42 papers were included, representing the experiences of 596
carers. Caring for someone with MND has impact emotionally & physi-
cally from the point of diagnosis. Carers frequently place the needs of
the individual with MND before themselves, neglecting their health,
other family & their careers & struggle to take time away from caring.
Carers need to be able to trust individuals & services who offer support
in order to take a break. Formal support for people with MND should be
given by those skilled in caring for someone with the disease in order to
be of value. Carer support interventions should be available outside nor-
mal working hours for carers in paid employment/with other commit-
ments. The CSNAT domains provided an effective a priori framework for
analysis.

Conclusion: Carers of people with MND have specific support needs
throughout the course of the disease & require those providing care to
have specialist knowledge in order for it to be effective.
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How to Provide Grief Support to Caregivers Systematically? The
Evaluation of a Grief Support Toolkit for Generalist Healthcare
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Background: Supporting caregivers before and after the death of
patients with life-limiting diseases is essential in palliative care. Bereaved
caregivers often indicate to have missed grief support.

Aim: Develop and evaluate a toolkit for generalist care professionals to
provide grief support more systematically.

Methods: The toolkit was developed based on literature, expert input and
interviews with professionals, family caregivers. It included a step-by-step
guide for professionals, information for caregivers, and at institutional
level, appointment and education of grief ambassadors. The toolkit was
introduced in five nursing homes, three hospitals, and evaluated after 6
months using focus group interviews with a convenience sample of in total
15 doctors, nurses and department managers. Using thematic analysis,
facilitators and barriers for providing systematic grief support after intro-
ducing the toolkit were identified. In addition, a quantitative pre- and
post-test survey among professionals (n = 36 completed both; response
rate: 6%) was conducted which assessed awareness of grief support
needs, satisfaction with grief support practice, knowledge and skills, and
grief support provided before and after the introduction of the toolkit.
Results: According to focus group participants, the toolkit provided a
practical guide, increased awareness of the importance of grief support
and increased feelings of competence. The main barrier for providing
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grief support systematically was lack of skills of professionals to talk to
family caregivers about approaching death before start of the dying
phase. The pre- and post-test survey showed that the toolkit significantly
increased knowledge of and skills for grief support before death (t=-2.8,
p=.01and t=-2.7, p= .01 resp.) but there were no significant changes for
other outcomes tested.

Conclusion: Our toolkit facilitates providing grief support more
systematically.

Table 1. Facilitators and barriers for providing grief support systematically before
and after the death of patients with life-limiting diseases in nursing homes and
hospitals assessed after the introduction of the grief support toolkit.

Facilitators:

. Availability of the toolkit, as a practical step-by-step guide for grief support and
a way to increase awareness of the importance and feelings of competence.

. Awareness among health care professionals that the patient is in the palliative
phase of disease.

. Continuous support and facilitation for systematic grief support by department
managers.

4. Appointment of bereavement care ambassadors on each ward.

Barriers:

1. Limited communication skills of healthcare professionals to talk to caregivers
about the death of their loved one before the start of the dying phase.

. Lack of knowledge of health care professionals on early palliative care (in
contrast to palliative care in the dying phase).

. Quality palliative care delivery not receiving high priority on the agenda of the
care organization.

4. Lack of time, in particular for bereavement care.

Main funding source: Netherlands Organization for Health Research and

Development (ZonMw).
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Background: The global incidence of cancer is increasing, and the Middle
East is projected to be one of the most impacted regions. Increasing
number of people would benefit from palliative care (PC), but access is
poor, especially for children. Individuals with advanced cancer need
person-centred PC, yet evidence to date has rarely asked children, young
people (CYP) and their families what matters to them.

Aim: To identify palliative care symptoms and concerns among children,
young people and their families facing advanced cancer in Turkey and
Jordan.

Methods: Semi-structured in-depth interviews were conducted in a
Turkish University Oncology Hospital and a Jordanian Cancer Centre.
Purposive sampling was used. We recruited 25 CYP with advanced can-
cer (age 5-17); 15 parents or caregivers of CYP of any age living with
advanced cancer; and 12 multi-professional paediatric PC staff. An inter-
disciplinary and collaborative approach to thematic analysis using NVivo
12 was conducted concurrently across the three partner sites.

Results: 104 interviews were conducted in Turkey and Jordan.
Preliminary findings highlight that the main concerns of CYP and their
families cover the existing WHO dimensions of PC. Pain was the most
reported physical symptom, and fear of the pain caused by needles was
one of the most important concerns for CYP. Participants reported that
psychological needs were the most important for them, despite not
being the priority for care teams. The isolation and limitations to con-
duct enjoyable activities, CYP’s “boredom” during the hospital stay, and
fear of infection were among the most reported psychosocial concerns.
Staff acknowledged the difficulties in addressing these needs as parents
and CYP’s needs and expectations were different.

Conclusion: Our data suggest the importance of understanding the chil-
dren’s psychological concerns and addressing their pain. These data will
now form a measurement and quality improvement programme in
Turkey and Jordan.

Abstract number: 1-08
Abstract type: Oral

End of Life Care for Newborns with Major Congenital Malformations in
a Tertiary Neonatal Referral Center in Brazil

Gibelli M.A.B.C.%, Carvalho W.B.d.%, Krebs V.L.J.1

Instituto da Crianga e do Adolescente do Hospital das Clinicas da
Faculdade de Medicina da Universidade de Sdo Paulo, Pediatrics, Sdo
Paulo, Brazil

Background: Major congenital anomalies (MCA) are an important cause
of death in the Neonatal Intensive Care Unit (NICU) and End of life Care
of those patients is poorly described.

Aims: To describe end of life care for those patients admitted ina a NICU.
Methods: All newborns with MCA who died during hospitalization in
the NICU in a 3-years period were included. Treatment offered up to 48
hours before death, such as ventilatory support (VS), use of vasoactive
drugs (VAD), antibiotics (ATB), sedation and / or analgesia, presence of
central venous access (CVA), invasive procedures were analyzed as
shared decision to limit therapeutic intervention (LTI) and the influ-
ence of follow-up by the perinatal palliative care (PPC) group before
birth.

Results: 74 newborns with MCA died in the NICU during the study.
81.1% had CVA, 74.3% were on VS, 56.8% received ATB and 43.2% used
some sedative or analgesic drugs. 46% of the families chose LTI. 41.9% of
families had been followed up by the PPC group during pregnancy. When
compared, the group that decided on the LTI and the group on full care,
it was observed that there was less exposure to VAD (p = 0.003), ATB (p
= 0.003) and less invasive procedures were performed ( p = 0.046).
There was no change in the VS offered (p = 0.66) and palliative extuba-
tion was not performed in any patient. The PPC group had a shorter hos-
pital stay (p = 0.049), was less submitted to invasive ventilation(IV) (p =
0.0391) and received less ATB ( p = 0.018).

Conclusions: EolL care analyzed at the NICU was characterized by the
presence of CVA (81.1%), use of IV (74.3%), use of VAD (70.3%). LTI was
characterized by the maintenance of the current treatment at the
moment of identification of a terminal situation with rejection of new
interventions that could increase suffering. Follow-up by the PPC group
allowed the patients’ hospital stay to be shorter and that they were less
exposed to IV and ATB.

Abstract number: 1-09
Abstract type: Oral

The Butterfly Pathway: Supporting Families Following the Antenatal
Diagnosis of a Life-limiting Condition in a Neonatal Intensive Care Unit
Setting

Burleigh C.%, Ahsan S.%, Jones V.., Vasudevan C.?

1Bradford Teaching Hospitals NHS Foundation Trust, Bradford, United
Kingdom
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Background: Perinatal palliative care pathways are highlighted as tools
to improve care and achieve consistency for families facing a life-limiting
diagnosis. There are inherent diagnostic and prognostic uncertainties
associated with such conditions.This multidisciplinary service, known as
the “Butterfly Pathway”, is led by a consultant neonatologist in collabo-
ration with the perinatal palliative care team from a children’s hospice,
fetal medicine team and regional specialists.The main aims of this ser-
vice are to support families in decision-making about their babies’ care
and offer comprehensive family support.

Aims: To study the demographic and clinical profile of babies referred
antenatally to the service and understand clinical outcomes.

Method: Retrospective review of all babies referred to the pathway (Aug
2016 -Dec 2020). Data were obtained from electronic and paper medical
records for mother and baby.

Results: 52 referrals were accepted within the stated time period. The
most common reasons for referral were structural, chromosomal and
musculoskeletal abnormalities. 92% women agreed to the referral and
were seen in clinic. Of the 40 patients seen, a limitation or avoidance of
invasive treatment was agreed in 88% cases. Planned interventions at
delivery were agreed based on the clinical situation and parents’ wishes.
Of the 52 patients referred, almost half (24) had an intrauterine death.
26 babies were born alive (50%), of which 11 died within 24 hours of
birth.12 babies (23%) were discharged from hospital alive. This compre-
hensive service provides the opportunity for parents to advocate for
their babies and make valuable memories.

Conclusion: PPC pathways have the potential to ensure that families
receive consistent, high quality care during a potentially devastating
time. This study adds to the evidence that PPC services are usually wel-
comed by parents, aid decision-making and help support professionals
to avoid distressing invasive interventions.

Abstract number: 1-12
Abstract type: Oral

Existential and Spiritual Care Needs of Parents of Children with a Life-
limiting Condition, a Qualitative Interview Study

Brouwer M.%, Bas-Douw B.%, Leget C.2, Teunissen S.%, Kars M.1
1University Medical Center Utrecht, Julius Centrum, Utrecht,
Netherlands, 2Universiteit voor Humanistiek, Utrecht, Netherlands

Background: The life-limiting condition of a child affects the lives of par-
ents on many levels. Parents care for their child, often at a cost of profes-
sional, social and family life, and have to anticipate the potential
prospect of losing their child. Studies indicate that many parents do not
feel properly supported when dealing with existential questions that
may rise.

Aim: The aim of this study is to explore existential and spiritual care
needs of parents of children with life-limiting conditions.

Methods: In this exploratory qualitative study, we held in-depth inter-
views with parents of children (0-21y) with life-limiting conditions and
recently bereaved parents. A thematic analysis was performed by a mul-
tidisciplinary team.

Results: 22 parents of 20 children participated. Major care needs relate
to reevaluating life goals and expectations, the importance of being pre-
sent, loneliness and loss of control. Parents describe these themes in an
overlapping tension between holding on to normality (even if this is
unattainable) and facing the overwhelming seriousness of the illness.
They have to continuously adjust their identity to a changing reality.
Parents describe positive sides as well, as caring for their child gives
them purpose and meaning in life. After the death of a child, next to the
grief of losing their child, parents have to ‘reinvent’ themselves, their
family life and social lives.

Conclusion/discussion: Existential and spiritual care needs are not often
addressed. By understanding what parents go through, professional care
givers may be able to support them better in the future. The challenges

of parents relate to how they can reconnect with what makes them
human, despite the changes they face in their lives. Normalising conver-
sations on such themes can help parents to feel supported in the loneli-
ness of dealing with existential challenges.

This study is supported by the Dutch Organisation for Health
Research&Development (grant no. 10050011910008)

Abstract number: I-15
Abstract type: Oral

Existential Concerns of Children and Young People with Life-limiting or
Life-threatening Conditions

Scott H.1, Coombes L.%, Hardarddttir D.1, Braybrook D., Roach A.%,
Downing J.>1, Bluebond-Langner M.3, Murtagh F.%, Farsides B.>, Harding
R.%, on behalf of C-POS

1King’s College London, Cicely Saunders Institute, London, United
Kingdom, 2International Children’s Palliative Care Network, Kampala,
Uganda, 3University College London, Louis Dundas Centre for Children’s
Palliative Care, London, United Kingdom, #University of Hull, Wolfson
Palliative Care Research Centre, Hull, United Kingdom, SUniversity of
Sussex, Brighton, United Kingdom

Background: Whilst evidence suggests that children and young people
(CYP) with life-limiting or life-threatening conditions (LLLTC) have exis-
tential concerns, it is a research area often unexplored, partly due to
ethical challenges. Existential concerns can be more difficult for health
and social care professionals to elicit in comparison to physical, psycho-
logical, or social concerns.

Aim: To explore how CYP with LLLTC conceptualise and express existen-
tial concerns.

Methods: Semi-structured qualitative interviews with purposively sam-
pled CYP with LLLTC (aged 5-17) from 9 UK inpatient and outpatient
sites. Verbatim transcripts were analysed using framework approach,
using inductive and deductive coding in NVivo.

Results: 26 CYP with a range of LLLTC (6 cancer/20 non-cancer) were
interviewed. Themes included: uncertainty of the future, determination
to live life to the fullest, and meaning of life. CYP often faced uncertainty
due to the unpredictability of their LLLTC. They faced internal conflict
over accepting the possibility or actuality of death whilst simultaneously
wanting to fight to keep going and survive. Being able to live life to the
fullest by taking part in activities they enjoy was very important and
made life meaningful. Concerns around uncertainty and unpredictability
were more commonly described by CYP with cancer, gastrointestinal,
congenital, or metabolic conditions than those with neurological or res-
piratory conditions.

Conclusion / Discussion: Addressing existential concerns is essential for
a CYP-centred approach to paediatric palliative care. Despite the chal-
lenging topic, this research has identified several existential concerns of
CYP with LLLTC. Assessment, management, and care planning must
involve and enable CYP to identify goals and concerns most important to
them. Working with CYP to set achievable goals for the future offers one
way to support a meaningful life.

Funding: EU Horizon 2020

FC 16 Palliative Care and COVID - Session 2

Abstract number: 0-02
Abstract type: Oral

The Support Needs and Experiences of People Bereaved in the UK dur-
ing the Covid-19 Pandemic: Baseline Results from a Mixed-methods
Longitudinal Survey

Harrop E., Farnell D.2, Longo M.%, Byrne A.%, Goss S.%, Torrens-Burton
A.3, Nelson A.1, Seddon K.2, Machin L.% Sutton E.>, Sivell S.2, Selman L.5,
Bereavement during Covid-19 Study Group
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1Cardiff University, Marie Curie Research Centre, Division of Population
Medicine, Cardiff, United Kingdom, 2Cardiff University, School of
Dentistry, Cardiff, United Kingdom, 3Cardiff University, PRIME Centre,
Division of Population Medicine, Cardiff, United Kingdom, “Keele
University, Keele, United Kingdom, >University of Bristol, Palliative and
End of Life Care Research Group, Population Health Sciences, Bristol
Medical School, Bristol, United Kingdom

Background: COVID-19 presents a mass bereavement event, causing
over 120,000 deaths in the UK. Unprecedented infection control restric-
tions also mean that all people bereaved at this time experience high
level disruption to end of life, mourning, grief and coping experiences.
This study aims to investigate the grief experiences, support needs and
use of bereavement support by people bereaved during the pandemic.
Methods: A mixed method online survey of adults bereaved in UK since
March 2020, disseminated via media, social media, national associations
and community and charitable organisations. Grief was measured using
the Adult Attitude to Grief Scale.

Results: Interim findings from the first 532 participants are reported (full
baseline results available by time of conference).46% of deaths were
confirmed/suspected COVID-19 and 55% of deaths were in hospital.
Over half of participants demonstrated ‘severe’ (28%) or ‘high’ (24%) lev-
els of vulnerability in grief, as well as high/fairly high needs for support in
six psycho-emotional domains (51- 62%). 21% of those with ‘severe’ vul-
nerability were accessing individual counselling support, compared with
23% overall. 59% of respondents had not tried to access support from
bereavement services; of those who tried, 56% experienced difficulties.
Barriers included long waiting lists, feeling uncomfortable asking for
help, and lack of appropriate support/knowledge of how to access help.
41% also experienced difficulties getting support from family and
friends, reporting issues such as a lack of understanding and struggling
without in-person contact.

Conclusions: Results suggest unmet needs for support and problems
getting support from friends/family and bereavement services. We rec-
ommend increased public information about bereavement support
options, increased provision of and investment in bereavement services
and flexible ‘support bubble’ arrangements for those bereaved during
‘lockdown’ conditions.

Abstract number: R-10
Abstract type: Oral

Bereaved Relatives’ Quality of Life Pre- and post-COVID-19 Pandemic:
Results of the Prospective, Multicenter, Observational eQuiPe Study
Ham L.22, Fransen H.P.22, van den Borne B.3, Hendriks M.P.%, van
Laarhoven H.W.>, Raijmakers N.%2, van Roij J.%%67, Sommeijer D.W.55,
van Zuylen L.%, van de Poll - Franse L.%7?

INetherlands Comprehensive Cancer Organization (IKNL), Research

& Development, Utrechy, Netherlands, 2Netherlands Association

for Palliative Care (PZNL), Utrecht, Netherlands, 3Catharina Hospital
Eindhoven, Pulmonology, Eindhoven, Netherlands, *Nothwest Clinics,
Medical Oncology, Alkmaar, Netherlands, >Amsterdam University
Medical Center, Medical Oncology, Amsterdam, Netherlands, Libra
Rehabilitation and Audiology, Tilburg, Netherlands, "Tilburg University,
Center for Research on Psychology in Somatic Diseases, Tilburg,
Netherlands, 8Flevohospital, Medical Oncology, Almere, Netherlands,
°The Netherlands Cancer Institute, Division of Psychosocial Research
and Epidemiology, Amsterdam, Netherlands

Background: The death of a loved one is considered as one of the most
stressful life events. During the COVID-19 pandemic, grief processes are
potentially affected due to measures such as social distancing and self-
quarantine. This can result in lack of practical and emotional support and
intensify feelings of loneliness. Personal self-care can be hindered by
COVID-19 since social activities are cancelled and contact with friends
and family is limited.

Aims: The aim of this study was to give insight in the impact of the
COVID-19 pandemic on the experienced quality of life (QoL), social sup-
port, and self-care of bereaved relatives in order to evaluate whether
care for bereaved relatives during the COVID-19 pandemic should be
improved.

Methods: A cross-sectional analysis using data of bereaved relatives
of a prospective, longitudinal, multicenter, observational study on
quality of care and QoL of patients with advanced cancer and their
(bereaved) relatives (eQuiPe). QoL (EORTC QLQ-C30), social support
(FACT-G) and self-care (SCPS) of bereaved relatives who completed a
questionnaire within 3-6 months after their loved one died, during the
COVID-19 pandemic (April-November 2020) were compared with
bereaved relatives who completed this questionnaire pre-COVID-19
(April-November 2019).

Results: 91 bereaved relatives were included in the analysis, 44 bereaved
relatives completed the questionnaire pre-COVID-19 pandemic and 47
post-COVID-19 pandemic. The median age of the participants was 65
(IQR=14) years and 58% was female. There were no significant differ-
ences between the pre-COVID-19 and the post-COVID-19 bereaved rela-
tives in QoL (68 vs 69), emotional functioning (72 vs 71), social
functioning (82 vs 82), self-care (20 vs 19) and social support (17 vs 18).
Conclusion / Discussion: On the short-term, the COVID-19 pandemic
does not have significant impact on bereaved relatives’ wellbeing.
However, long-term impact of the pandemic on their wellbeing should
be assessed.

Abstract number: R-12
Abstract type: Oral

How the COVID-19 Pandemic Affects Palliative Care Inpatients and
Outpatients without a COVID-19 Diagnosis and Their Families - A Quali-
tative Interview Study

Berges N.%, Ullrich A.2, Gerlach C.2, Bausewein C.%, Hodiamont F.!
1University Hospital, LMU Munich, Department of Palliative Medicine,
Munich, Germany, 2University Medical Center Eppendorf, Center of
Oncology, Palliative Care Unit, Hamburg, Germany

Background: During humanitarian crises like a pandemic, healthcare sys-
tems worldwide face unknown challenges. It is likely that the COVID-19
pandemic (C-pandemic) affects care structures and processes in pallia-
tive care and thus the patients cared for. Little is known about the situa-
tion of non-COVID-19 palliative patients during the pandemic.

Aim: The study aims to explore and describe the effect of the current
C-pandemic on the needs of patients without a COVID-19 diagnosis
and their relatives in palliative care units and specialist palliative home
care.

Methods: Qualitative, semi-structured interviews with patients and
their relatives in palliative care units or specialist palliative home care,
verbatim transcription, and qualitative content analysis following the
framework approach. The framework is developed inductively.

Results: 31 interviews were conducted with patients/relatives (16/15) in
palliative care units/specialist palliative home care (20/11) from June
2020-January 2021. Identified needs are mostly independent of the
C-pandemic and correspond to those arising from a palliative life situa-
tion in general. Themes related to the C-pandemic were (1) concerns
about an infection, (2) concerns about the overall social situation, and
(3) effects of the pandemic on general care. We identified a change in
the relatives’ role as caregivers: Restriction on visits limit relatives to ful-
fill their role in palliative care units. In specialist palliative home care,
relatives are concerned about the balance between preserving social
contacts at the end of life and preventing infection by reducing social
contacts.

Conclusion: Needs at the end of life remain identical in the context of
the C-pandemic but become more multifaceted as additional C-pandemic
needs emerge. With regard to the C-pandemic special attention should
be given to the needs of relatives as caregivers.
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Death and Bereavement due to COVID-19: A Discourse Analysis of
Online Newspapers with Implications for End of Life Care

Selman L.%, Sowden R.%, Borgstrom E.?

University of Bristol, Palliative and End of Life Care Research Group,
Population Health Sciences, Bristol Medical School, Bristol, United
Kingdom, 20Open University, Faculty of Wellbeing, Education &
Language Studies, Milton Keynes, United Kingdom

Background: The COVID-19 pandemic has been followed intensely by
global media. News media create a sense-making narrative, shaping,
reflecting and enforcing cultural ideas and experiences. We aimed to
explore British newspaper reportage of COVID-related death and
bereavement and consider clinical implications.

Methods: Discourse analysis of the 7 most-read online UK newspaper
articles published during two week-long periods in March-April 2020.
55 articles discussed bereavement after a human death from COVID-
19. Analysis was informed by Terror Management Theory, which
describes a psychological conflict arising between the realisation that
death is inevitable and largely unpredictable and the human need for
self-preservation.

Results: We identified 3 main narratives: (1) fear of an uncontrollable,
unknown new virus and its consequences; (2) managing uncertainty and
fear via prediction of the future and calls for behaviour change; and (3)
mourning and loss narratives. Within these narratives, the act of ‘saying
goodbye’ (before, during and after death) was central, represented as
inherently important and profoundly disrupted. Bedside access was por-
trayed as restricted, variable and uncertain, with families begging or bar-
gaining for contact. Video-link goodbyes were described with ambivalence,
and patients as ‘dying alone’ regardless of clinician presence. Funerals
were portrayed as travesties and grieving alone as unnatural. Articles
focused on what was forbidden and offered little practical guidance about
what to do if a loved one became seriously ill or died.

Conclusion: Reporting reflected the tension between focusing on exis-
tential threat and the need to retreat from or attempt to control that
threat. Measures to mitigate the impact of COVID-19 on ‘saying good-
bye’ were presented as insufficient attempts to ameliorate tragic situa-
tions. More nuanced and supportive reporting is recommended.
Clinicians play an important role in offering alternative narratives.

Abstract number: R-15
Abstract type: Oral

“I Promised my Husband | Wouldn’t Leave him Alone”: Burdens due to
Visit Restrictions for Dying Patients during the COVID-19 Pandemic in
Germany: A Mixed-methods Study of Bereaved Relatives

Pauli B.4, Schlésser K.2, Strupp J., Voltz R.%234, Jung N.5, Leisse C.5,
Pralong A.%, Yoshi M.%, Simon S.%2, on behalf of the PallPan project
University of Cologne, Faculty of Medicine and University Hospital,
Department of Palliative Medicine, Cologne, Germany, 2University

of Cologne, Faculty of Medicine and University Hospital, Center for
Integrated Oncology Aachen Bonn Cologne Dusseldorf (CIO ABCD),
Cologne, Germany, 3University of Cologne, Faculty of Medicine and
University Hospital, Clinical Trials Center (ZKS), Cologne, Germany,
4University of Cologne, Faculty of Medicine and University Hospital,
Center for Health Services Research, Cologne, Germany, University of
Cologne, Faculty of Medicine and University Hospital, Department | of
Internal Medicine, Cologne, Germany

Background: For infection control reasons, dying patients in care facili-
ties were isolated from their relatives due to visit restrictions, regardless
of COVID-19 diagnosis.

Aim: To explore bereaved relatives’ experiences with visit restrictions of
dying patients during the COVID-19 pandemic.

Methods: Post-bereavement online survey plus additional semi-struc-
tured in-depth interviews to assess relatives’ experiences with patients
who died between 3.-11.2020 in different care settings, with/without
COVID-19. Quantitative data were analysed descriptively including sub-
group analysis and qualitative data by content analysis. The presented
results focus on relatives’ experiences with visit restrictions and are part
of the PallPan project which develops a “National Strategy for Palliative
Care during a Pandemic”. PallPan is a project of the National Network
University Medicine (NUM) to manage and overcome the pandemic.
Results: 81 relatives responded to the online survey, 87.5% felt bur-
dened by the pandemic-associated circumstances, 9.6% reported that
even after the end of the official visitor ban, visits were not allowed in all
facilities and the majority of relatives (65.4%) still felt burdened.
Interviews with 32 relatives revealed the importance of visits respec-
tively the burden relatives suffered when visits were prohibited. This
caused difficulties in communication with the healthcare team about
the patient’s condition/treatment and reduced the possibility of (physi-
cal) closeness with the dying. Case-by-case decisions to allow compan-
ionship and farewell were valued by the bereaved.

Conclusion: Visit restriction at the patient’s end of life caused a great bur-
den on relatives even months after the patient’s death. Concepts to ena-
ble visits during the last days of life are needed including flexible pathways
to ensure shared time and close companionship of patients and relatives.
Funding: German Federal Ministry of Education and Research; No.
01KX2021.
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Self-management of Persons with Advanced Cancer and their Rela-
tives: The Pilot Study of the Online “Living with Cancer” Programme
Luu K.L., Witkamp FE~2, van Hooft SM?, Bakker EM, Kranenburg LW3,
van der Rijt CCD?, Lorig K., van der Heide A.%, Rietjens JAC!

1University Medical Center Rotterdam, Department of Public Health,
Rotterdam, Netherlands, 2Rotterdam University of applied Sciences,
Research Centre Innovations in Care, Rotterdam, Netherlands,
3University Medical Center Rotterdam, Department of Psychiatry,
Rotterdam, Netherlands, “University Medical Center Rotterdam,
Department of Medical Oncology, Rotterdam, Netherlands, *Stanford
University, Stanford School of Medicine, Stanford, United States

Background: There are few evidence-based programmes available that
support patients with advanced cancer and their relatives in their self-
management. We developed a novel version of the face-to-face Cancer
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Thriving and Surviving self-management programme, called the “Living
with Cancer” programme. Novel elements are

(1) target group of patients with advanced cancer;
(2) including patient’s relatives; and
(3) adigital format.

The programme consisted of six peer-led video group meetings of one
hour, including learning self-management skills (e.g. action planning)
and discussing themes (e.g. uncertainty and pain).

Aim: To assess the feasibility of a peer-led, video-based self-manage-
ment support programme for patients with advanced cancer and their
relatives.

Methods: A pilot study with one group to evaluate the programme and
its logistics was conducted. Participants were recruited through health-
care professionals and social media, and informed consent was given.
Participants filled in a diary of their weekly self-management behav-
iours, and an online questionnaire afterwards. In-depth interviews with
all participants about experiences, and the meeting recordings were
evaluated.

Results: Seven patients, 3 relatives and 2 possible future peer volunteers
participated. Nine participants completed all meetings, 3 missed one or
two. Participants evaluated the digital format as acceptable. All themes
that were discussed were considered important and were recommended
to be included in the final programme. Patients and relatives participat-
ing in the same group were positively appraised. The mean score for
satisfaction was 8.5 (scale 0-10). Participants advised longer meetings
(1,5 hours).

Conclusion: This pilot shows the feasibility of the “Living with Cancer”
programme. Study of its effectiveness will start mid-2021 and will give
insight into the value and potential of digital, peer-led self-management
support in this population.

Funding: Dutch Research Council (NWO, VIDI)

Abstract number: A-03
Abstract type: Poster

Do Patients with Advanced Cancer Use Telehealth Approaches? A Sys-
tematic Review of Digital Engagement across the International
Literature

Goodman W.%, Bagnall A.-M.2, Ashley L.2, Azizoddin D.3*, Miihlensiepen
F.5, Blum D.6, Bennett M.I.L, Allsop M.J*

1University of Leeds, Leeds Institute of Health Sciences, Leeds, United
Kingdom, 2Leeds Beckett University, Centre for Health Promotion
Research, Leeds, United Kingdom, 3Brigham and Women'’s Hospital,
Department of Emergency Medicine, Boston, United States, “Dana-
Farber Cancer Institute, Department of Psychosocial Oncology and
Palliative Care, Boston, United States, >Brandenburg Medical School
Theodor Fontane, Neuruppin, Germany, éUniversity Hospital Zurich,
Competence Center Palliative Care, Zurich, Switzerland

Background: Telehealth approaches are increasingly being used to sup-
port patients with advanced diseases including cancer. Evidence sug-
gests telehealth is acceptable to most patients, however, the extent of
and factors influencing patient engagement remain unclear.

Aim: To characterise levels of digital engagement (DE) in people with
advanced cancer with telehealth interventions.

Methods: A comprehensive search of databases was undertaken for tel-
ehealth interventions (communication between a patient with advanced
cancer and their health professional via digital technologies) including
MEDLINE, EMBASE, CINAHL, PsycINFO, and Web of Science, up until
2020. A narrative synthesis was conducted to outline the design, popu-
lation, and context of studies. A conceptual framework comprising
behavioural measures (frequency, amount, duration, and depth of use)
framed analysis of DE. Frequency data were transformed to a percent-
age (actual engagement as a proportion of intended engagement), and

interventions were characterised by intensity (high, medium and low
intended engagement) and mode of delivery for standardised compari-
sons across studies.

Results: Of the 15,741 identified papers, 35 papers, covering 34 different
studies, were eligible for inclusion, dominated by US studies (n=20). A
standardised percentage of actual engagement was derived from 16
studies (n=1,628), ranging from 51% to 100%, with a weighted average
of 77.6%. A directly proportional relationship was found between inter-
vention intensity and actual engagement. Higher engagement occurred
with younger samples and where a tablet computer or smartphone
application was the mode of delivery.

Discussion: Understanding DE for people with advanced cancer can
guide the development of telehealth approaches from their design to
monitoring as part of routine care. With increasing telehealth use,
research is needed to define and develop meaningful, context- and con-
dition-appropriate measures of DE for palliative care.

Abstract number: A-05
Abstract type: Poster

Perceptions of an eHealth Palliative Care Intervention for Cancer
Patients Leveraging Patient Reported Outcomes: A Qualitative Study of
Health Providers, Adult Patients, Children and Parents

Karamanidou C.X, Meyerheim M.2, Scarfo L.3, Sander A.%, Kazantzaki

E.5, Doubek M.6, Lokaj P.”7, Garani-Papadatos T.8, Payne S.%, Ling J.1°,
Downing J.*1, Natsiavas P.
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School of Medicine, University Hospital of Heraklion, Department of
Hematology, Crete, Greece, ®University Hospital Brno, Department

of Haematology and Oncology, Brno, Czech Republic, University
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Republic, 8University of West Attica, Department of Public Health
Policy, Athens, Greece, °Institute for Health Research, Lancaster
University, International Observatory on End of Life Care, Lancaster,
United Kingdom, °European Association for Palliative Care, Vilvoorde,
Belgium, tInternational Children’s Palliative Care Network, Bristol,
Avon, United Kingdom

Background: Improving patients’ quality of life requires assessment and
treatment of psychosocial, physical and spiritual problems.

Aims: To elicit perceptions of healthare professionals (HCPs), adult
patients and children with their parents, concerning an ePRO based pal-
liative care intervention for cancer patients.

Methods: This was a cross-sectional, qualitative study designed to
assess the acceptability of the MyPal intervention: an eHealth platform
for patient reported outcomes (ePROs). Patients are empowered to cap-
ture and communicate their symptoms to their HCPs via a mobile app
and a serious game.

10 focus groups (4-8 participants) were conducted in Greece, Italy,
Germany and the Czech Republic, with:

a)  adults diagnosed with hematological malignancies,
b)  HCPs,
c)  children with hematological or solid cancers and their parents.

Three versions of vignettes were prepared for different groups illustrat-
ing the use of the mobile app and serious game involving characters in
realistic situations. Using a participatory design process, aspects of the
intervention were discussed to elicit participants’ perceptions. Thematic
analysis was employed for data analysis.
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Results: The majority of participants appreciated ePROs, for reporting
physical and psychological symptoms, complementing clinical informa-
tion, allowing direct contact with HCPs, and enhancing self-monitoring.
However, adult patients had concerns about privacy, transfer and inter-
pretation of collected data. Parents voiced concerns about the game’s
suitability for different age groups. HCPs worried about the timeframe
within which a response to patients’ symptoms would be required.
Reported concerns led to modifications to the eHealth Platform design.
Conclusions: Participants’ positive judgements validate the develop-
ment of ePRO based palliative care interventions, however evoked con-
cerns should be taken into account in the design phase.

Abstract number: A-08
Abstract type: Poster

A Systematic Review of Interactive Web-based Tools to Support the
General Population in Advance Care Planning

Dupont C.1, Smets T.1, Monnet F.%, De Vleminck A.%, Pivodic L.%, Van
Audenhove C.2, Van den Block L.1

Wrije Universiteit Brussel (VUB) & Ghent University, End-of-Life Care
Research Group, Brussel, Belgium, 2University of Leuven, LUCAS Center
for Care Research and Consultancy, Leuven, Belgium

Background: With the growing use of the internet, more web-based
advance care planning (ACP) support tools (i.e. online aids in any format)
are becoming publicly available. While these tools can increase the
accessibility of ACP, their quality might vary substantially. Currently,
there is no comprehensive overview of these tools, their characteristics
and quality.

Aims: To describe the format, aim, and development process of web-
based ACP support tools and evaluate the quality of their content.
Methods: A systematic review of web-based ACP support tools in online
grey literature using the following eligibility criteria: online, designed for
the general population, accessible for everyone, interactive (encourage
to reflect, communicate and/or document) and in English or Dutch. We
evaluated the quality of the content of the tools using the validated
QUEST Tool resulting in a quality score between 0-28 (higher score is a
better quality).

Results: Thirty tools met the eligibility criteria: 15 websites, 10 online
portals, 2 apps, and 3 with a combination of these formats. Most tools
(n=24) mentioned a clear aim: to support reflection and/or communica-
tion (n=7), to support people in making decisions (n=8) or to document
decisions (n=7) and 2 aimed to achieve all these aims. Seven tools pro-
vided information on the development: all were developed in collabora-
tion with healthcare professionals and three also with end-users. The
quality scores of the tools ranged between 11 and 28, with most of the
lower scoring tools not referring to scientific information or providing
biased information.

Conclusion: There are a wide variety of ACP support tools for the gen-
eral population available online in terms of their characteristics and
quality. Only three tools included end-users in the development, even
though this is highly recommended in literature on developing new
technologies.

Funding: FWO-SBO (S002219N)

Abstract number: A-10
Abstract type: Poster

Healthcare Technologies in Long-term Care Facilities for People with
Dementia in The Netherlands

van der Kuil M.%, Overbeek A.%, Hartstra E., Prins M.%, van Erp J.%,
Stobbe E.1, van der Schot A.%, van der Roest H.!

INetherlands Institute of Mental Health and Addiction, Utrecht,
Netherlands

Background: The use of healthcare technology in long-term care facili-
ties for people with dementia is a relatively new and promising develop-
ment. Healthcare technology can support care staff and improve the
quality care.

Aims: To provide an overview of

(1) different types of healthcare technologies used within long-
term care facilities for people with dementia, including their
purposes, and

(2) bottlenecks experienced by care staff and managers consider-
ing the application of these technologies.

Methods: Data were collected among 58 long-term care facilities which
participated in the fifth round of the Dutch Living Arrangements for
people with Dementia (LAD)-study. Care staff (n=588) and supervisors
(n=58) completed an online questionnaire which included questions
about the use of and experiences with healthcare technologies.
Managers (n=58) were interviewed. We performed quantitative and
qualitative analysis.

Results: All long-term care facilities used healthcare technologies, on aver-
age eight different types per facility. Most commonly used technologies
are motion detection in bedrooms and digital communication systems for
care staff. Promoting safety and autonomy of residents seemed to be
important goals of healthcare technologies, whereas support of care staff
was not reported. Managers indicated high costs, environmental factors
and a lack of ownership as major bottlenecks to successful application of
technologies. Care staff mentioned a lack of stability, training and
user-friendliness.

Discussion: The application of different types of healthcare technologies
seems common among Dutch long-term care facilities for people with
dementia. According to our study, the ultimate goal of technologies is
promoting the well-being of the resident. For a successful implementa-
tion of technologies, sufficient and appropriate training for care staff
should be provided to make sure that everyone knows how healthcare
technologies work and can be used and applied optimally.

Abstract number: A-11
Abstract type: Poster

Radar-based Monitoring of Movements for Objective Assessment of
Health Status: A Proof-of-Technological-concept Study for Palliative
Care Application

Steigleder T.%, Braeunig J.2, Penner J.3, Klebl M.3, Leyendecker S.3,
Liphardt A.-M.%, Vossiek M.2, Ostgathe C.1

University Hospital Erlangen, Friedrich-Alexander-Universitat
Erlangen-Nirnberg, Department of Palliative Medicine, Erlangen,
Germany, 2Friedrich-Alexander-Universitat Erlangen-Nurnberg,
Institute of Microwaves and Photonics, Erlangen, Germany, 3Friedrich-
Alexander-Universitat Erlangen-Nurnberg, Institute of Applied
Dynamics, Erlangen, Germany, *University Hospital Erlangen Friedrich-
Alexander-Universitat Erlangen-Nirnberg, Department of Medicine 3,
Rheumatology and Immunology, Erlangen, Germany

Background: In health care everyday movements and their changes (fre-
quency, precision) over time may serve as biomarkers for health status.
The most common method to assess these is patient observation.
However, observation as a method is prone to distortion by subjectivity
and unrepresentative snapshots.

Aims: Proof-of-concept that touchless and continuous radar-based sen-
sors allow for monitoring and classification of target movements.
Methods: Four different exemplary patient movements a) picking up a
cup, b) reaching for medical trapeze, c) touching head, d) touching stom-
ach (c and d models of involuntary movement suggesting pain) were
determined. In a simulated clinical set up (bed, table and
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medical trapeze) 5 healthy volunteers performed movements a-d in 5
repetitions, resulting in a dataset of n=100 movements. Two radars
(77GHz FMCW, beside and in front of participant, distance by chirp-
sequence modulation) and optical motion sensors (OMS, goldstandard-
validation) recorded the movements. Radar and OMS recorded speed
and distance relative to radar-position. A MATLAB-based algorithm clas-
sified movements following an a) vs. b) vs. c)/d) system.

Results:

e  Radar-system detected movements a), b), c), and d)

e  Movement-profiles (determined by absolute and relative max-
ima and minima of velocity and distance) correlate between
radar and OMS

e Based on this, an algorithm discerned correctly a) from b) from
c)/d) in 60 of 60 random sample cases

Conclusion: This proof-of-technological-concept study shows that radar-
based sensors can monitor movements as possible biomarkers for state
of health. The role of movements as biomarkers for health status has to
be further elaborated. Radar based monitoring may help due to the
objectivity of the assessment. As it is touchless and burden-free this
technology can become instrumental in vulnerable patients, as in pallia-
tive and end of life care.

Abstract number: A-12
Abstract type: Poster

Walkthrough Digital Virtual Hospice Tour: A Survey Study to Explore
practicality and Acceptability for Patients

Taubert M.%, Muckian E.2, Harvey M.3

1Cardiff University School of Medicine, Velindre University NHS Trust
Palliative Medicine Department, Cardiff, United Kingdom, 2Cardiff
University School of Medicine, Cardiff, United Kingdom, 3Velindre
University NHS Trust, Cardiff, United Kingdom

Background: Patients referred to a hospice may feel trepidation about
this unknown environment, and the word hospice can carry stigma for
some. Virtual Reality (VR) applications allow users to feel present and
become immersed in a realistic computer-generated environment and
are used for instance by estate agents for house viewings. Our cancer
hospital in Cardiff uses 360° photo/video technology on tablet comput-
ers to give patients a ‘digital tour’ of two regional hospices.

Aims: To evaluate whether the use of these 360° walkthrough tours of
local hospices is acceptable to patients/proxy and readily implementable
within a clinical environment.

Methods: 360 filming/photography was undertaken in two local hospices
& uploaded to hospital media pads. An online survey was created to assess
patients’/relatives’ experience. Patients on the ward for whom a hospice
referral was suggested by the MDT were offered this digital tour and were
included in this survey. Staff were asked whether it was easy to use.
Results: Of 25 patients/relatives, 90% felt the 360° tour improved their
readiness for hospice transfer. Also, 95% of patients/relatives stated they
would recommend it to other patients being referred to hospices. All
patients/proxy found it acceptable. Staff felt the 360° tour was easily
integrated into their work, and preferred using tablet computers over VR
headsets.

Conclusion: The technological use of 360° hospice photographic views
as an introduction to the hospice infrastructure can make a difference to
patients/proxy and addresses the fear of an unknown environment.
Integration of this innovative technology into the clinical environment is
feasible and appears acceptable to patients. Creating 360° imagery in
local hospices was not technologically difficult, but is aided by availabil-
ity of staff interested in digital media. Furthermore, informal hospice
visits were curtailed during the Covid-19 pandemic, driving up the usage
of these virtual tours significantly.

Abstract number: A-13
Abstract type: Poster

A Novel Palliative Care Telemedicine Service in a Tertiary Cancer Insti-
tute: What Are Factors Associated with Uptake of this Service? A Pre-
liminary Update

Zhu X., Mok N.K.M.., Ng X.H.., Neo S.H.S.1

INational Cancer Centre Singapore, Singapore, Singapore

Background: Providing outpatient palliative care services is difficult in
the COVID-19 pandemic due to resource constrains. We piloted a novel
nurse-led telemedicine program from 1st June 2020, to allow patients
continued timely access to palliative care services.

Aim: The aim of this study was to understand demographic factors asso-
ciated with acceptance of a palliative care telemedicine service.
Methods: Inclusion criteria for enrolment of patients in telemedicine
were advanced gastrointestinal or lung cancer and prognosis of less than
2 years. Patients known to existing palliative care services were excluded.
The telemedicine program consisted of a tele-consult with a palliative
care consultant and nurse upon enrolment, followed by weekly symp-
tom monitoring through a patient self-reported survey (Integrated
Palliative Care Outcome Scale survey, IPOS) for 12 weeks. Identified
problems from IPOS are followed up and managed by the nurse. The
demographics of patients who accepted versus those who rejected tel-
emedicine were compared using descriptive statistics.

Results: Out of 55 referred patients, 62% of them accepted the telemed-
icine service. The median age of patients who accepted the service was
younger (66 years) than those who rejected the service (70 years). A
higher proportion of males accepted the service (71%) as compared to
females (52%). Race did not impact acceptance of telemedicine.
Acceptance tended to be lower for patients who stayed in the Southern
region near to hospital (43%) as compared to those who stayed in the
Western region, far from hospital (83%). Participants who accepted the
telemedicine service were more often paying patients (83%) as com-
pared to subsidized patients (56%). Acceptance rate was highest in mar-
ried patients (69%) as compared to widowed patients (25%).
Conclusion: Our results suggest that socio-economic status, marital sta-
tus and place of residence impact acceptance rate of telemedicine pallia-
tive care services.

Abstract number: A-14
Abstract type: Poster

Virtual Models of Care for People with Palliative Care Needs who Live
at Home: A Systematic Meta-review and Narrative Synthesis

Disalvo D.%, Agar M.%, Caplan G.2, Murtagh F.3, Luckett T.%, Hickman L.%,
Kinchin 1.2, Trethewie S.%, Sheehan C.5, Urban K.6, Cohen J.°, Phillips J.1
IIMPACCT - Improving Palliative, Aged and Chronic Care through
Clinical Research and Translation, University of Technology Sydney,
Sydney, Australia, 2Prince of Wales Hospital, Sydney, Australia,
3Wolfson Palliative Care Research Centre, Hull York Medical School,
University of Hull, Hull, United Kingdom, 4Sydney Children’s Hospital,
Randwick, SCH Pain and Palliative Care Service Sydney Children’s
Hospital, Sydney, Australia, >Calvary Health Care Kogarah, Sydney,
Australia, °Department of Palliative Care, Prince of Wales Hospital and
Community Health Services, Sydney, Australia

Background: Access to palliative care in the community enables people
to live in their preferred place of care, which is often home. Community
palliative care services struggle to provide timely 24-hour services to
patients and family. This has resulted in calls for ‘accessible and flexible’
models of care that are ‘responsive’ to peoples’ changing palliative care
needs. Digital health technologies provide opportunities to meet these
requirements 24-hours a day.

Aim: To identify digital health technologies that have been evaluated for
supporting timely assessment and management of people living at
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home with palliative care needs and/or their carer(s), and the evidence-
base for each.

Methods: A systematic review of systematic reviews (‘meta-review’).
Systematic reviews evaluating evidence for virtual models of palliative or
end-of-life care using one or more digital health technologies were included.
Systematic reviews were evaluated using the Risk of Bias Tool for Systematic
Reviews. A narrative approach was used to synthesise results. Medline,
Embase, Web of Science, CINAHL and Cochrane Database of systematic
reviews were searched for English-language reviews published since 2015.
Results: The search yielded 2,266 articles, of which 12 reviews met crite-
ria. Sixteen reviews were included in total, after four reviews were found
via handsearching. Other than scheduled telehealth, video-conferenc-
ing, or after-hours telephone support, little evidence was found for digi-
tal health technologies used to deliver virtual models of palliative care.
Conclusions: There are opportunities to test new models of virtual care,
beyond telehealth and/or video conferencing, such as 24-hour com-
mand centres, rapid response teams and teleporting.

Abstract number: A-15
Abstract type: Poster

The NASSS Framework to Assess and Reduce Complexity in e-health
App Implementation: Development, Validation and Application of the
Dutch Version and its Application in Palliative Care

Schreijer M., Korfage .., Verdaasdonk R.2, Greenhalgh T.3, Papoutsi
C.3, van Gemert-Pijnen L.2, Rietjens J.1

1ErasmusMC, Rotterdam, Netherlands, 2University of Twente,
Enschede, Netherlands, 3University of Oxford, Oxford, United Kingdom

Objectives: The growing demand of palliative care calls for innovative
initiatives. While e-health applications are often considered the holy
grail, their implementation often fails. This mostly because technologies
are either not adopted or soon abandoned; or fail to scale up, spread to
other settings, or be sustained over time (abbreviated as NASSS). The UK
NASSS framework is rooted in the idea that e-health applications are
more likely to succeed when their level of complexity is reduced in six
domains: illness, technology, value proposition, intended adopters,
organization(s), and external context. A NASSS toolkit allows measure-
ment of complexity in these domains and provides support to reduce
complexity. The objective of this study is to validate the NASSS frame-
work for the Dutch healthcare system and to apply it to palliative care
e-health applications.

Methods: We will validate and apply the NASSS framework for use in the
Netherlands. After translation and content validation to the Dutch con-
text, we conduct case studies by applying the framework to palliative
care e-health applications. The first casestudy is an evaluation of the
online Advance Care Planning tool on “thuisarts.nl” (Dutch for “home-
doctor”). To understand the barriers and facilitators to successful spread
and sustainability, we will analyse existing quantitative and qualitative
data (including publications, a SROI analysis, user data, and developer
notes), supplemented with stakeholder interviews.

Conclusion: Evaluation of the potential of e-health applications in pallia-
tive care is essential in different stages (idea, execution, evaluation) of
their development. The NASSS framework can provide a balanced con-
sideration of the level of complexity, which helps researchers, policy-
makers and technology developers recognizing how applications can be
successfully scaled up, spread and sustained.

Funding: This research is funded by the Netherlands Organization for
Health Research and Development.

Abstract number: A-16
Abstract type: Poster

Educating Nursing Home Staff on End of Life Conversations during
Covid-19: A Virtual Train-the-Trainer Approach

McCann A.%, Brown Wilson C.%, Carter G.%, Brazil K.X
lQueen’s University Belfast, Belfast, United Kingdom

Background: End of life conversations can be difficult for both family
carers and nursing home staff and can result in “missed conversations”
regarding resident’s disease progression and health status. During
COVID-19, communication between family carers and nursing home
staff has proven particularly difficult. Ensuring nursing home staff are
educated in how to hold conversations on end of life (EoL) is essential.
Aim: To educate nursing home staff to hold EoL conversations during a
pandemic using the virtual learning environment CANVAS.

Methods: Using a Train the Trainer approach an online training course
was developed using Fleming’s VARK model. This provided resources for
an external facilitator to support nursing home staff in holding EoL con-
versations with family carers virtually. Using the Comfort Care Booklet,
modules included strategies to support nursing home staff in communi-
cation, good practice and handling challenging situations. Training was
provided for external facilitators across six countries who would then
support nursing home staff virtually on holding conversations in a virtual
environment. Training statistics and anonymised evaluation data were
captured by the CANVAS platform.

Results: Twelve facilitators from six countries completed online training
(internal and external); Canada (n=1), Czech Republic (n=1), Netherlands
(n=2), Republic of Ireland (n=1), United Kingdom (n=5). Training to date
has been received well. In total 100% of participants found training to be
beneficial. Preliminary feedback included “Canvas was good and easy to
navigate”; “Training excellent and covered all aspects for the internal
and external facilitator”.

Conclusion: Supporting online education of nursing home staff is acces-
sible and feasible to deliver at an international level. Preliminary data
signals that even with social distancing restrictions, nursing home staff
can still be supported to hold conversations with family carers virtually
regarding resident’s EoL needs.

Abstract number: A-17
Abstract type: Poster

Implementing ePROM in Specialist Palliative Home Care: Professionals’
Perspective

Burner-Fritsch 1.S.1, Hriskova K.%, Kolmhuber S., Bolzani A.%, Hodiamont
F.1, Bausewein C.%1

1LMU Munich, University Hospital, Department of Palliative Medicine,
Munich, Germany

Background: Over the last decades, patient-reported outcome measures
(PROM) have been developed for a better understanding of patient
needs. The Integrated Palliative care Outcome Scale (IPOS) is an interna-
tionally recommended PROM-tool in Palliative Care. The validated elec-
tronic version of IPOS (elPOS) is currently implemented in four German
specialist palliative home care (SPHC) teams for use in everyday clinical
practice. Patients report symptoms and concerns through elPOS, which
are transmitted directly to the electronic patient record of the supervis-
ing SPHC-team.

Aims: The aim of the study is to explore the attitudes regarding accept-
ance and use of elPOS by SPHC staff in their daily care routine.
Methods: Mixed-methods sequential explanatory design with an
anonymized online survey with all staff members of the four SHCP teams
participating in the overall project (n=45-50). In the following qualitative
approach ambiguous results from the descriptive analysis of the ques-
tionnaire will be discussed in two focus groups (n = 10-16). Data collec-
tion will be completed in April 2021.

Results: Quantitative and qualitative results will be combined to assess
acceptance and use of elPOS by SPHC staff in daily care routine. To our
knowledge, this mixed-methods approach will be the first to examine
providers’ perspectives on the use of electronic PROMs in SPHC in this
comprehensive manner.
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Conclusion/Discussion: This study design allows broad information about
professionals’ acceptance of the elPOS through the quantitative survey
combined with a deeper understanding of SPHC staff perspectives from
the focus group discussion. The results will be a central contribution to the
objective of the overall project, which is piloting elPOS in SPHC.

Funding: Federal Joint Committee German Innovation Fund (Innovation-
sausschuss des Gemeinsamen Bundesausschuss), 01VSF17014.
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Voices That Take Care — The Project Implementation

Silva F.%, Alves D.?, Simées D.3, In-Hospital Support Team in Palliative
Care

1IPBeja, Beja, Portugal, 2Faculty of Medicine of the University of Porto,
Porto, Portugal, 3University Fernando Pessoa, Porto, Portugal

Subtitle: Palliative Care Disclosure Podcast

Introduction: The elaboration of this project was born from the concern of
a group of health professionals who, in their daily practice, felt that it still
exists a lack of knowledge about what palliative care is: to whom it is
intended to and where it intervenes. We thought that we could do better
for the promotion and divulgation of palliative care in our area of interven-
tion, concretely through the creation of a podcast seeking to give voice to
those who care, regardless of being a health professional or a caregiver.
Objectives: To sensitize, promote and disclose palliative care.

Material and Methods: Creation of a podcast that gives voice to those
who care. The “episodes” will be published on 01/03/2021, every two
months. Each “episode” will have a duration of 5 minutes. It will be pub-
lished on the website of the association and shared via social networks
and via email to national long-term care network institutions and nursing
homes.

Results: In September 2021, we will disclosure the data and will reveal
the number of downloads and the feedback from the institutions to
which the podcast was sent. Although it is difficult to evaluate the results
by the number of downloads of each podcast, with these actions we aim
to, above all, reach a greater number of people and health professionals.
Active involvement in this philosophy of care contributes to greater lit-
eracy in palliative care, promoting humanization.

Conclusions: Sensibilization of both general population and health pro-
fessionals, allows the person with illness and their family/caregiver to
have greater support, to know the resources in the community and,
above all, to become active members in the search for more and better
assistance.

Abstract number: A-19
Abstract type: Poster

A Realist Synthesis of Mobile Application-enabled Communication for
Patients in End-of-Life Care and in Light of the COVID-19 Pandemic
Anomneze-Collins A.L, Longo M.2, Mann M.3, Nelson A.2

1Cardiff University School of Medicine, Division of Population Medicine,
Cardiff, United Kingdom, 2Cardiff University School of Medicine, Marie
Curie Palliative Care Research Centre, Cardiff, United Kingdom, 3Cardiff
University School of Medicine, Marie Curie Palliative Care Research
Centre; Specialist Unit for Review Evidence Centre, Cardiff, United
Kingdom

Background: The COVID-19 pandemic restrictions have led to extended
usage of virtual communication technology in healthcare, especially via
mobile applications. Understanding the adoption of mobile application-
enabled communication in end-of-life care in particular is important to
improve its usage for patients and carers. This is a pertinent topic in light
of the pandemic and the higher health risks of this population group.

Aims: To explore the use of mobile application-enabled communication
for end-of-life care patients and their carers.

Methods (design, data collection, analysis): A realist synthesis approach
is being adopted, using six databases and other information sources from
2005 to present. Data screening and quality assessment will be carried out
by two reviewers independently. Discrepancies and disagreements will be
discussed and resolved by a third reviewer. Data abstraction will use the
context, mechanism, and outcome approach to capture specific informa-
tion about the theories around the development, adoption, and use of
mobile application-enabled technologies in end-of-life care. (https://
www.crd.york.ac.uk/prospero/display_record.php?RecordID=231535)
Results: A total of 666 abstracts were screened and 218 full texts are
being analysed. The project is ongoing, and the results will be presented
at the meeting. A summary table of the theories around the develop-
ment, adoption, and use of mobile application-enabled technologies in
end-of-life care will be used to create a logic model of the link between
empirical data and theories.

Conclusion / Discussion: The study will highlight the theories which
explain the adoption of technology use in end-of-life care. The realist
synthesis uses the available theories as a starting point and the empirical
findings to build on these. The results will help to inform the applicability
of a blended model of face-to-face and virtual communication after the
end of the pandemic.

Abstract number: A-20
Abstract type: Poster

Decision Trees to Support Use of Palliative Care Guidelines in Daily
Practice — Outcomes of Interviews and a Focus Group

Caffarel J.22, van den Berg C.22, Dermois M.%2, Godrie F.%2, Stoop C.12,
van Trigt .22

INetherlands Comprehensive Cancer Organisation (IKNL), Utrecht,
Netherlands, 2Netherlands Association for Palliative Care (PZNL),
Utrecht, Netherlands

Background: Currently, Dutch palliative care guidelines are made avail-
able in a textual format. Within the oncology domain, there is experi-
ence translating guidelines into decision trees to create a
human-readable, computer-interpretable version of the guidelines
which can be used for decision support. Two palliative care guidelines
have recently been translated into decision trees.

Aims: Our aim was to explore current use of palliative care guidelines by
healthcare professionals; to identify use cases in which the decision
trees format could provide additional benefits.

Methods: We conducted interviews and a focus group with healthcare
professionals with palliative care experience, asking how they used pal-
liative care guidelines in daily practice and probing the participants for
feedback on the decision trees which have been created. From the inter-
views, we derived situations in which guidelines are used in daily prac-
tice. Subsequently, we asked the focus group participants to rate these
situations on two criteria: importance and satisfaction with guidelines as
a tool to help resolve the situation; and further discussed the top 3
which were of most interest to the group, exploring pains and
expectations.

Results: 10 healthcare professionals participated (4 primary care, 4 hos-
pital and hospice setting, 2 other setting; 6 of whom were palliative care
specialist). They identified the following situations as being most impor-
tant to them but not well satisfied by current guidelines and decision
trees:

- Support decision making: clear overview of options and practical
guidance.

- Provide patient-oriented information: clearly show patients what to
expect.

- Work out relationships between symptoms which commonly occur
together.
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Conclusion: We identified situations important to healthcare profes-
sionals in which decision trees could support guideline use in daily prac-
tice. We will use this input to further improve and develop the decision
trees.

Abstract number: A-21
Abstract type: Poster

Weekly Monitoring of Patient-reported Outcomes in Routine Medical
Care: A Pilot Study

Natesan N.., Ng X.H.%, Mok N.K.M.%, Yang G.?

INational Cancer Centre Singapore, Singapore, Singapore

Background: Systematic monitoring of patient-reported outcomes
improves symptom management and overall quality of life. We piloted a
novel nurse-led care model ‘Supportive and Palliative Care Review Kit in
Locations Everywhere’ (SPARKLE) to monitor and address patient-
reported concerns promptly.

Aim: This pilot study aims to identify common patient-reported con-
cerns among Stage 4 lung cancer patients.

Methods: 25 patients with Stage 4 lung cancer were recruited from the
National Cancer Centre of Singapore (NCCS) outpatient clinic.

For 12 weeks, participants completed a weekly online survey (Integrated
Palliative Outcome Scale, IPOS) to self-report their symptoms or con-
cerns. ldentified problems from IPOS were followed up and managed by
the nurse.

Results: Completion rate of the weekly IPOS declined over 12 weeks but
was consistently above 50%. Weakness was the most common symptom
to be reported (72%), followed by pain (65%), shortness of breath (59%),
mobility (58%), drowsiness (55%), constipation (52%) and oral issue
(51%). Other less commonly reported symptoms include itchiness (12%),
headache (9%) and finger numbness (6%). Severity of reported weak-
ness & pain were mainly mild (38% — 45%), while 30% - 35% conveyed
severity of moderate to severe. It was shown that patients who rated
their symptoms as mild were able to self-manage themselves ade-
quately. Whereas prompt follow up was required for those rating moder-
ate to severe symptoms.

This study highlights that patients are able to self-report their symptoms
and severity. They were able to self-manage mild symptoms and required
clinician assistance for more severe symptoms to provide timely direc-
tions to their care.

Abstract number: A-22
Abstract type: Poster

Evaluating the Online Response to a Guide to Support People who Are
Caring for Dying Friends and Family, the ‘Deathbed Etiquette: An Anal-
ysis of Twitter and Newspaper Comments

Nwosu A.223, Sanders K.%, Elverson J.°, Doherty M.6, Gadoud A.%7
1Lancaster Medical School, Lancaster University, Lancaster, United
Kingdom, 2Marie Curie Hospice Liverpool, Liverpool, United Kingdom,
3Academic Palliative and End of Life Care Centre, Liverpool University
Hospitals NHS Foundation Trust, Liverpool, United Kingdom, 4Institute
of Business, Law and Society, St Mary’s University, Twickenham, United
Kingdom, 5St Oswald’s Hospice, Newcastle, United Kingdom, ®Art of
Dying Well, St Mary’s University, Twickenham, United Kingdom, "Trinity
Hospice, Blackpool, United Kingdom

Background: The guide to Deathbed Etiquette was created in 2019 by
The Centre for the Art of Dying Well (@artofdyingwell) to support those
at the bedside of a loved one who is dying. Updated guidance was devel-
oped in 2020 in response to the COVID-19 pandemic. During the
COVID19 pandemic, many people (healthcare professionals and lay)
have discussed the guide online; however, the nature of these discus-
sions has not been examined.

Aims: To evaluate the online response to the Deathbed Etiquette
guide.

Methods: We conducted a retrospective 2-year analysis of social media
and newspaper comments, which referenced the Deathbed Etiquette
guide. We conducted a sentiment analysis of three UK online newspaper
comments about the guide. On Twitter, we analysed sentiment and fre-
quency of tweets using the #deathbedetiquette hashtag; we also
explored the relationship of this data with tweets from the @Artofdying
Twitter account.

Results: 104 Tweets included the #deathbedetiquette hashtag (with 272
retweets and 432 likes). Three peaks in tweet intensity corresponded
with promotional activity from the @Artofdyingwell account. These
dates were July 2019 (Deathbed etiquette launch), August 2019 (atten-
tion from Catholic Church and media) and April 2020 (relaunch of
COVID19 guide). Sentiment on Twitter was positive with no negative
tweets. The newspaper sentiment analysis demonstrated how the public
voiced both supportive, but more negative comments about the guide.
For example, some people did not like the term etiquette or the directive
structure of the guide. They also disliked what they considered to be the
depressing subject matter.

Conclusion: Online discussion about the Deathbed Etiquette was varied.
Our data demonstrates the potential to use social media and online
comments to gain understanding about palliative care interventions.
Future work can examine the content of these discussions in greater
depth and include other social networks, newspapers and digital
formats.

Abstract number: A-23
Abstract type: Poster

Internet Accessibility and Willingness of Patients with Chronic Respira-
tory Disease to Use an Internet-based Breathlessness Self-manage-
ment Intervention

Reilly C.C.%2, Shiner E.%, Price M.%, Higginson I.J.?

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

Introduction: Breathlessness support services for patients with chronic
breathlessness improve patients’ self-management and reduce their dis-
tress due to breathlessness. The provision and access to such services
within the UK’s National Health Service is limited. Delivering online
breathlessness supportive services maybe one way of improving access
to non-pharmacological self-management interventions for people living
with chronic breathlessness.

Aim: To explore internet accessibility and willingness of patients with
chronic respiratory disease to use an internet-based breathlessness self-
management intervention.

Methods: Patients attending 3-specialist respiratory outpatient services
at a large NHS Foundation Trust over a 2-week period (prior to the
COVID-19 pandemic) completed a standardised questionnaire regarding
internet accessibility. The questionnaire asked; if the patient had inter-
net access, modes of accessing the internet, frequency of internet use
and if they would use an internet based breathlessness support service.
Results: 46 patients (COPD: 19, Bronchiectasis: 22, Asthma: 4), 17 male,
with a median (range) age 68 (41 — 86) years, MRC Dyspnoea Score of 2
(2-4) completed the questionnaire. Of these, 35 (76%) patients had
access to the internet at home; 28 (61%) accessed the internet daily; and
26 (57%) had two or more modes of accessing the internet. Of the 35
patients with home internet access, 33 (94%) reported that they would
use an internet-based breathlessness self-management intervention, if
available.

Conclusion: These preliminary findings suggest that patients that have
access to the internet would use an internet-based breathlessness self-
management intervention, if given the opportunity.
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Democratising Death Using Technology during the COVID-19
Pandemic

Norris J.1, Watts L.2, Sebastian M.!

IMyWishes, Northwood, United Kingdom

Background: MyWishes is a free to use, end of life planning software for
people who live in the United Kingdom. It uses ‘social media design’
principles and takes a non-medicalised approach to care planning. The
innovation was developed following years of research and develop and
piloted with a number of hospices before before it was launched.

Aims: To help people make plans for themselves and their loved ones.
When the COVID-19 pandemic started we decided to make everything
on MyWishes free to use and in doing so, democratise end of life plan-
ning. The platform is suitable and accessible to both hard to reach demo-
graphics and society at large.

Methods (design, data collection, analysis): We wanted to reinvent
care planning and make it relevant for today’s digitally savvy genera-
tion. It was important that despite providing a complex and data entry
and heavy platform the service was intuitive and simple to use. This
was achieved by providing a consistent design interface, adopting a
complimentary colour scheme and providing video tutorials in each
section.

Obtaining feedback from inpatients at Michael Sobell Hospice and St
Francis Hospice have helped improve our understanding of how
MyWishes is used within clinical settings. Ongoing work with patient and
user groups remains vital to our ongoing development.

Results: MyWishes has been featured in a number of public facing pub-
lications. These range from the Times and the Metro newspapers to PC
Pro and BJ Miller’s most recent publication ‘A beginner’s guide to the
end’. Our community is growing and we continue to advocate for the
normalisation of care planning through the use of technological
innovation.

Conclusion / Discussion: Technology will continue to play an important
part in care planning. It is important to discuss whether ‘digital first’
interventions are suitable for some populations and how technology can
be used without eroding quality of care and compassion.

B Posters Pain and Symptom Management
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Recommendations for Deprescribing Medication in the Last Phase of
Life: An International Consensus

Elsten E.E.C.M.%2, Geijteman E.., Eychmiiller S.3, Fiirst C.J.#, Hedman C.%,
van der Heide A.2, van der Kuy H.>, Luethi N.3, van Zuylen L.%, van der
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1Erasmus Medical Center, Department of Medical Oncology,
Rotterdam, Netherlands, 2Erasmus Medical Center, Department of
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Bern, University Center for Palliative Care, Bern, Netherlands, Lund
University and Region Skane, The Institute for Palliative Care, Lund,
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Background: Several tools for deprescribing medication have been pub-
lished. However, most have been developed for specific patient groups
and do not define the clinical situation or other prompts for which
deprescribing may be considered.

Aims: To find consensus on recommendations about deprescribing med-
ications for adult patients with a life expectancy <6 months.

Methods: Experts in the field of palliative care were invited to partici-
pate in an international Delphi study. Existing tools were integrated in
a list of 42 recommendations regarding the deprescription of specific
types of medication. Experts were asked to rate their agreement with
each recommendation on a Likert-scale from 1 to 5 (strongly agree —
strongly disagree), starting for patients with a life expectancy <6
months and, in case of no agreement, asked for patients with shorter
life expectancies. Consensus was reached in case =70% of experts
agreed with a recommendation, the IQR was <1 and <10% strongly
disagreed.

Results: 47 experts from 11 countries participated (response rate 53%).
For patients with a life expectancy <6 months, consensus was reached
for 32 (86%) recommendations. 11 considered the deprescription of car-
diovascular medication given for mild-moderate hypertension and/or
the prevention of cardiovascular events. Experts also agreed on 11 rec-
ommendations which considered deprescribing antiplatelet therapy,
anticoagulants and blood glucose lowering drugs in case of complica-
tions or if prescribed for prevention of future events. For the 5 recom-
mendations without consensus for a life expectancy <6 months,
consensus was reached for 1 recommendation in case of a life expec-
tancy <1 month, namely deprescription of proton pump inhibitors pre-
scribed for uncomplicated gastric/oesophageal disease.

Conclusion: A high level of consensus was reached on recommendations
for deprescribing medications in patients with a life expectancy of <6
months.

This study is part of iLIVE, a EU funded research
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Visualizing how to Use Parenteral Opioids for Terminal Cancer Dysp-
nea: A Pilot, Multicenter, Prospective, Observational Study

Mori M., Kawaguchi T.2, Imai K.3, Yokomichi N.4, Yamaguchi T.5,
Suzuki K.6, Matsunuma R.7, Watanabe H.8, Maeda 1.5, Matsumoto Y.,
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Japan, °Konan Medical Center, Division of Palliative Care, Department
of Medicine, Kobe, Japan, Tokyo Metropolitan Cancer and Infectious
Disease Center Komagome Hospital, Department of Palliative

Care, Tokyo, Japan, ’Kobe University Graduate School of Medicine,
Department of Palliative Medicine, Kobe, Japan, 8Komaki City Hospital,
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Background: How physicians use opioids for dyspnea in imminently
dying cancer patients (terminal dyspnea) varies markedly, which could
hamper quality care.

Aims: To examine the adherence to an algorithm-based treatment for
terminal dyspnea, and explore its efficacy and safety over 24 hours.
Methods: This was a pre-planned subgroup analysis of a multicenter
prospective observational study. Inclusion criteria were: advanced can-
cer patients admitted to palliative care units, ECOG PS=3-4, and a dysp-
nea intensity=2 on the Integrated Palliative care Outcome Scale (IPOS).
We developed an algorithm to visualize how palliative care physicians
would use parenteral opioids. Participating physicians initiated paren-
teral opioids, choosing whether to use the algorithm based on their pref-
erence. We measured the adherence rate to the algorithm over 24 hours
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(predefined goal=70%), and compared dyspnea IPOS scores and adverse
events between patients with and without algorithm-based treatment.
Results: Among 1896 patients included in the main study, 164 received
parenteral opioids for terminal dyspnea with (n=71) or without (n=93)
the algorithm. No significant between-group difference was noted in the
baseline characteristics. Of 164 patients (median survival=5 days), 22
developed cognitive impairment, 15 died, and 1 discontinued opioid
within 24 hours. 70 of 71 patients (99%; 95%Cl=92-100%) adhered to the
algorithm over 24 hours. In a complete case analysis, mean dyspnea
IPOS scores significantly decreased from 2.9 (SE=0.1) to 1.5 (0.1) in the
algorithm group (n=54; p<<0.001), and 2.9 (0.1) to 1.6 (0.1) in the non-
algorithm group (n=72; p<<0.001). There was no significant between-
group difference in changes in dyspnea IPOS scores (p=0.65). Adverse
events were rare (n=5).

Conclusion: The algorithm-based treatment was easy to follow, and as
effective and safe as the specialist-level treatment. Its implementation
may help non-specialist physicians provide quality care for terminal
dyspnea.
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Effectiveness of Naldemedine and Magnesium Oxide in Preventing
Opioid-induced Constipation: Proof-of-Concept, Two-arm, Open-label,
Phase Il Randomized Controlled Trial (MAGNET Study)

Kessoku T.%2, Ozaki A.2, Tanaka K.%2, Iwaki M.*2, Kobayashi T.2,
Yoshihara T.2, Higurashi T.2, Taguri M.3#, Ishiki H.>, Kobayashi N.%6,
Nakajima A.2, Ichikawa Y.”
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Japan, 2Yokohama City University Graduate School of Medicine,
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Background: Opioid-induced constipation (OIC) may occur in patients
receiving opioid treatment and decrease their quality of life (QOL).
Aim: We compared the effectiveness of magnesium oxide (MgO) and
naldemedine (NAL) in preventing OIC.

Methods: This proof-of-concept, randomized controlled study included
120 patients with cancer scheduled to receive opioid therapy. They were
randomly assigned (1:1) using a computer-based system and stratified
by age and sex to receive MgO (500 mg, thrice daily; MgO group) or NAL
(0.2 mg, once daily; NAL group) for 12 weeks. Change in the Japanese
version of Patient Assessment of Constipation QOL (JPAC-QOL) from
baseline to 2 weeks was assessed as the primary endpoint. Change in the
JPAC-QOL from baseline to 12 weeks, spontaneous bowel movements
(SBM) , the complete SBM (CSBM) from baseline to 2 and 12 weeks was
assessed as exploratory endpoints. Efficacy analysis was performed con-
sidering intention-to-treat. This trial was registered in the University
Hospital Medical Information Network (UMIN) Clinical Trials Registry
(UMINO00031891).

Results: Between March 26, 2018 and June 30, 2019, 166 patients were
screened for inclusion and 60 patients were randomly assigned to the
MgO or NAL group. Change in JPAC-QOL was significantly lower in the
NAL group than in the MgO group after 2 weeks (MgO vs NAL; 0.5 vs
-0.01, P < 0.001) and 12 weeks (0.4 vs 0.03, P < 0.001). There was no
significant difference in the change in SBMs between the groups at 2 and
12 weeks. The CSBM rate was higher in the NAL group than in the MgO
group at 2 weeks (P = 0.02) and 12 weeks (P = 0.01). There were fewer
adverse events in the NAL group than in the MgO group. No serious
adverse events or death occurred.

Conclusion: In patients with cancer experiencing OIC, naldemedine sig-
nificantly prevented deterioration in defecation QOL and CSBM rate
compared to magnesium oxide.
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Efficacy of Proportional Sedation and Deep Sedation Defined by Seda-
tion Protocols: A Multicenter, Prospective, Observational Study

Imai K.X, Morita T.2, Yokomichi N.2, Mori M.2

1Seirei Mikatahara General Hospital, Hospice, Hamamatsu, Japan,
2Seirei Mikatahara General Hospital, Hamamatsu, Japan

Background: There are inconsistencies in empirical studies about what is
continuous deep sedation in clinical practice.

Purpose: To investigate the efficacy of two types of palliative sedation:
proportional and deep sedation, defined by sedation protocols.
Methods: We conducted a multicenter prospective observational study
of consecutive cancer patients who received the continuous infusion of
midazolam for refractory symptoms based on protocols in 14 palliative
care units. The primary endpoint was goal achievement at 4 hours: in
proportional sedation, symptom relief (Integrated Palliative care
Outcome Scale: IPOS=< 1) and absence of agitation (modified Richmond
Agitation-Sedation Scale: RASS< 0); in deep sedation, the achievement
of deep sedation (RASS= -4). Secondary endpoints included deep seda-
tion as a result, communication capacity (Communication Capacity Scale
item 4= 2), IPOS and RASS scores, and adverse events.

Results: Among the 1633 patients, 154 received the continuous infusion
of midazolam. Responsible palliative care specialists decided to use the
protocols for 81 patients: proportional sedation (n=64), and deep seda-
tion (n=17). The goal was achieved in 77% (n=49; 95% confidence inter-
val, 66-87) with proportional sedation; and 88% (n=15; 71-100) with
deep sedation. Deep sedation was necessary for 45% of those who
received proportional sedation. Communication capacity was main-
tained in 34% with proportional sedation and 10% with deep sedation,
respectively. IPOS decreased from 3.5 to 0.9 with proportional sedation,
and 3.5 to 0.4 with deep sedation; RASS decreased from +0.3 to -2.6,
and +0.4 to -4.2, respectively. Fatal events related to the treatment
occurred in 2% (n=1) with proportional and none with deep sedation.
Conclusion: The two types of sedation protocol were effective to achieve
each treatment goal.
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Delirium Management within an Inpatient Palliative Care Unit: Intro-
duction of the Modified TIME Bundle

McNeill 1.1, Harvie K.2

1University Hospital Monklands, Airdrie, United Kingdom, 2St Andrew’s
Hospice, Airdrie, United Kingdom

Background: Delirium affects up to 88% of patients with palliative care
needs and can be an extremely distressing experience. Therefore,
prompt recognition and correct management can improve the end-of-
life experience for both patients and families.

Aim: Based on the recent Scottish Intercollegiate Guidelines Network
(SIGN) Guideline for Risk Reduction and Management of Delirium, the
primary aim of this project was to improve the management of delirium,
with 75% of patients having appropriate investigations and management
documented in their medical notes. Secondary aims were for all patients
with a delirium diagnosis to have the term “delirium” recorded in their
medical notes by both medical and nursing staff, and to improve staff
knowledge and confidence.
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Methods: In a Specialist Palliative Care Inpatient Unit in Scotland, three
cycles of a PDSA (Plan-Do-Study-Act) model were carried out. The
interventions of these cycles were: Education on Delirium & the 4AT;
Education on the Modified TIME (Triggers, Investigate, Management,
Engage & Explore) Bundle; Implementation of the Modified TIME Bundle.
Data for each cycle was collected over two weeks. A questionnaire

containing both knowledge and confidence-based questions was
performed at the start and end of the project.

Results: Results of each cycle can be seen in the table below. A maxi-
mum of 27 patients were present in the hospice over each period, with
11-25% diagnosed with delirium.

Baseline Cycle 1 Cycle 2 Cycle 3
(n=3) Education - Delirium Education - TIME TIME Bundle
& 4AT (n=5) Bundle (n=6) Inroduction (n=4)

Use of 4AT to screen for delirium 33% 60% 67% 75%
Cause of delirium treated 67% 60% 67% 100%
Non-pharmacological management utilised 33% 20% 100% 100%
Pharmacological management utilised 67% 40% 83% 75%
Delirium recorded by medical & nursing staff 0% 20% 33% 0%
Delirium recorded by medical staff only 67% 20% 50% 75%
Staff confidence in recognising delirium 66% (Quite/ - - 71% (Quite/

Very confident) Very confident)

Discussion: This is a significant issue affecting patients with palliative
care needs and although only small sample sizes were involved, improve-
ments could be seen in most aspects after simple interventions. The 4AT
was utilised in more patients to assess for delirium. More patients
received appropriate management, both pharmacological and non-
pharmacological. Improvements can still be made and so ongoing staff
education is taking place and further evaluations will be done.
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Sedation at the End of Life in Hospital: A Multicenter Retrospective
Cohort Study
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Background: Data on sedation at the end of life (eol) based on objective
criteria, rather than professionals’ self-reports, are scarce, as well as
data across disciplines.

Aims: To assess the use of sedatives with “continuous effect” within the
last week of life and associated factors in different hospital departments,
based on objective criteria.

Methods: Multicenter retrospective cohort study, using medical records
of patients who died in 5 German hospital departments 01/2015—
12/2017 (hemat-/oncology (n=2), neurology, geriatrics, gynecology).
Analysis of sedatives recommended in guidelines for “palliative seda-
tion”: benzodiazepines, levomepromazine, haloperidol (= 5 mg/day)
and propofol. Published definitions of “continuous effect” and “at least
moderately sedating” doses were used. Descriptive statistics and multi-
variate logistic regression analysis (R version 3.6.1).

Results: 260/517 (50%) deceased patients received a sedative with “con-
tinuous effect” during the last week of life, 53/517 (10%) in “at least
moderately sedating” doses. For 76/260 (29%) patients, no indication
was noted. The term “sedation” was documented for 20/260 (8%)

patients, involvement in decision making for 4/260 (2%). Prevalence of
use of sedatives with “continuous effect” differed significantly between
departments. Use of sedatives with “continuous effect” was significantly
associated with age (OR 0.98, 95%-Cl 0.96 to 1.00), support by a special-
ist palliative care team (OR 5.59, Cl 3.65 to 8.69), documentation of the
term “palliative treatment” (OR 2.25, CI 1.39 to 3.70), and department
(hemat-/oncology Il: OR 0.32, CI 0.16 to 0.63; geriatrics: OR 0.23, C1 0.10
to 0.50; reference: hemat-/oncology ).

Conclusion: The observed differences between departments and
deviations from recommended practice warrant further exploration
and development of context-specific support measures for sedation at
the eol.

Funding: Bundesministerium fiir Bildung und Forschung (01GY1712,
SedEol)
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Perceptions on the Use of Opioids in COVID-19: Survey among Mem-
bers of the German Association for Palliative Medicine (DGP)
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Background: Opioids efficiently alleviate pain and dyspnea. However,
guidelines on symptom management with opioids differ which may lead
to an uncertainty concerning opioid indication and ethical implication
among medical staff, especially when caring for COVID-19 patients.
Aims: We aimed to examine the perception of members of the German
Association for Palliative Medicine (DGP) concerning the administration of
morphine as the gold standard opioid for symptom control within and out-
side of a palliative care (PC) setting, including care for COVID-19 patients.
Methods: DGP members received an anonymized online questionnaire
(Survey Monkey®), containing questions regarding their perception of
symptom management with morphine in general, and in particular con-
cerning COVID-19 patients. Participants were asked to rate their percep-
tion within and outside of a PC setting.

Results: N=506 of 6129 DGP members participated. DGP physicians and
nurses perceived handling of morphine as “certain and confident”(98%)
and “clearly regulated” within PC (95%), but rated these items
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significantly lower for outside PC (48%/38%). When caring for COVID-19
patients, handling of morphine was even less often rated “certain and
confident”(26%) or “clearly regulated” (23%) for outside PC. Dyspnea
(99%/52%), relief of the dying process (62%/37%), restlessness
(30%/15%) and fear/panic (27%/13%) were more frequently rated as
general indications for morphine within versus outside PC. Most partici-
pants (89%) wished to involve palliative care consultation teams.

Conclusions: DGP members perceived substantial uncertainty in the han-
dling of morphine for medical fields outside PC. Uniform interdisciplinary
guidelines for symptom control, more education and involvement of a PC
consultation team should be increasingly considered in the future.
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Symptom Burden in Patients in SAPV and AAPV over Time - Data from
the APVEL Study
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Background: Data from the Integrated Palliative Care Outcome Score
(IPOS) of n = 215 patients from the prospective survey of the APVEL pro-
ject are reported. The project was carried out in North Rhine-Westphalia,
a region with established structures of both general outpatient palliative
care (AAPV) and specialized outpatient palliative care (SAPV).

Aim: The focus of this sub-project was to describe the principles of effec-
tiveness of SAPV compared to AAPV in urban and more rural regions.
The APVEL project is one of three supported innovation fund projects
with the aim of making recommendations on the national SAPV guide-
line of the Federal Joint Committee (G-BA).

Methods: The IPOS is a validated 5-point Likert instrument that contains
10 questions about physical symptoms, but also covers psycho-social
areas. The IPOS was supplemented by two single-item questions on the
impact dimensions “security promise” and “everyday framing” based on
the work of Schneider et al (2015). At approximately five-day intervals
after the initial on-site survey, up to three follow-up surveys were carried
out by telephone. A multivariate ANOVA was carried out using STATISTICA
© software and Microsoft Excel 2017 © to analyze the data.

Results: SAPV patients showed a higher total IPOS total score and the
physical symptoms, as well as the symptom “weakness”, constant over
time, while the AAPV values continuously decrease over time. The “feel-
ing of security” experienced in the SAPV and AAPV was consistently
good over time, but always better in the city compared to the country.
According to the trend, a comparable picture emerged for the construct
“normality” in framing everyday life.

Conclusions: The results suggest that patients in the SAPV showed a
higher symptom burden and poor functionality. Nevertheless, it was
possible to bring about a stabilization over the course of time and to
ensure that patients may remain at home.
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Development of Criteria for Identifying Potentially Inappropriate Pre-
scribing of Medications for Symptomatic Relief in Older Adults with
Cancer Receiving Palliative Care (PIP-CPC)
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Background: Targeted action is needed to improve prescribing in older
adults with cancer at end-of-life. Existing prescribing tools for patients
with advanced cancer focus on identifying medications for pre-existing
conditions (e.g. statins) that may be suitable for deprescribing. However,
these tools do not assess medications for controlling symptoms com-
monly experienced towards end of life (e.g. pain).

Aims: To develop criteria for identifying potentially inappropriate pre-
scribing of medications for symptomatic relief in older adults (=65
years) with cancer who are receiving palliative care and have an esti-
mated life expectancy of <1 year.

Methods: A two-round electronic Delphi consensus exercise was con-
ducted with a panel of 18 stakeholders with expertise in palliative care,
oncology and/or geriatric medicine across Ireland and the United
Kingdom. Panellists rated their agreement with a series of criteria using
a Likert scale and had the option of adding free-text comments. A priori
decision rules were used to accept or reject criteria.

Results: Following Round 1, group consensus was achieved for 15/28
criteria which were included in the final set of criteria. Four criteria were
removed based on the panel’s ratings and additional comments. Group
consensus was achieved for all nine criteria included in Round 2. The
final set comprised 24 criteria relating to: anorexia-cachexia (n=1); anxi-
ety (n=2); constipation (n=5); delirium (n=1); depression (n=3); diar-
rhoea (n=1); dyspnoea/breathlessness (n=1); fatigue (n=2); insomnia
(n=2); nausea/vomiting (n=2); pain (n=3); duplicate drug classes (n=1).
Conclusion/discussion: Prescribing criteria have been developed for
identifying potentially inappropriate prescribing of medications for
symptomatic relief in older adults with cancer receiving palliative care.
Future studies should examine the application and validity of these
criteria.

Funding: Irish Cancer Society, All Ireland Institute of Hospice and
Palliative Care.
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Octubre, Madrid, Spain, 1*Hospital Universitario La Paz, Madrid, Spain

Background: Reported ED frequency in cancer is variable depending on
ED definition used and population characteristics. No studies in advanced
lung cancer (LC) patients (Pts) have been conducted.

Aims: To determine the prevalence of ED in advanced LC out-Pts. To
describe ED clinical characteristics & identify risk factors.

Methods: Consecutive advanced LC Pts visited in Palliative Care or
Oncology clinics of 10 Spanish hospitals. A sample of 351 Pts are needed
to estimate ED frequency. Inclusion criteria:=18 y-old, stage IlI-IV LC &
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signed informed consent. Exclusion criteria: cognitive impairment, dif-
ficulty to understand & comorbidity acute exacerbation. Logistic & mul-
tinominal regressions were done to assess ED risk factors.

Results: 366 Pts included. Background dyspnea (BD) in 35.5% Pts. ED in
31.9% (90% in Pts reporting BD). Men:67.5%. Mean age: 65 y-old.

ECOG=1:59.4%. Pts on disease-oriented therapy:72.9%. Median ED
episode/day:1 (IQR: 1-2); median intensity:VNS 7/10 (IQR: 5-8.25).
Triggers reported by 89.9% Pts (exercise:96.2%; emotions:40%). ED Pts
had an oxygen therapy OR=9.89. See in Table 1 differences in comor-
bidities between Pts with & without ED.

Variable cc All sample Patients not Patients P-value

reporting ED reporting ED

(n (%)) (n (%))

366 (100) 249 (68.1) 117 (31.9)

COPD history 366 110 (30.1) 64 (25.7) 46 (39.3) 0.011
Vascular pulmonary disease (VPD) history 366 16 (4.4) 5(2.0) 11(9.4) 0.003
Heart failure (HF) history 366 21(5.7) 9(3.6) 12 (10.2) 0.021
Cachexia 366 41(11.2) 18(7.3) 23 (19.7) 0.002
Disease-oriented therapy 365 266 (72.9) 195 (78.3) 71(61.2) <0.001
Supportive care only 84 (23.0) 42 (16.9) 42 (36.2) <0.001
No treatment 15(4.1) 12 (4.8) 3(2.6) 0.404

CC: complete cases; COPD: Chronic Obstructive Pulmonary Disease

Conclusion: ED prevalence in advanced LC Pts is high (90%) in those
with BD. Pts with intrathoracic comorbidities (COPD, VPD, HF),
cachexia or on supportive care reported ED more frequently. ED Pts
have =10-fold risk of needing oxygen therapy, indicating alveolar oxy-
gen-exchange failure.

Abstract number: B-19
Abstract type: Poster

A Systematic Review of Quality Improvement Initiatives for Continuous
Sedation until Death

Robijn L.22, Deliens L.%2, Scherrens A.-L.22, Pauwels N.3, Pype P.12,
Rietjens J.%, Chambaere K.2?

1End-of-Life Care Research Group, Brussels, Belgium, 2Ghent University,
Public Health and Primary Care, Ghent, Belgium, 3Knowledge Center
Ghent, Ghent University, Ghent, Belgium, *Erasmus MC, Public Health,
Rotterdam, Netherlands

Background: Extensive debate surrounds the practice of continuous
sedation until death within end-of-life care.

Aim: To provide insight into existing initiatives to support the practice of
continuous sedation until death and assess their feasibility and
effectiveness.

Methods: Systematic review and narrative synthesis, registered on
PROSPERO (CRD42020149630). Records were searched through
MEDLINE, EMBASE, CENTRAL, CINAHL and Web of Science from incep-
tion to April 16 2020. Peer-reviewed studies reporting original data on
initiatives to support the practice of continuous sedation were included
for review.

Results: Twenty-one studies met the criteria and were included.
Initiatives were focused on assessment tools of consciousness and dis-
comfort (9), the use of guidelines and protocols (8) and expert consulta-
tion (3). All initiatives were reported as useful, acceptable and feasible.
Studies on the use of monitoring devices showed that a small propor-
tion of patients were found to be awake, despite the patient being unre-
sponsive according to the observer-based sedation scales. However, the
wide range of values of these monitoring devices for comfortable and
adequately sedated patients seems to hamper its overall implementa-
tion in daily clinical practice. Physicians reported changes in practice
conform to guideline recommendations but the shift was modest at
best. Expert consultation was regarded as supportive when sufficient
expertise is lacking and helpful in avoiding possibly unnecessary
sedations.

Conclusions: The reviewed initiatives may contribute to improvement of
continuous sedation until death, though their evidence base is rather
limited. More insight is needed into their feasibility, preconditions for
effective implementation and impact in actual practice.

Abstract number: B-23
Abstract type: Poster

Are Non-pharmacological Strategies Sustained 6 Months after Patients
with Chronic Obstructive Pulmonary Disease (COPD) Attend a Breath-
lessness Service? A Qualitative Study

Luckett T.%, Roberts M.234, Swami V.2, Smith T.23, Cho J.-G.%34, Klimkeit
E.2, Wheatley J.234

1University of Technology Sydney, IMPACCT, Faculty Of Health, Ultimo,
Australia, 2Westmead Hospital, Department of Respiratory and

Sleep Medicine, Sydney, Australia, 3Westmead Institute for Medical
Research, Ludwig Engel Centre for Respiratory Research, Sydney,
Australia, 4The University of Sydney, Westmead Clinical School, Faculty
of Medicine and Health, Sydney, Australia

Background: The Westmead Breathlessness Service (WBS) trains
patients with moderate to very severe chronic obstructive pulmonary
disease (COPD) to self-manage chronic breathlessness over an 8-week
program with multidisciplinary input and home visits.

Aims: This study aimed to explore the degree to which non-pharmaco-
logical strategies were sustained 6 months after completing the WBS
program.

Methods: A qualitative approach was taken, using semi-structured tele-
phone interviews. Thematic analysis used an integrative approach.
Results: Thirty-two participants were interviewed. One or more breath-
lessness self-management strategies were sustained by most partici-
pants, including breathing techniques (n=22; 69%), the hand-held fan
(n=17; 53%), planning/pacing and exercise (n=14 for each; 44%), and
strategic use of a 4-wheeled walker (n=8; 25%). However, almost a third
of participants appeared to be struggling psychologically, and a ‘chaos
narrative’ appeared to be prevalent. Transcripts suggested that some
participants had poor recall of the program.

Conclusions: Self-management strategies taught by breathlessness ser-
vices to patients with moderate to very severe COPD have potential to
be sustained 6 months later. However, psychological coping may be more
challenging to sustain. Research is needed on ways to improve uptake of
psychological interventions and the implications of poor recall on
self-management.
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Abstract number: B-24
Abstract type: Poster

An Audit and Review of the Efficacy of Sodium Valproate for Neuro-
pathic Pain by a UK Hospital Palliative Care Team

Lim J.1, Banting M.

University Hospitals Southampton NHS Foundation Trust,
Southampton, United Kingdom

Background: The antiepileptic sodium valproate (valproate) can be used
as an adjuvant in neuropathic pain management, as supported by clini-
cal experience. However, there is lack of robust evidence on the efficacy
of valproate in relieving neuropathic pain and the mechanism of action
of valproate in neuropathic pain is unclear. Therefore, it is important to
investigate the prescribing practice of valproate in neuropathic pain
management and its efficacy.

Aims: First, to assess a UK hospital palliative care team’s (HPCT) prescrib-
ing compliance of valproate against robust loco-regional guidelines in
neuropathic pain management. Second, to begin exploration of val-
proate’s efficacy and safety in palliative care patients.

Methods: 1941 referrals to the HPCT in 2019 were screened and pre-
scriptions of 56 adults who had valproate started for neuropathic pain
were compared against the guidelines. The historical inpatient records
of these patients were studied comprehensively to investigate the effi-
cacy and safety of valproate.

Results: The HPCT is 69.64% compliant with the guidelines (although
when taking into account the need for subcutaneous dosing or renal fail-
ure this increases to 91%). The mode starting and maintenance doses
prescribed were 400mg/day. Retrospectively, from the records, 18
patients reported positive outcome with valproate whilst 4 reported lack
of response. 4 patients with a pain score recorded reported reduction in
pain score after treatment, but only 1 had more than 50% reduction. 15
patients had other analgesic doses reduced following treatment with
valproate, suggesting valproate may be an opioid-sparing agent. Adverse
reactions were identified in 4 patients.

Conclusions: The HPCT has reasonable prescribing compliance. The pos-
itive results obtained on the efficacy and safety of valproate in neuro-
pathic pain management in addition to its potential opioid-sparing effect
should call for further exploration including RCTs against other agents.

Abstract number: B-25
Abstract type: Poster

Assessment and Management of Fatigue in Patients with Cancer: A
Multi-centre Regional Audit

McDougall A.J.%, Firth K.2, Buckle R.3, Hynes J.%, Monnery D.%, Coyle S.
1Clatterbridge Cancer Centre, Liverpool, United Kingdom, 2Wirral
Hospice St Johns, Wirral, United Kingdom, 3Merseycare NHS Trust,
Liverpool, United Kingdom, “St Helens and Knowsley Teaching Hospitals
NHS Trust, Liverpool, United Kingdom

Background: Fatigue is a common and debilitating symptom experi-
enced by patients with life limiting illness.

Aim: To audit clinical practice against regional standards and to use out-
comes to update regional standards and guidelines.

Method: A systematic literature review of the management of fatigue in
cancer patients was performed. The practice of Healthcare Professionals
working in specialist palliative care was surveyed and a multi-centre ret-
rospective case note audit was performed.

Results: There is evidence for corticosteroid use and for educational and
exercise interventions in the management of fatigue. There is limited
evidence for the use of acupressure, acupuncture or psychostimulants.
58 clinicians participated in the survey. 9% report using an assessment
tool to evaluate fatigue. 94% consider reversible causes. 54% reported
their service area provided educational sessions covering fatigue. 52%

refer patients for exercise based interventions or psychological support.
Of those with access, 33% consider referral for acupuncture/acupres-
sure. 80% use corticosteroids in fatigue management, with 93% using
Dexamethasone 4mg. 17% consider use of psychostimulants.

116 case notes were reviewed. 32% of patients were screened using an
assessment tool. A reversible cause was considered in 79%. 25% were
referred for educational intervention, 18% for exercise intervention
and 38% for psychological support. 37% of patients were commenced
on a corticosteroid, with 51% prescribed Dexamethasone 4mg. No
patients were referred for acupuncture/acupressure or commenced
on psychostimulants.

Conclusion: The majority surveyed did not use an assessment tool. Most
clinicians considered corticosteroids. However, around half did not con-
sider referral for educational or exercise interventions. Psychostimulants
were not prescribed. Respondents would consider referral for acupunc-
ture/acupressure but this was not widely available.

Abstract number: B-26
Abstract type: Poster

Managing Medicines at Home for Terminally Il Patients within Com-
plex Systems of Care

Pollock K.1, Caswell G.1, Wilson E.1

1University of Nottingham, School of Health Sciences, Nottingham,
United Kingdom

Background: Treatment advances enable patients to remain cared for
and, increasingly, to die at home. As a result, families assume increasing
responsibility for administering complex medication regimens and nego-
tiating care with many different health care services and professionals.
Aim: To explore how terminally ill patients and their family caregivers
undertake the work of medicines management within a complex system
of care.

Method: Qualitative UK study including 1. semi-structured interviews
with family care givers (21) and healthcare professionals (40) and 2.
Longitudinal patient centred case studies (20). Thematic and narrative
case analysis.

Results: Participants reported difficulties in navigating a system they
experienced as complex and fragmented, particularly as the patient’s
iliness progressed. ‘Feeling known’ within the system was not achieva-
ble without continuity of care. Family caregivers often came to assume
the role of care coordinator and developed personally effective systems
for managing medicines and recording use. Participants described the
need to remain vigilant about the medicines prescribed for the patient
and changes to prescriptions which could be hazardous. Delays in
accessing services, and problems of communication between and with
professionals were frequently encountered. Medicines management
involved considerable effort, resourcefulness, and responsibility.
Inability to rapidly access help in a crisis was intensely stressful.
Conclusion/discussion: The findings highlight the extent to which
access to resources and personal agency is underpinned and enabled by
interpersonal relationships within and between personal and profes-
sional networks. The availability of a key health professional to help
navigate a complex and confusing system was important to a good
experience of care.

Abstract number: B-27
Abstract type: Poster

Use of Ambulatory PCA for Children and Young People with Advanced
Cancer: Evaluation of Use and Outcome

Patel B.22, Bayliss J.2, McCulloch R., Craig F.%, Rajapakse D.1, Comac
M., Hemsley J.%, Bell C.1, Dewar C.%, Bluebond-Langner M.%3

1Great Ormond Street Hospital NHS Foundation Trust, Louis Dundas
Centre for Paediatric Palliative Care, London, United Kingdom, 2Great
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Ormond Street Hospital NHS Foundation Trust, Pharmacy Department,
London, United Kingdom, 3University College London Great Ormond
Street Institute of Child Health, School of Life and Medical Sciences,
Faculty of Population Health Sciences, London, United Kingdom

Background: Pain is a leading symptom in children and young people
(CYP) with advanced cancer. A multi-modal pain management approach
is fundamental in paediatric palliative care. Despite this, pain is only
effectively managed in 30% of CYP with advanced cancer. Use of ambula-
tory patient-controlled analgesia (PCA) for CYP at home is increasingly
described as a safe and effective tool for managing pain in CYP towards
the end of life (EOL).

Aim: Evaluate use and outcome of ambulatory PCA using a CADD Solis
2100 infusion pump for CYP with advanced cancer cared for at home.
Method: Nineteen month retrospective chart review (July 2019 -
February 2021) of CYP with advanced cancer receiving specialist pallia-
tive care at home.

Results: Ten CYP, 8 males and 2 females aged from 3 to 16 years, were
started on PCA during EOL care at home. One child was excluded as they
returned to inpatient care. 9 children managed in the community were
evaluated, all experiencing pain due to advanced cancer. Median dura-
tion of use was 6 days (3 to 140 days). All CYP continued on ambulatory
PCA until EOL.

Mean number of PCA bolus doses given was 275 bolus/CYP or 13
boluses/day per CYP. In all 9 cases bolus delivery was facilitated by par-
ent/carer proxy.

Most common medications delivered by PCA were: morphine and keta-
mine (4 cases), oxycodone and ketamine (3 cases), and methadone (2
cases). 1 patient required opioid rotation from PCA initiation to EOL;
another CYP required midazolam added to the PCA for severe
dyspnoea.

On average each patient needed 6 dose adjustments for effective anal-
gesia. Median intravenous morphine equivalent dose at EOL was
0.96mg/kg/day (range 0.38 to 42.24mg/kg/day). No adverse events
noted. One CYP experienced remote dose cord failure but was still able
to receive PCA bolus via pump back up button.

Conclusion: Study provides further evidence that ambulatory PCA using
CADD pumps can be used successfully and effectively in pain manage-
ment of CYP with advanced cancer at home.

Abstract number: B-28
Abstract type: Poster

The Complex Management of Retroperitoneal Bleeding in a Palliative
Patient on Therapeutic Anticoagulation

Hayes J.1, Azhar M.%, Gaffney L., Waldron D.%, Cronin K.

1Galway University Hospital, Palliative Medicine, Galway, Ireland

Background: Spontaneous retroperitoneal bleeds are rare and thus
there is limited information on their clinical features and management.
They are thought to be one of the most serious complications associated
with anticoagulation with a potentially high mortality of 30%. This is
thought to be due to delayed recognition and inappropriate manage-
ment. Thus this topic is particularly relevant in palliative medicine.
However, retroperitoneal bleeding in a palliative patient has not previ-
ously been explored in the literature.

Aim: To highlight how retroperitoneal bleeding presents and evolve. To
demonstrate how effective management requires input from multiple
specialities including haematology, anaesthetics, interventional radiol-
ogy and surgeons.

Method: Case of a 71 year old male with metastatic non-small cell lung
cancer who was on low molecular weight heparin for a pulmonary
embolus. This man presented with an acute inability to weight bear due
to severe pain predominantly in his right buttock, hip and groin.

Computed tomography venogram was requested due to an acute escala-
tion in pain associated with an acute drop in haemoglobin and acute
kidney injury. This revealed a new right psoas muscle haematoma. His
anticoagulation was stopped, however his haemoglobin continued to
drop despite blood transfusion and his clotting became deranged.
Haematology was consulted and his coagulation normalised with
tranexamic acid and vitamin K. He subsequently stabilised and he was
able to mobilise without pain and his anticoagulation was reintroduced.
Results: Effective management required prompt recognition and consul-
tation with haematology, anaesthetics, interventional radiology and sur-
geons. On stabilising anticoagulation was reintroduced according to
haematology advice.

Conclusion: This case highlights that early recognition and multispe-
cialty input is paramount in the management of retroperitoneal bleed-
ing in a palliative patient on therapeutic anticoagulation.

Abstract number: B-29
Abstract type: Poster

A systematic environmental scan of online self-management resources
for adults living with primary brain cancer and their carers

Schaefer 1.1, Heneka N.%, Luckett T.%, Agar M.R.1, Chambers S.K.?,
Currow D.C.%, Halkett G.3, Disalvo D.X, Amgarth-Duff I.%, Anderiesz C.%,
Phillips J.L.>

1University of Technology Sydney, IMPACCT, Sydney, Australia,
2University of Technology Sydney, Faculty of Health, Sydney, Australia,
3Curtin University, Perth, Australia, “Australian Brain Cancer Mission,
Sydney, Australia, >Queensland University of Technology, Brisbane,
Australia

Introduction: Primary brain cancer has a profound effect on the lives of
a person who is diagnosed, and their families/carers. Seeking informa-
tion on a newly diagnosed disease is frequently prioritised to inform care
planning and self-management of disease, often from internet resources.
Aim: To appraise the content, reliability, and readability of the available
online self-management resources for adults living with primary brain
cancer, and their families/carers.

Method: A systematic environmental scan of online resources designed
for adults (>25 years) living with primary brain cancer, published in
English from 2009-19, was undertaken. Resources were classified by:

1) the step on the cancer care continuum;

2)  self-management domains (PRISMS taxonomy);

3)  basic information disclosure (Silberg criteria);

4) independent quality verification (HonCode);

5) reliability of disease and treatment information (DISCERN); and
readability (Flesch-Kincaid reading grade).

Results: A total of 119 online resources were identified, most originat-
ing in England (n=49); Australia (n=27); or the USA (n=27). Resources
for active treatment (n=76) were the most common, versus palliative
care (n=13), recurrence (n=3) or survivorship (n=1) resources. Few
resources directly provided self-management advice. Resources rarely
cited verifiable evidence (n=26, 22%), or were HonCode certified (n=9,
24%). The median resource reliability (DISCERN) was 56%. A median of
8.8 years of education was required to understand these online
resources.

Conclusion: Online resources for brain cancer lack specific, practical and
accessible self-management advice to address patient and carer needs
across the cancer care continuum. Resources targeting rehabilitation,
managing behavioural changes, survivorship, recurrence, and palliative
care must be prioritised for development. Developing resources that are
accessible for people with poor literacy or cognitive deficits is also criti-
cal for this patient cohort.
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Abstract number: B-30
Abstract type: Poster

“You Don’t Want to Sedate Him”. A Qualitative Interview Study on the
Intentions of Administering Sedative Drugs at the End of Life in Nursing
Homes and Hospital Departments

Meesters S.1, Griine B.1, Bausewein C.%, Schildmann E.!

1University Hospital, LMU Munich, Department of Palliative Medicine,
Munich, Germany

Background: Previous data indicate major differences between coun-
tries and settings regarding the intention of administering sedative
drugs, and which drugs are perceived to be sedating.

Aims: To explore the concept of ‘sedative drugs’ and the intentions of
German healthcare professionals in general palliative care when admin-
istering sedative drugs at the end of life.

Methods: We conducted 49 semi-structured qualitative interviews with
physicians and nurses in five hospital departments (haematology/oncol-
ogy (n=2), neurology, geriatrics, gynaecology) and four nursing homes.
Recruitment took place via contact persons in each participating centre.
We thematically analysed the transcripts by the Framework approach,
using MAXQDA version 2018.2.

Results: Most interviewees referred to benzodiazepines, opioids, and
antipsychotics. Some subsumed all into the group of sedative drugs, oth-
ers differentiated between sedative drugs, anxiolytics, and analgesics. In
explaining their intention, most interviewees particularly emphasized
what they want to avoid when administering sedative drugs. We identi-
fied four main themes regarding (excluded) intentions: (1) use of seda-
tive drugs to relieve the patient’s situation with consciousness reduction
as (un)wanted side effect, (2) use of sedative drugs to relieve the situa-
tion for the team and/or the relatives, (3) hastening death or shortening
life: intention-foresight distinction, (4) avoidance of tranquillising or
restraining the patient.

Conclusion: Education in general palliative care should focus more on
the differentiation and potential transition from sedation as a side effect
to intentional sedation, and on reducing insecurities regarding the latter.
Moreover, critical reflexion of indications and intentions in accordance
with respective guidelines is needed.

Funding: Bundesministerium fur Bildung und Forschung (01GY1712,
SedEol)

Abstract number: B-31
Abstract type: Poster

Patients Problems and Needs, when Visiting the Emergency Depart-
ment of a Tertiary Cancer Hospital: An Observational, Descriptive
Study

Panagiotou 1.2, Panoussieris M., Poulinaki E.%, loannou A., Patsialos I.%,
Agriantoni M.-E.1

1St Savvas Anticancer Hospital, Athens, Greece

Background: Patients with advanced cancer commonly visit the emer-
gency department (ED). Identification of patients with unmet prob-
lems/needs could help initiate an appropriate form of palliative care.
Aim: To provide an insight into ED visits of advanced cancer patients at a
tertiary oncology hospital.

Methods: 134 adult patients with advanced solid tumors were evalu-
ated. The Hospital’s Ethical Committee Approval had been obtained and
patients signed a written informed consent; those with extreme fatigue,
confusion and/or drowsiness were excluded. Clinical characteristics, the
main physical symptom leading to the ED, as well as the unmet prob-
lems/needs in other dimensions (psychosocial, practical, freely described
by the patients) were recorded. The final outcome was defined by ED
physicians.

Results: 64 % were female, with a median age of 59 years (range 46-88).
Patients were heavily pre-treated (86.3%). Tumors were metastatic and
located mainly at the lung, the gastrointestinal and genitourinary tract,
followed by the breast. More than two symptoms were often (92%). Pain
(21.0%) and dyspnea (18.6%) were the most common physical symp-
toms, followed by fever (12%), hemorrhage, ascites and emesis (8%,
respectively). Imaging and blood tests were performed to all.

Only 32.8% of patients were hospitalized.

Patients reported an extremely high percentage of anxiety (97%). 74%
stated significant lack of information, concerning their cancer. Half of
them had unmet spiritual needs and/or practical problems. Almost all
patients reported active support from informal caregivers.

Conclusions: Physical symptoms can be adequately treated at the ED,
with a decreased rate of hospitalization. Family relationships in Greece
are still strong enough to provide support. Palliative care could assist
patients in all domains/dimensions; ED shouldn’ t be their last ‘relief’
resort. More communication is warranted, and anxiety, spiritual care
and practical needs should be addressed.

Abstract number: B-33
Abstract type: Poster

Development of a Core Outcome Set for the R ch and A nent
of Inoperable Malignant Bowel Obstruction

Boland J.1, Bravington A.%, Baddeley E.2, Murtagh F.M.%, Johnson M.%,
Currow D.C.1, Obita G.3, Boland E.G.%, Nelson A.2, Seddon K.2, Oliver A.%,
Noble S.2

1Hull York Medical School/University of Hull, Wolfson Palliative Care
Research Centre, Kingston-upon-Hull, United Kingdom, 2Cardiff
University, Marie Curie Palliative Care Research Centre, Cardiff, United
Kingdom, 3Dove House Hospice, Kingston-upon-Hull, United Kingdom,
4Castle Hill Hospital, Queen’s Centre for Oncology & Haematology,
Kingston-upon-Hull, United Kingdom

Background: Malignant bowel obstruction (MBO) occurs when a can-
cerous tumour blocks the intestines. This can cause pain, nausea and
vomiting, and is distressing for patients, caregivers and health care
professionals (HCPs). Obstructing tumours cannot always be removed
through surgery. It is difficult to draw consistent conclusions about
effective non-surgical approaches from existing studies, which use a
broad variety of outcome measures.

Aims: To develop a Core Outcome Set (COS) for the research and assess-
ment of inoperable MBO using methodology recommended by the
COMET initiative (Core Outcome Measures in Effectiveness Trials).
Methods: A four-phase multicentre study: (1) systematic literature
review examining the scope of outcomes associated with inoperable
MBO; (2a) interviews with patients, caregivers and HCPs and (2b) rapid
review of qualitative literature exploring experiences of MBO; (3) Expert
Panel consultation to refine a list of proposed core outcomes; and (4a) a
Delphi survey and (4b) consensus meeting with stakeholders to produce
the COS. Qualitative data was explored using thematic analysis. Survey
data consensus criterion was =70%.

Result: The systematic review identified 83 papers; verbatim outcomes,
including individual PROM items, were pooled into 135 standardised
terms. Qualitative data suggested that symptom burden and ambiguities
in patient-professional communication were key issues, leading to the
inclusion of eight further outcomes. After Steering Group/Expert Panel
consultation, 82 outcomes were taken forward to the Delphi survey.
Stakeholders included patients and caregivers, oncologists, palliative
care specialists, specialist nurses, surgeons and dietitians. Consensus
was reached on core outcomes for use in research and clinical care.
Conclusions: Outcomes previously used to assess inoperable MBO have
lacked consistency and patient relevance. The COS produced by this
study will enable a consistent approach to research and clinical assessment.



68

Palliative Medicine 35(1S)

Abstract number: B-34
Abstract type: Poster

Symptom Profiles of Breast and Gynaecological Cancer Patients Report-
ing High and Low Distress Levels

Ke Y.%, Lim S.Y.2, Yang G.M.23, Tan Y.Y.3, Chan A.>3“, Neo P.S.H.?
INational University of Singapore, Pharmacy, Singapore, Singapore,
2Duke-NUS Medical School, Singapore, Singapore, 3National Cancer
Centre Singapore, Singapore, Singapore, “University of California Irvine,
Irvine, United States

Background: Patient-reported symptoms are routinely collected in a ter-
tiary cancer centre that employs routine distress screening. We hypoth-
esized that patients reporting high distress have a higher symptom
burden across different domains.

Aim: To describe and compare symptom profiles of breast and gynaeco-
logical cancer patients reporting low versus high distress.

Methods: This cross-sectional review included patients’ first visits to
outpatient clinics between 16/9/2019 and 31/7/2020. Patients com-
pleted the Distress Thermometer (DT) and a 41-item checklist cover-
ing problems in five domains: physical, emotional, practical,
relationship, and spiritual. High distress is defined by a validated cut-
off score of 4 on the DT. Frequently reported symptoms were sum-
marized using descriptive statistics. The prevalence of problems was
compared between the low and high distress groups using Chi-
squared tests.

Results: We categorized 1386 patients into low (n=876) and high (n=510)
distress groups. Overall, patients with high distress reported a higher
mean number of problems (5.7 vs. 2.2, P<<0.001). The prevalence of any
physical symptom was higher in the high distress group (88.8% vs. 62.4%,
P<C0.001). Frequently reported physical problems included (high vs. low
distress): fatigue (47.5% vs. 20.4%, P<<0.001), pain (37.1 vs. 17.7%,
P<<0.001), sleep problems (33.9% vs. 15.0%, P<<0.001), and peripheral
neuropathy (31.2% vs. 21.2%, P<<0.001). For the emotional domain,
anxiety was the second most prevalent symptom among the high dis-
tress group but was significantly less prevalent in the low distress group
(45.7% vs. 13.2%, P<<0.001).

Conclusion: Besides having a higher symptom burden, breast and gynae-
cological patients reporting high distress were more afflicted with psy-
chological problems such as worry and anxiety. Distress levels serve as a
feasible proxy to distinguish outpatient cancer patients with distinct
symptom profiles, allowing subsequent tailoring of supportive care
resources.

Abstract number: B-35
Abstract type: Poster

When Do we Call it Intentional Sedation? Daily Dosages of Midazolam
in Patients Dying in an Inpatient Palliative Care Service

Torres Cavazos J.L.., Kurkowski S.%, Seifert A.2, Heckel M.., Ostgathe C.%,
Klein C.1, SedPall Study Group

1University Hospital Erlangen, Friedrich-Alexander-Universitat
Erlangen-Nirnberg, Department of Palliative Medicine, Erlangen,
Germany, 2Bielefeld University, Faculty of Psychology and Sport
Science, Chair ‘Methods and Evaluation’, Bielefeld, Germany

Background/aims: Midazolam (M) is widely used in palliative care (PC),
for symptom oriented treatment (SOT) as well as for intentional sedation
(iSed). It is often challenging to decide whether a treatment shall be
labelled as SOT or iSed, in particular when transition is fluid. This analysis
attempts to identify differences in 24h-dosing of M between iSed and
SOT based on documented treatment intention and to find a delimiter to
identify iSed.

Methods: The charts of all patients (n=358) who died on a university PC
unit in Germany from 01/2018 to 06/2019 were reviewed. For every day
a patient received M, the 24h dosage (in mg) was calculated (M24). The
days were classified in three groups to detect a possible transitional onset

of iSed: “iSed” for all days of a documented iSed, “t-iSed” for all days
preceding an iSed, and “SOT” for all other days. The data was extracted
with MS Access and Excel, statistical analysis was performed using SPSS.
Mean, standard deviation and median were calculated; Kruskal-Wallis-
and Bonferroni-corrected U-test were used to test for difference of
median. As a delimiter the 25t percentile of iSed was assumed. Positive
(ppv) and negative (npv) predictive values were calculated.

Results: The total number of M24 was 1706. Of the days under review 49
(2,9%) were assigned to iSed, 67 (3,9%) t-iSed and 1590 (93,2%) to SOT.
M24 dosages were in iSed (median 16,5; mean 36,2; SD 42,2 mg), t-iSed
(5; 7,1; 6,2 mg), and in SOT (3; 4,3; 4,4 mg). The median values differed
significantly (p<<0,001). Weighted mean at the 25t percentile was 10,6
mg (iSed). Ppv was 0,4, npv was 0,98.

Conclusions: The median dose of Midazolam in all three groups differed
significantly and was also elevated prior to the documented onset of
iSed. iSed can be presumed at a dose exceeding 10,6 mg/24h, however
ppv is low. These findings should be validated with a different dataset.
Funding: The study is funded by the German Federal Ministry of
Education and Research (01GY1702A).
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Retrospective Analysis of Ketamine Prescribing in Palliative Patients in
the Acute Hospital Setting

Gaffney L.L, Azhar M., Hayes J.., Molony J.2, Mannion E.X, Waldron D.!
1Galway University Hospital, Palliative Medicine, Galway, Ireland,
2NUIGalway, Medicine, Galway, Ireland

Background: Ketamine is an N-Methyl D-aspartate antagonist. Evidence
base to date is conflicting, but clinical practice shows that it is an excel-
lent drug choice for carefully selected patients with complex cancer
related neuropathic pain.

Aims and objectives: Establish the demographics of the cohort selected.
To identify the frequency, dosing regime, duration of treatment and goal
of Ketamine prescribed by Palliative Care in the acute hospital setting. To
identify if it was used as an adjuvant or a single agent. To establish both
benefit and harmful side effects.

Method: Retrospective analysis of patients prescribed Ketamine
between April and October 2020, initial dose prescribed, titration to
effect, duration of treatment, PRN requirements pre and post introduc-
tion, if other adjuvant neuropathic agents were co-prescribed. We
recorded each diagnosis, description/site of pain, response in the first 24
hours. Side effects were also analysed.

Results: 32 Ketamine prescriptions charted over 6 month period. 24
female, 8 male all malignant diagnosis, with multiple primary sources.
Patients prescribed Ketamine had severe neuropathic pain. There was a
reduction in PRN opioid requirements of 60% within the first 24 hours
following initiation of Ketamine with a minimal side effect profile. About
half required a reduction in their co-prescribed baseline opioid. Average
duration of treatment was 10 days. Overall it was very effective and well
tolerated for complex “tight space pain”.

Conclusion: The ‘Burst Ketamine’ regime is very well tolerated and
highly effective for carefully selected patients. It is very useful for cancer
pain where there is central wind up with neuropathic, inflammatory,
ischaemic and opioid induced hyperalgesia (OIH). Recent research is
mixed on its efficacy for opioid refractory cancer pain, but does suggest
that some patients are ‘good responders’. Patient selection for future
research studies is paramount, severe neuropathic pain and OIH.
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Cultural and Structural Factors Affecting Physicians’ Decision Making
and Performance of Continuous Deep Sedation Until Death: An Envi-
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Background: Physicians encounter many issues concerning decision-
making and performance of continuous deep sedation until death (CDS).
Previous research has endeavored to grasp the complexity of CDS prac-
tice and its relevant factors. As the focus has been particularly centered
on (inter)personal factors, little attention has been given to environmen-
tal factors i.e., meso and macro level factors.

Aims: To identify which environmental factors affect physicians’ deci-
sion-making and performance of CDS.

Methods: Context analysis of 47 semi-structured interviews with physi-
cians in Belgium about their experiences with CDS decision-making and
practice, using an interpretative thematic approach. Data were collected
from January to March 2019 using purposive sampling.

Results: We identified both cultural and structural factors. Cultural fac-
tors include 1) moral reservation of the care team and institutions
towards CDS, 2) presence of palliative culture, 3) professional stigma
among physicians to performing CDS, 4) culture of fear of clinical errors,
5) the ideological signature of care institutions, 6) public misconceptions
about CDS, and 7) patients requesting CDS out of fear for death and suf-
fering at the end of life. Structural factors include 1) access to (profes-
sional) support in the clinical setting, 2) the use of guidelines and clinical
monitoring by the care team, 3) physicians performing CDS to circum-
vent procedural safeguards of the euthanasia law, 4) lack of knowledge
about and training in CDS, 5) the use of different concepts of CDS in the
medical field, 6) lack of a clear legal framework on CDS, and 7) time con-
straints and work pressure.

Conclusion: Environmental factors affecting physicians’ decision-making
and performance of CDS, are multifold and are centered around culture
and structure. To optimize CDS practice permanently and structurally, a
whole system approach that takes into account the environmental con-
text seems appropriate.
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Evaluation of a Community Palliative Care Support Project for People
with Advanced Diseases

Chan H.Y.1, Chung C.K.M.2, Tam S.2, Chow R.S.?

1The Chinese University of Hong Kong, The Nethersole School of
Nursing, Faculty of Medicine, Hong Kong, Hong Kong, SAR of China,
2Tung Wah Group of Hospitals, Endless Care Services, Hong Kong, Hong
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Background: Integrating palliative care approach into the community
care services is imperative to address the physical, psychosocial and spir-
itual needs of people with advanced diseases.

Aims: This study aims to examine the effects of community palliative
care services on symptom experiences.

Methods: This is a prospective cohort study built on a medical-social col-
laboration model. People diagnosed with advanced diseases were referred
from hospitals to receive comprehensive home-based multidisciplinary
support, including professional advice on symptom management, psycho-
social support and advance care planning. The Integrated Palliative Care
Outcome Scale (IPOS) was used for assessment over six months. The gen-
eralised equations model was used for examining changes in symptom
experience over time. Ethical approval for this study was obtained.
Results: Forty-eight participants who joined the project between
January and December 2020 were included in the analysis. Their mean
age was 63.8 years, ranging from 28 to 94. All of them were diagnosed
with cancer. At baseline, the three most disturbing symptoms were poor
mobility (69.4%), poor appetite (58.4%) and weakness (58.3%). A

considerable proportion of them were anxious (80.6%) and depressive
(63.9%), could hardly share their feelings with family/friends (83.4%) or
received information as wanted (88.9%). Significant improvement were
noted in the physical symptoms (p = .015), emotional symptoms (p <
.001), communication/practical issues (p < .001) and the overall IPOS
score (p < .001) over six months. Effect sizes were larger over the first
month and in addressing emotional symptoms (0.84) and communica-
tion/practical issues (0.86) than physical symptoms.

Discussion: The findings of this study showed that community palliative
care service is effective in addressing the psychological and information
needs of people with advanced disease, albeit the deteriorating health
condition.
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Palliative Care Patients’ Views and Experiences on Complementary and
Alternative Medicine (CAM) Use from the Hospice and Palliative Care
Perspective
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Department of Pharmacology, Gdansk, Poland, *Medical University

of Gdansk, International Research Agenda 3P: Medicine Laboratory,
Gdansk, Poland, *University Clinical Centre, Gdarisk, Poland

Background: Complementary and alternative medicine (CAM) includes
practices which do not belong to the standard therapy. The use of these
methods is not included in Polish palliative care services, however these
methods are used within palliative care patients of their own volition.
Aim: The aim of the study was to examine the CAM use among patients
undergoing palliative care in Poland.

Methods: A cross-sectional survey was applied. Palliative care patients
were asked to complete the semi-structured questionnaire about the
usage of CAM. Statistical analysis: Pearson’s Chi—square Test.

Results: 433 patients from palliative medicine outpatient clinic were
enrolled in the study. The prevalence of CAM use was 44%. Being younger,
having higher education, being professionally active, having health care
professional relatives or having them abroad predicted CAM use
(p<<0,05). Most often used methods were: vitamin/mineral formulations
(53%), herbs (48%), alternative nutrition (28%), marihuana (16%), medi-
tation (15%) and music therapy (14%). The reasons for CAM use, as stated
by patients, were: the support of anticancer therapy (71%), decreasing its
side effects (27%) and the lack of conventional curative treatment (13%).
The greater hope to recover from cancer was one of the benefits from
CAM use reported by the majority of patients (58%). The use of CAM in
7% of patients caused withdrawal of the anticancer therapy.
Conclusion/discussion: Despite the fact that CAM does not belong to
the conventional therapy, it was used by almost half of the palliative care
patients mainly as an aftermath of the applied previously anticancer
treatment. Whereas, the CAM use may increase perceived well-being of
some patients, it may be harmful in others leading to the discontinua-
tion of the conventional therapy. The real impact of the CAM use on
palliative care patients is still not determined and further studies on par-
ticular CAM methods should be conducted.

Funding: MUG (ST-51)
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Testing the Waters for a COPD-specific Breathlessness Service in the
Netherlands: A Pilot Study

Mooren K.1, Wester-vd Pieterman D.%, Kerstjens H.2, Bergkamp E.%,
Spathis A.3, Engels Y.
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Background: Refractory breathlessness is a devastating symptom in
COPD. Breathlessness services (BS), usually collaborations of palliative
and respiratory teams, offer a multidisciplinary approach. In the
Netherlands, few palliative teams work in an outpatient setting, and BS
do not exist. We were trained by a British BS team and translated their
toolkit ‘Breathing Thinking Functioning’ into Dutch, as a service to be
given by a pulmonologist, respiratory nurse and physiotherapist. We
chose to deliver the intervention specifically to COPD patients.

Aims: Our question was: is it feasible to perform a randomized con-
trolled clinical trial on the effectiveness of this BS on breathlessness
mastery in COPD patients? Feasibility was: 75% of included patients
complete the intervention. Secondary purposes: to familiarize the team
with giving the intervention; assessing how many sessions per patient
were needed; assessing the possible effect (through CRQ, mastery
score); assessing patient and professional satisfaction.

Methods: Non-randomized single-center pilot study. Inclusion criteria:
COPD; refractory dyspnea; ability to visit the outpatient clinic. During at
least 2 visits (including 1 session with a physiotherapist) and 1 telephone
call, patients learned non-pharmacological interventions to manage
breathlessness.

Results: 22 Patients were included; 19 (90%) completed the interven-
tion. The mean number of clinical visits was 2.2, and 1.7 phone calls per
patient. The team was enthusiastic about giving the intervention and felt
comfortable doing so. Eight patients (42%) returned a survey; all of
those rated the service as excellent and helpful. Average improvement in
CRQ score, subset mastery, was 1.6 (clinically important difference 0.5).
Conclusion: It is feasible to design a randomized multicenter controlled
clinical trial on the effectiveness of a breathlessness service using the
translated Cambridge toolkit, in COPD patients in a respiratory outpa-
tient clinic.
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Assessing the Relative Impact of Enhanced Supportive Care on Patients’
Quality of Lives between Primary Tumour Diagnoses

Watson A%, Griffiths A.%, Cadwallader C.%, Cooper M.%, Benson S., Slack
J.1, Boyd J.2, Naundorf D.%, Coyle S., Monnery D.*

1The Clatterbridge Cancer Centre, Liverpool, United Kingdom

Background: We previously published a case control study of the impact
of Enhanced Supportive Care (ESC) on quality of life and other patient
outcomes. This was a mixed cancer sample and whilst benefits were
seen overall in quality of life scores, little is known about how this varies
between patients with different primary tumour diagnoses. Knowing
which patients derive the greatest benefit from this service is important
in shaping future services using limited resources.

Aim: To describe variation in quality of life benefits for patients attend-
ing ESC by primary tumour group

Method: From April 2019-March 2020 we undertook a prospective ser-
vice evaluation comparing outcomes for patients accessing ESC.
Purposive sampling was used to select patients belonging to specific pri-
mary tumour groups: Breast, Upper GI, Head and Neck, Melanoma,
Lower GI, CNS and Sarcoma. Quality of life data was collected using IPOS.
Change over time was measured using a single-system design. Non para-
metric data was analysed using Mann-Whitney U Test.

Results: 275 patients’ IPOS scores were analysed. For the whole mixed
cancer cohort, IPOS revealed statistically and clinically significant reduc-
tion in severity scores for pain, weakness, appetite, anxiety and mobility
after their first appointment with ESC. In subgroup analyses, the greatest

overall score improvement was in patients with breast, lower Gl and
upper Gl cancers. The greatest median effect was seen in patients with
breast cancer who also reported improvements in more physical symp-
tom domains than any other group. Patients with head and neck cancers
had no overall quality of life benefit and no statistically significant
improvement in pain control.

Conclusion: ESC benefits were not equivalent across primary tumour
groups after a first appointment. Patients with breast, lower Gl and
upper Gl cancers benefitted most, whilst patients with head and neck
cancer benefitted least. Further work is needed to describe the cause of
this variation.

Abstract number: B-42
Abstract type: Poster

Intentional Sedation to Ease Suffering. An Innovative Terminological
Approach to Sedation in Palliative Care
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Aim: Terminology concerning sedation practices in palliative care has
been criticised as being too heterogeneous, vague and difficult to apply.
Unclear terminology has negative impact on reliability of quantitative
data and ethical discourse about the practices and is relevant for clinical
practice. We present a systematically constructed and justified termino-
logical proposal intended to clarify the concept of sedation for clinical
practice, research and for ethical and legal assessment.

Design, methods and approach taken: Based on logical and analytical
considerations and informed by a systematic review of definitions in
guidelines, we stepwise developed definitions of key terms. Drafts were
discussed and refined as part of an iterative process within an interdisci-
plinary research group with experts from palliative care, ethics, law and
philosophy of medicine and according to feedback from experts from
outside our study group.

Results: We propose defining core terminology stepwise in a precise way,
separating matters of terminology (i.e. what is the practice) from matters
of good practice (i.e. when and how to use it). As core terms, we define
reduced level of consciousness as a level of consciousness scoring <0 on
the RASS-PAL scale, sedation as the result or process of sedating and inten-
tional sedation as the result or process of sedation a patient as a means of
achieving a previously defined treatment goal. Further terms of the pro-
posal are light, deep, temporary sedation and sedation until death.
Conclusion / lessons learned: This terminology facilitates the precise
phrasing of specific aims (e.g. to reduce suffering), indications (e.g.
refractory and intolerable suffering) and rules for good practice (e.g.
appropriate medication). Thus, it allows for variation in practice recom-
mendations without affecting core terms relevant for describing and
evaluating practices of sedation in palliative care.

Abstract number: B-43
Abstract type: Poster

Efficacy of Rectal Administration of Pregabalin in a Rat Neuropathic
Pain Model
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Background: Pregabalin is used to relieve neuropathic pain. Patients
receiving palliative care cannot take medicine orally in some situations
such as the end stage of a disease. Since there is no intravenous or sup-
pository form of pregabalin, pain controlled by pregabalin might worsen
if patients cannot take pregabalin orally. If a suppository form of prega-
balin is shown to be effective, it would be useful in a palliative care
situation.

Aims: The aim of this study was to determine the efficacy of rectal
administration of pregabalin for neuropathic pain using a rat model.
Methods: We used the partial sciatic nerve ligation model for neuro-
pathic pain in rats. Rats were divided into 3 groups (n=6 in each group) in
which 6 mg/kg or 12 mg/kg of pregabalin was administered rectally with
0.2 ml of saline or only 0.2 ml of saline was administered (control group).
Before and at 30, 60 and 120 minutes after administration of pregabalin,
we evaluated mechanical hyperalgesia by testing the escape threshold
using von Frey filaments and spontaneous pain by a dynamic weight-
bearing test. The data were analyzed by two-way ANOVA followed by the
Tukey post hoc test.

Results: At 120 minutes after rectal administration of pregabalin, the
escape threshold for mechanical stimulation was significantly increased
compared with that in the control group (P=0.03 in the 6 mg/kg group,
P=0.0003 in the 12 mg/kg group). The weight ratio of ipsilateral/con-
tralateral hind paws and the weight ratio of the diseased hind paw to
the total weight were significantly increased in the 12 mg/kg group at
60 minutes after administration compared with those in the control
group (P=0.0011 for the weight ratio of ipsilateral/contralateral hind
paws and P=0.019 for weight ratio of the diseased hind paw/total
weight).

Conclusion: The results was suggested that rectal administration of pre-
gabalin improved neuropathic pain in rats.

This work was supported by the JSPS KAKENHI Grant number 16K09236.
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Deprescribing at End-of-Life: A Review of Potentially Inappropriate
Medications in the Oncology-palliative Population
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Background: Palliative care patients are often prescribed medications
for primary/secondary prevention and symptom control, along with dis-
ease-modifying treatments (DMT). This can result in, polypharmacy, an
increased risk of adverse events, significant tablet burden and reduced
compliance, negatively affecting quality of life (QoL). A validated tool
supporting deprescribing in the Oncology-Palliative

population is the ‘Onc-Pal deprescribing guideline’, identifying medica-
tion classes suitable for discontinuation.

Aims and Objectives: To evaluate discontinuation of potentially inappro-
priate medications (PIM) 7 days prior to death, in cancer patients
referred to the hospital palliative care team (HPCT).

Methods: Retrospective chart review. Proforma devised using ‘Onc-Pal
deprescribing guideline’ for data collection. Inclusion criteria: Adult
patients, malignant diagnosis, known to the HPCT, having died in hospi-
tal over a duration of six months. Patients who died in the Intensive Care
Unit or within seven days of hospital admission were excluded.

Results: 58 patients eligible. 33 recieving DMT during acute hospital epi-
sode. 54 had metastatic disease, 8 patients were not prescribed PIM.
147 PIM prescribed in the last week of life, average number per patient
was 2.5 with 3 patients were prescribed a maximum of 7 PIM. The com-
monest PIM was Proton Pump Inihibitors. 73 PIMs were discontinued,
with 51% discontinued 1 day prior to death.

Nurses were unable to administer 95 PIMs during the week prior to
death, e.g. ‘route not available’, ‘condition related’.

Conclusion(s): 50% of PIM discontinued prior to death. Barriers to
deprescribing may have been encountered or an unanticipated clinical
deterioration occurred as well as Fear at junior doctors to ‘stop’ medica-
tions. This study is an important reminder to

clinicians to regularly review medications and discontinue PIM with no
benefit, therefore minimising the risks and burden of multiple
medications.
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Pain Assessment of Palliative Care Patients within the Inpatient Set-
ting: A Systematic Scoping Review of Barriers and Facilitators

Mann J.2, Mann M.%, Longo M.1
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Background: Pain is one of the most prevalent symptoms in end-of-life
patients. A pain-free death is a priority for patients, families, and a key
quality indicator for end-of-life care provision worldwide. Pain assess-
ment is the foundation of effective pain management, however, this
can be challenging due to the complex, multi-faceted, and subjective
nature of pain as well as physiological changes in the end-of-life
trajectory.

Aims: To identify the barriers and facilitators of pain assessment in the
inpatient settings of specialist and non-specialist providers.

Methods: The systematic scoping review searched five electronic data-
bases, seven websites, and three peer-reviewed journals. Original (and
synthesis) studies describing barriers and facilitators to pain assessment
among patients of all ages, their families, and healthcare professionals
were included. Studies were screened and abstracted independently by
two reviewers and discrepancies discussed with a third reviewer. Data
abstraction and summary is ongoing. Themes and subthemes were iden-
tified from qualitative papers.

Results: A total of 649 references were screened and 117 full text arti-
cles were read for data abstraction. Limited studies covered non-can-
cer patients and the last days of life. We identified three themes acted
as barriers and facilitators, these are: knowledge, attitudes and
beliefs, and systemic factors. Pain management was never solely
informed by the use of pain assessment scales, the use of validated
pain scales were mainly included in health technology assessment
studies.

Conclusion / Discussion: Unrelieved pain affects the physical and psy-
chological state of patients and their families, however, assessing pain at
the end-of-life can be challenging, especially in patients who have diffi-
culties with communication. This review highlighted key barriers to opti-
mal management of pain in end-of-life care.
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Inoperable malignant bowel obstruction (IMBO) affects people with
some advanced cancers. It is a distressing complication of cancer and has
a profound effect on quality of life. However, few studies explore in-
depth experiences of IMBO and its management. Therefore, our under-
standing on patient meaningful clinical outcomes to inform clinical
practice and research, is poor.

To ascertain experiences of patients and clinicians, to identify patient-
relevant outcomes.

Semi-structured interviews (N=26) with patients (n=7) and clinicians
(n=19). Interviews were transcribed verbatim and data subjected to the-
matic analysis. The study is part of a larger project, (Research Assessment
of Malignant Bowel Obstruction — RAMBO) to inform a core outcome set
for IMBO in clinical practice and research.

Findings highlighted uncertainty surrounding IMBO management and
the different experiences of each patient. IMBO was associated with det-
rimental symptoms, such as pain (most dominant), vomiting, nausea and
fatigue. Patients and clinicians had to negotiate between a range of per-
spectives on which treatments would be most effective, with variable
success in symptom reduction. This complex decision-making, and
multi-professional involvement could cause uncertainty and confusion
for patients. Added to that the indication of an IMBO diagnosis (i.e. can-
cer treatment is put on hold, or no longer an option) the stakes for these
patients were high, and acutely felt.

IMBO is a highly challenging condition to manage; finding ways to max-
imise quality of life (sense of normality, family, work) proves difficult and
time to get this right is short. Symptoms are severe and have a devastat-
ing impact on patients’ physical and emotional wellbeing. Multiple fac-
tors involved in decision-making and variable responses to treatment,
were a source of frustration for both patients and clinicians, as well as
the uncertain trajectory and iterative decline, which was interspersed
with devastating disappointments.
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Development of a Rules-of-Thumb Tool to Identify and Address Dis-
comfort and Distress in Hospitalised Older Adults with Dementia
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Introduction: Up to 42% of acute hospital inpatients have dementia.
This can make it more difficult for patients to communicate their
needs, this in turn may lead to distress and agitation. The aim of this
study is to explore the development of a set of rules of thumb to help
better identify and ameliorate distress and discomfort in patients with
dementia in acute hospitals who are not be able to communicate their
needs.

Methods: A series of existing clinical and observational methods were
used to measure various aspects of the experience of hospitalised inpa-
tients with dementia, and staff working with these patients on wards.
Using the results of these measures, a set of rules of thumb were devel-
oped through co-production with professionals, carers and people living
with dementia. Data from co-production sessions were combined by the
research team to build a set of rules of thumb.

Results: The hospital study highlighted pain, delirium, physical discom-
fort, emotional wellbeing, environment and communication as key ele-
ments of discomfort. Following co-production, stakeholder groups
identified a number of ways to address these discomforts. The research
team compiled and formatted these approaches into a set of rules of
thumb for use in acute hospitals. These take the form of simple, easy-to-
use diagrams.

Conclusions: Signs of distress and agitation are common in hospital-
ised persons with dementia. Patients are often disoriented, which
impedes communication of needs. This also has a high burden on
staff, as many behavioural and psychiatric symptoms of dementia are
experienced daily on wards. By developing a set of rules of thumb
through co-production with stakeholder groups, distress and discom-
fort may better be able to be identified and addressed in acute
hospitals.
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Audit: To Assess if Un-necessary Medications Are Discontinued in
Patients Imminently Dying
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Background: The goal of end of life care (EOLC) is a good and dignified
death. There is a need at EOL to rationalise medications so that they sup-
port this goal, especially since EOL is associated with increased medica-
tion burden and adverse drug events. Palliative medicine is a liaison
service in our hospital, and thus rationalisation of medication is the role
of the primary team.

Aim: To assess if unnecessary medications are discontinued in the last
days of life of patients referred to palliative medicine for EOLC. The Irish
Health Service Executive (HSE) guidelines were consulted: ‘Care in the
last hours and days of life’. These documents advise to consider stopping
any mediation that does not confer comfort or alleviate symptoms/dis-
tress unless there is a good reason to continue.

Methodology: Patients referred to palliative service for EOL care over a
2 week period were reviewed for suitability. Those who were in the last
days of life were selected for inclusion. Their medical notes and prescrip-
tion charts were reviewed and we recorded if regular medications were
rationalised.

Intervention: The guideline and results were discussed with the pallia-
tive care team. The intervention involved a written entry in the medical
notes advising and thus prompting the primary team to rationalise
medications.

Results: 1 Audit cycle-of the 10 who met the criteria only 50% had their
regular medications rationalised.

Re-audit: Three weeks after the intervention, over a 2 week period, 10
charts were reviewed which revealed improved compliance of 70% with
guidelines.

Conclusion: There is a suboptimal adherence with the guidelines. A
teaching session is planned to address this educational need. This ses-
sion will focus on the HSE guideline on care in the last hours and days of
life and also provide information on validated tools which help rational-
ise medications at EOL and other methods of delivery of necessary medi-
cations. After this session there will be a re-audit.

Abstract number: B-50
Abstract type: Poster

Rapid Program—effectiveness of Paracentesis for Malignant Ascites at
Different Time Points

Currow D.%, Rowett D.%3, Brown L.%, Agar M., Hunt J.., Seah D.?,
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Background: Paracentesis is the most commonly used treatment to
manage malignant ascites, and has been shown to provide relief in up to
90% of patients.

Aim: Examine the effectiveness of paracentesis at different time points
post paracentesis.

Methods: This is part of an international, multisite, prospective observa-
tional consecutive cohort study that assessed symptoms (abdominal pain,
abdominal distention, fatigue, anorexia, nausea, breathlessness) prior to
paracentesis (T0) and 4 hours post paracentesis (T1), 4-24 hours post para-
centesis (T2), 24 hours to 7 days post paracentesis (T3) using National
Cancer Institute Common Terminology Criteria for Adverse Events.
Results: At baseline, data for 107 (M:F 55:52) patients were completed.
The median age was 69 (IQR 60.0-76.0) years old. About half of patients
(50.5%) had an Australian Karnofsky Performance Score (AKPS) of 40-50,
and 32.7% with an AKPS 60-70. The median serum albumin was 25g/L.
The most common cancer was pancreatic cancer (20.6%).

The primary indication for paracentesis was acute symptomatic treat-
ment rather than diagnostic or routine paracentesis

At baseline, abdominal distention was the most common symptom
(91%) and was also the most common severe symptom (25.2%). The
next most common severe symptom was fatigue (22.4%) and anorexia
(16.8%). By T1(n=96), severe abdominal distension, fatigue, and ano-
rexia was reported in 1.9% ,8.7% and 10.6% of patients respectively. By
T3 (N=85), abdominal distension, fatigue and anorexia had decreased to
0%, 3.5%, and 1.2% respectively.

In this cohort, the following adverse events occurred: peritoneal infec-
tion (1.9%), intra-abdominal haemorrhage (0.9%), skin infection (0.9%),
and bowel perforation (0.9%).

Conclusion: Clinicians generally reported benefit with some harms.
Some symptoms resolved quickly, within hours of the paracentesis, and
the benefits lasted for more than a week. Paracentesis appears to be an
effective procedure to manage ascites and its associated symptoms.

Abstract number: B-51
Abstract type: Poster

Continuous Subcutaneous Infusions in Palliative Care - A Literature
Review

Benson S.%, Finnegan C.2, Cadwallader C.2, Cooper M.%, Griffiths A.Z,
Cartwright-Terry T.3, Sadiq R., Watson A.%, Monnery D.!
1Clatterbridge Cancer Centre Liverpool, Palliative Care, Liverpool,
United Kingdom, 2West Lancashire, Southport & Formby Specialist
Palliative Care Services. Lancashire & South Cumbria NHS Foundation
Trust and Southport & Ormskirk Hospital NHS Trust, Palliative Care,
Southport, United Kingdom, 3Willowbrook Hospice, Palliative Care,
Prescot, United Kingdom, #Salford Primary Care Together, General
Practice, Manchester, United Kingdom

Background: Continuous Subcutaneous Infusions (CSCls) or syringe
driver/pumps are used in the palliative care setting to deliver a drug (or
combination of drugs) over a measured period of time subcutaneously
to patients for whom the oral route is not possible for a number of
reasons.

Aim: To provide a critical evaluation of the available literature regarding
the use of CSCls in palliative care.

Methods: A systemic literature review was carried out in March
2020. Databases searched included Medline, Embase, CINAHL and
Cochrane.

Results: The literature review revealed 11 original articles that were
applicable to this subject that included systematic reviews, qualitative
studies and opinion pieces. These revealed evidence relating to indica-
tion for the use of CSCI when the oral route is not possible, the manage-
ment of site reaction and the importance of education to all staff using
syringe pumps. It was also highlighted that clear, concise communication
between healthcare professionals, patients and those who are

important to them is essential due to negative connotations associated
with CSCls. This literature review highlighted that at present there is lack
of appropriate guidance/evidence that supports anticipatory prescribing
of CSCls.

Conclusion: While the use of CSCls is common place in the palliative care
setting for symptom management when the oral route is no longer avail-
able, there is a lack of evidence that supports anticipatory prescribing of
medication delivered via this route. It was also highlighted that there
remains negative connotations associated with the use of CSCls. Further
work is required in both areas.

Abstract number: B-52
Abstract type: Poster

A Clinical Case of Central Pontine and Extrapontine Myelinolysis
Azhar M.%, Gaffney L., Molony J.%, Hayes J.., Beatty S.1, Mannion E.%,
Waldron D.%, Cronin K.1

1University Hospital Galway, Galway, Ireland

Background: Osmotic demyelination syndromes consisting of Central
pontine myelinolysis (CPM) and extrapontine myelinolysis (EPM) are
rare neurological disorders characterised by damage to areas of the
brain following abrupt osmotic fluctuations. These osmotic- driven neu-
rological sequalae are caused by rapid correction of hyponatremia which
causes large shifts in intra-cellular fluids leading to demyelination of
neurons. Risk factors which pre-dispose to CPM include chronic alcohol-
ism, malnutrition and hypokalaemia. Clinical course often consists of a
biphasic phase and outcome is highly variable with many patients devel-
oping neurological complications.

Case presentation and management: A 39 year old female presented
with reduced level of consciousness and hyponatremia on a background
of excessive alcohol intake. Despite gradual correction, the sodium lev-
els rose dramatically from 97mmol/L to 116mmol/L over 12 hours.
Patient’s neurological condition deteriorated rapidly requiring escala-
tion to intensive care unit and intubation. Initial Computed tomography
(CT) scans of the brain did not report any intracranial abnormalities. A
subsequent Magnetic resonance imaging (MRI) scan of the brain con-
firmed diagnosis of central pontine and extrapontine myelinolysis.
Patient continued to receive supportive care but unfortunately made
no neurological recovery following trial off sedation. Patient developed
complications including aspiration pneumonia and oral secretions and
began to approach end of life (EoL). Referral made to palliative care
team and patient required daily titration of syringe driver to control
symptoms at EoL.

Discussion: This case conveys complexity of cases with osmotic demyeli-
nation syndromes. The neurological complications because of the demy-
elination process affecting different parts of the brain can cause high
symptom burden at EoL and require input from specialist palliative care
team to provide sustained symptom control.

Abstract number: B-53
Abstract type: Poster

Retrospective Study of Opioid Use in Cancer Patients who were
Referred by Home Physicians or Admission to the Palliative Care Unit
Matsuda Y.1, Omae T., Imoto Y.1, Kohno M.%, Kanai N.1, Okamoto Y.2,
Hashimoto M.2, Tanaka 1.2, Kajisa N.3

1Ashiya Municipal Hospital, Department of Palliative Medicine, Ashiya,
Japan, 2Ashiya Municipal Hospital, Department of Pharmacy, Ashiya,
Japan, 3Ashiya Municipal Hospital, Palliative Care Ward, Ashiya, Japan

Aim: The palliative care unit (PCU) of our hospital has 24 beds and
accepts cancer patients who have been treated at cancer hospitals or at
home. With improvements in home medical care, symptom control
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among home cancer patients is also progressing. However, when it is
sometimes difficult to control the symptoms, such as with severe cancer
pain at home, these patients might be referred to the PCU; thus, it is
necessary to understand the actual use of opioids at home.

Methods: We retrospectively analyzed 400 cancer patients who died in
our PCU during the two-year period from April 2018 to March 2020.
Among them, 74 (18.5%) were referred for hospitalization by their home
physicians. We investigated and examined the history of opioid use
before and after admission.

Results: Out of 74 patients, 38 were male and 36 were female; with an
average age of 75 = 13 years (40-95 years). Thirty-five (47%) were pre-
scribed regular strong opioids by their home physicians, and 18 were
taking oral medication (hydromorphone 6 cases, oxycodone 4 cases,
methadone 4 cases, tapentadol 3 cases, morphine 1 case). There were
13 cases of fentanyl patch and 4 cases of continuous subcutaneous injec-
tion (one case each of morphine, hydromorphone, fentanyl and oxyco-
done). Of the 39 patients (53%) who were not prescribed strong opioids
by their home doctors, 23 (59%) received strong opioids after their
admission to PCU.

Conclusion: Before admission to PCU, various opioids were already used
properly, and some patients received continuous subcutaneous injec-
tion of opioids. However, some patients had not received opioids despite
experiencing uncontrolled severe pain. Opioids may be initiated after
admission to PCU due to the progression of the condition. It is important
to understand the characteristics of the various opioids and to know
how to use them properly. Thus, it is essential to advance pain control in
both hospitals and at home while supporting the patients together.

Abstract number: B-54
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The terminal phase in Parkinson’s Disease: A Mixed Methods System-
atic Review

Rogers A.L, Trotter S.2, Richfield E.3, Wee B.*

1University of Oxford, Clinical Academic Graduate School, Oxford,
United Kingdom, 2University of Leeds, Leeds, United Kingdom, 3North
Bristol NHS Trust, Bristol, United Kingdom, University of Oxford,
Oxford, United Kingdom

Background: Extending palliative care to people with Parkinson’s dis-
ease (PD) has been a priority over the last decade. Whilst there has been
an increase in research into advance care planning and early integration
of palliative services, less is known about the dying phase in this cohort.
Aims: To systematically review and synthesise the current literature
describing the occurrence of and management of symptoms in the ter-
minal phase of PD.

Methods: Searches of MEDLINE, Embase, CINAHL, Psycinfo and Web of
Science from 1990 to 2020 were conducted, with further citation, refer-
ence and grey literature searches. Eligible papers reported original
research of any study design, published in English in peer-reviewed jour-
nals. Thematic synthesis of qualitative articles and narrative synthesis of
quantitative articles were integrated to produce the final analysis.
Quality was assessed by two authors using Gough’s Weight of Evidence
(WoE) framework.

Results: 4282 articles were reviewed and 18 met the inclusion criteria.
Retrospective case record reviews (n=7), case studies (n=7) and inter-
views (n=4) were included. The majority of articles were of poor quality,
with 45% rated as ‘low quality’ WoE, and thus wider extrapolation of the
results is restricted.

Professionals found recognition of the terminal phase difficult, and pal-
liative care services appear underutilised. Challenges include titration of
dopaminergic medication, leading to premature termination or incor-
rect dosing of dopaminergic medication. Nonetheless, there is good
awareness of the need to avoid D2 antagonists in the management of
nausea and psychiatric symptoms.

Conclusion: More primary research is needed to describe the terminal
phase of PD, in both the hospital and community setting, in order to
increase the evidence base for symptom management, strengthen ser-
vice provision and improve patient experience.
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Primary Care and Nursing Home Teams’ Perceptions of Symptom Man-
agement and Interdisciplinary Collaboration in Palliative Care: A Cross-
sectional Survey Study
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Background: Primary care and nursing home teams provide palliative
care. To meet the needs of patients and families, systematic symptom
management supported by interdisciplinary collaboration is required.
Aims: To explore the current practice of symptom management and
interdisciplinary collaboration.

Methods: A cross-sectional survey study in a convenience sample of
primary care and nursing home teams. Symptom management was
operationalized in 3-steps: identification, palliative reasoning and com-
munication. Interdisciplinary collaboration was measured by the
Modified Index of Interdisciplinary Collaboration (1.0 highest percep-
tion, 5.0 lowest). Descriptive statistics were used for analysis.

Results: Out of 5 district teams from 2 home care organizations, general
practitioners, chaplains, paramedics, and 11 nursing home teams from 5
nursing homes 114 professionals participated: 50% nurse assistants, 22%
RN, 16% paramedics, 5% physicians, 4% dieticians, 2% chaplains. The pal-
liative phase was not marked by 27% of them; if the life expectancy of a
patient was estimated 56% did not share this within the team. Most par-
ticipants investigated symptoms, 32% sometimes/never explored the
psychological and social dimension nor the spiritual dimension (50%). For
identified symptoms, the cause was unknown for 25% of participants and
20% did not know which intervention to apply. During the start of care,
half of the participants was not involved in clinical decision making, dur-
ing the process involvement ameliorated. Overall, the communication
with patients was perceived as good. Nursing home teams had a slightly
higher perception of collaboration (2.3 vs. 2.6)

Conclusion: Although collaboration is mostly perceived as positive in pri-
mary care and nursing home teams, interdisciplinary collaboration
seems not to be optimal during the identification, analysis of symptoms
and decisions on interventions.

Funding: Netherlands Organization for
Development

Health Research and
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Variations in Practice: Paracentesis in Malignant Ascites
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Background: Paracentesis is the most commonly used treatment to
manage malignant ascites, and has been shown to provide relief in up to
90% of patients.

Aim: To examine the variations in the management of malignant ascites
in a palliative care context.

Methods: This is part of an international, multisite, prospective observa-
tional consecutive cohort study that assessed patients’ symptoms and
paracentesis management.

Results: A total of 107 (M:F 55:52) patients were observed. The median
age was 69 (IQR 60-76.0) years old, and the majority (n=46, 43%) were in
the deteriorating phase. The median serum albumin was 25g/L.

Fifteen and 9 patients were receiving frusemide and spironolactone
respectively. Most patients (87.9%) had their paracentesis in a facility
with a paracentesis protocol.

Paracenteses were performed in acute hospitals (49.3%), palliative care
units (40.2%) and in the outpatient clinic (7.5%). The majority of para-
centesis were done in the radiology department (65.4%), with a smaller
number done blind (14.0%). Most patients (57%) had a pigtail catheter
inserted, but 21.5% patients had a tunnelled or indwelling catheter
inserted. About 40% of the patients had previous paracentesis in the last
3 months.

A median of 5L of ascitic fluid was removed. About 30.8% of patients had
intravenous fluid or albumin replacement, with 26.9% of patients receiv-
ing 20% albumin. Two percent of patients received fluid replacement
because they were symptomatic, while others received fluid replace-
ment routinely because of renal impairment (19.2%), low blood pressure
(4.8%), and the volume of ascites drained (3.8%).

Most paracenteses (32.7%) ceased according to the protocol, followed
by spontaneous cessation of drainage (21.0%) and drain malfunction
(7.4%).

Conclusion: Ideally, best practice should be guided by evidence based-
medicine. There appears to be variation in the management of paracen-
tesis in the setting of its insertion, fluid replacement, and cessation.

Abstract number: B-57
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Conceptualising Effective Symptom Management in Palliative Care: A
Novel Model Derived from Qualitative Data

Chapman E.%, Pini S., Edwards Z.%, El Mokhallalati Y.%, Bennett M.
1Academic Unit of Palliative Care, University of Leeds, Leeds Institute of
Health Sciences, Worsley Building, Leeds, United Kingdom

Background: A key aim of palliative care is to optimize management of
troubling symptoms. Pain, breathlessness and fatigue are challenging
symptoms to manage in advanced disease. Specialist palliative care
leads to better symptom management. Factors contributing to success-
ful symptom management in hospice care have not been explored.
Aim: We aimed to understand what facilitates effective symptom man-
agement in hospice-delivered palliative care.

Methods: Qualitative semi-structured focus groups and interviews
were conducted with 61 participants (doctors, nurses, healthcare assis-
tants, physiotherapists, occupational therapists, complementary thera-
pists, social workers, chaplains) at 5 hospices. Recruitment was May to
November 2019. Interviews were audio-recorded and transcribed. Data
was analysed with a grounded theory approach. A thematic framework
was developed to facilitate exploration of transcripts. Conceptual map-
ping was conducted alongside to explore how emerging themes
interacted.

Results: A novel qualitative data-derived model of effective symptom
management in palliative care was developed. The model is based upon
a logical sequence of interacting domains of engagement, partnership,
decision and delivery. Each domain was influenced by a combination of
patient, family, professional and service provision factors. Patients and
families lacked understanding about symptom management. A holistic
approach by a co-ordinated team, including support to recognise and

minimise psychological distress was a facilitator. Families were key to
effectiveness of symptom management interventions. Barriers to effec-
tive symptom management included team discordance and lack of clar-
ity about role boundaries.

Conclusion: An effective symptom management strategy should focus
on engagement, partnership, decision, and delivery with patients and
families.

Yorkshire Cancer Research, RESOLVE: Improving health status and symp-
tom experience for people living with advanced cancer
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Evaluation of Morphine and Oxygen Use in Terminally Ill Patients with
Dyspnea in Brazil
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Background: Dyspnea is a frequent symptom in patients facing life-limit-
ing diseases, causing intense suffering, especially at the end of life.
However, at the end of life, dyspnea is poorly identified and under-
treated symptom.

Aims: To evaluate the morphine and oxygen use in patients with dysp-
nea at the end of life in a general hospital and an oncological hospital in
Brazil.

Methods: This retrospective cross-sectional study included all adult
patients selected for end-of-life and palliative care who reported dysp-
nea at the last 24 hours of life died from July to December 2018 at
Hospital Regional da Asa Norte, Brasilia, Distrito Federal, Brazil, and at
Hospital Santa Rita, Porto Alegre, Rio Grande do Sul, Brazil. Criteria for
end-of-life and palliative care were defined according to the Prognostic
Indicator Guidance of Gold Standards Framework (PIG-GSF). Deaths that
occurred in ICU and operating rooms were excluded.

Results: During the study period, 296 patients had criteria for palliative
care. From these, 230 patients reported dyspnea in the last 24 hours of
life (77.7%). The palliative care need was identified in less than a third of
the cases (28.7%). Mean age was 67.5+14.8 years and 55.6% were male.
Neoplasia was the main primary diagnosis (86.1%). Morphine use was
identified in 168 patients (73.0%) and Oxygen therapy in 77 patients
(33.5%). The oncological hospital uses more morphine (84.5% vs 15.5%;
p=<0,001) and less oxygen (39.0% vs 61.0%; p<0,001) than the general
hospital.

Conclusions: Dyspnea is a prevalent symptom at the end of life. Despite
its proven efficacy in relieving respiratory distress, morphine was not
used in all patients who reported dyspnea, mainly in the general hospi-
tal. Almost all end-of-life dyspnea patients in the general hospital were
using oxygen therapy, which may indicate an overestimation of its ben-
efits, underestimating its possible side effects, as well as increasing
treatment costs.

Abstract number: B-59
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Assessment and Management Plan of Oral Care at End of Life: A Clinical
Audit

Azhar M.%, Hayes J.%, Gaffney L.%, Beatty S.%, Mannion E.%, Waldron D.%
1University Hospital Galway, Galway, Ireland

Background: Oral care is an important task when providing end of life
(EoL) care to patients. Careful daily assessments of the oral mucosa,
tongue and the lips are necessary to ensure patient’s mouth has intact
mucosa, is clean, moist and pain-free.
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The management of dry mouth should be included in a patient care plan.
The HSE has published a clinical guidance and evidence on Non-
Pharmacological Care in the Last Hours or Days of Life (2020) which dis-
cusses mouth care as an important part of physical care with the need to
regularly moisten oral cavity with sips of water/ water-based gels
emphasised.

Aim(s): To assess examination and management plan for oral care of
patients at terminal phase of their lives who are known to the hospital
specialist palliative care team. Standard(s); 100% compliance.
Methodology: The medical notes and regular prescription charts of
identified patients at EoL were reviewed over five days to examine if oral
assessment and plan had been documented. 11 regular prescription
charts and notes were reviewed, an assessment and care plan docu-
mented in 76%.

Intervention: Relevant stakeholders in the specialist palliative care team
were informed of the initial results and advised on recommendations.
Recommendations: On review of patient at EoL, the prescriber should
document artificial saliva replacement in the regular prescription chart.
When reviewing patients check oral area for dryness, evidence of can-
didiasis and/or ulceration. Document findings in notes.

Re-Audit: This was done 2 weeks after the initial audit. 8 regular pre-
scription charts and medical charts were reviewed over 5 days and there
was 100% compliance.

Conclusion: It is important that oral care is included in care plan for
every patient at EoL. Documentation of artificial salivary replacements in
the patient’s prescription sheet may aid the implication of this care plan
especially in an acute hospital setting.
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Retrospective Analysis of Methadone Prescribing Trends in Palliative
Patients in an Acute Hospital Setting

Hayes J.1, Azhar M.2, Gaffney L.%, Cronin K., Mannion E.1, Molony J.2,
Waldron D.1

1Galway University Hospital, Palliative Medicine, Galway, Ireland,
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Background: Methadone is a synthetic mu opioid analgesic that pos-
sesses n-methyl-d-aspartate (NMDA) activity, and a d-isomer that acts
centrally on cough. Methadone has a complex pharmacological profile
with many safety concerns and thus practitioners are reluctant to use it.
Recent evidence suggests that methadone has a specific role in the man-
agement of complex pain with suspected tolerance and/or opiate
induced hyperalgesia (OIH).

Aims and objectives: To evaluate the rationale for methadone pre-
scribed by palliative care in an acute cancer centre setting and establish
demographics of this cohort.

Methods: A retrospective analysis of patients prescribed methadone
between March 2020 and February 2021 was performed. Patient age,
sex, primary diagnosis, indication for methadone, and their prescription
charts were reviewed. Methadone used as analgesic was classified as
adjunct when co-prescribed with ‘other’ opiate or maintenance if used
as single agent. Documented evidence of use for neuropathic pain, toler-
ance or suspected OIH was recorded.

Results: Nineteen patients were prescribed methadone, 9 female, 10
male. Methadone was found to effectively treat ‘intractable cough’ and
the majority had diagnosis of lung carcinoma/metastases.

Ten were prescribed methadone for pain, the majority of this cohort had
metastatic cervical cancer or pelvic metastases. All cases had neuro-
pathic pain plus/minus suspected opioid tolerance or OIH. Mean dose
for cough 5mg/24hrs and mean dose for pain 16mg/24 hours.
Methadone used for pain, was predominantly used as an adjuvant and
was effective as represented by decreased requirement for both prn
medication and opiate dose escalation.

Conclusion: Methadone is an effective, well tolerated centrally acting
antitussive. Recent research on OIH revitalises methadone as a co-anal-
gesic for complex pain and/or eliminate tolerance, for appropriately
selected cancer patients. It can also be used in combination with other
opioids.
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Sedation at the End of Life: What Are the Risks Mentioned in Guide-
lines on Palliative Sedation?

Klein C.1, Ostgathe C.%, Kremling A.2, SedPall Study Group
Universitatsklinikum Erlangen, Friedrich-Alexander-Universitat
Erlangen-Nirnberg, Department of Palliative Medicine &
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2Martin Luther University Halle-Wittenberg, Institute for History and
Ethics of Medicine, Halle, Germany

Background/aims: Sedation (intentional sedation, palliative sedation)
offers great benefits for patients at the end of life, who experience suf-
fering that cannot be alleviated in any other way. When considering this
treatment option, also possible risks have to be taken into account. Up
to date, no concise overview exists, which risks of sedation have to be
considered within palliative care.

Methods: These results are part of a systematic review of official guide-
lines on palliative sedation. The search includes documents published
between 2000 and 2019 and was performed in 2019 in pubmed, google
scholar, Scopus and as hand search online. The content of the guidelines
was coded using MaxQDA software. A narrative synthesis of all refer-
ences to potential risks of sedative treatment or palliative sedation was
performed.

Results: In total, 459 documents were retrieved. After analysis, 31 guide-
lines were included in further qualitative synthesis. In 25 documents,
detailed risks are indicated, 4 guidelines only state that risks exist, in 2 no
risks are mentioned. In 7 of the guidelines, the risk of hastening of death
is explicitly mentioned. Other indicated risks contain respiratory depres-
sion; circulatory depression; aspiration; agitation as paradox reaction;
delir; loss of autonomy and communication capabilities and of the ability
to eat and drink; obstruction of the upper airway; incomplete alleviation
of symptoms; in case of planned intermittent sedation: that initial level
of consciousness cannot be regained; risks for surrogates: feelings
uncertainty, alienation, stress.

Conclusions: The relevant risks of sedative treatment are not integrated in
all official guidelines. This may impact clinical practice. Hence, the devel-
opment of information standards including possible risks for consent dis-
cussions on sedation with patients and surrogates may be beneficial.
Funding: Funded by the German Federal Ministry of Education and
Research (01GY1702A).
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Everyday Memory and Processing Alteration in Patients with High-
grade Glioma after Radiotherapy: A Mixed Method, Public Survey
Mazzaschi F.2, Sivell S.%, Byrne A.%, Brain K.2, Powell J.3, Nelson A.1
IMarie Curie Palliative Care Research Centre, Cardiff University,

Cardiff, United Kingdom, 2Cardiff University, Department of Population
Medicine, Cardiff, United Kingdom, 3Velindre Cancer Centre, Cardiff,
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Background: Symptoms experienced due to high-grade glioma (HGG)
and its treatments can negatively affect patient quality of life. Cognitive
changes can be especially difficult to understand as they are more chal-
lenging to quantify and describe.
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Aims: Primary: to better understand the areas of cognition altered in
patients with HGG after radiotherapy (RT). Secondary: to establish an
understanding of how patients and their families may perceive changes.
Methods: A mixed method, public survey of stakeholder experiences of
everyday cognitive functioning, asking patients, their family and friends
(FF), and healthcare professionals (HCP) how often they experience/
observe difficulty with daily mental tasks after RT. Likert scales were
coded 1 to 5. For patients and FF, 1 represented ‘much less often’ and 5
‘much more often’. For HCP 1 represented ‘never’ and 5 ‘very fre-
quently’. Responses were descriptively analysed. Open-ended questions
were thematically analysed.

Results: 143/148 participants (97%) completed the survey (patients
n=91; FF n=46; HCP n=6). Many situations received responses ranging 1
to 5. Patients, and FF, reported mean responses to be above 3 (same as
before) for all questions, ranging from 3.4 to 4.3. HCPs reported observ-
ing patient difficulty in all daily tasks. Free text responses show that
patients and FF acknowledged a strain on daily living, with recurrent
themes including patient reliance on others and a decline of emotional
wellbeing of patients. Distinctions between responses show FF focus
more on patient personality changes and how patient-family interac-
tions are negatively affected. Patients describe changes first-hand, with
emphasis on coping mechanisms.

Conclusion Decline may be experienced across all cognitive domains.
This negatively impacts both patients and those around them. Whilst
both express this, both give unique insight as to how this is experienced.
Both perspectives should be accounted for when assessing a patient’s
cognitive state.
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Retrospective Analysis of Phenobarbitone Prescribing in Palliative
Patients in the Acute Hospital Setting
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Background: Phenobarbital is classed as a sedative anti-epileptic that
has an overall effect of depressing the central nervous system. It has a
dual action of prolonging the opening of chloride channels on GABA
receptor complex as well as inhibiting glutamate transmission at non-
NMDA receptor channels. Phenobarbitone is licenced for treatment of
epilepsy. In palliative care phenobarbitone is considered in patients with
seizures and those with terminal agitation not responding to high dose
benzodiazepines and anti-psychotics.

Aims and objectives: To identify the frequency, duration of treatment,
dosing regime and goal of phenobarbitone prescribed by specialist
Palliative Care team in the acute hospital setting and identify demo-
graphics of this cohort. Another aim to identify whether it was used as
an adjuvant or a single agent and establish any side effects.

Method: A Retrospective analysis of patients prescribed phenobarbi-
tone between May 2020 and February 2021 was carried out. We iden-
tified initial dose prescribed, titration to effect, duration of treatment,
PRN requirements pre and post introduction. We recorded each diag-
nosis and response in the first 24 hours. Side effects were also
analysed.

Results: 46 phenobarbitone prescriptions were issued in the 9 month
period. 25 were female and 21 were male. Majority of the patients had
a malignant diagnosis or covid. The most common indication for pheno-
barbitone prescription was management of agitation at end of life not
responding to high dose benzodiazepine/ anti-psychotics. All patients
received stat dose of phenobarbitone 100mg followed by initiation of
continuous subcutaneous infusion.

Conclusion: Phenobarbitone is a valuable and effective drug in manage-
ment of terminal refractory agitation in selected cohort of patients.

Abstract number: B-66
Abstract type: Poster

Fostering Research in Swiss Nursing Homes

Spichiger F.12, Koppitz A.?, Larkin P.?

1University of Lausanne, IUFRS, Lausanne, Switzerland, 2University
of Applied Science and Arts Western Switzerland, School of Health
Science Fribourg, Fribourg, Switzerland

Background: People living in nursing homes are most affected by frailty,
multimorbidity and increasingly focused on palliative care research.
Despite the stated need for improved care models, the experience of
research participation is relatively new for swiss nursing homes (NH). In
Switzerland, NH boards seem not to prioritize research. Contribution to
large scale interventional studies in swiss NH remains relatively low. We
nonetheless had to enrol 21 clusters with at least eight individuals for
our SW-CRT beginning in the third quarter of 2020. To improve the
recruitment process, we assessed the declines during recruitment which
we present here.

Methods: First, We identified NH of decent sizes and locations from pub-
licly available official nursing home listings. From June - October 2020,
We contacted 209 NH Boards with short, easy to read written informa-
tion on the study protocol. We individually documented each contact,
and responses were archived for content analysis.

Results: Our request and reminder remained unanswered by 137 out of
209 (65%) NH.

Although the COVID-19 pandemic related public health regulations were
still at their peak, COVID-19 was not the most prevalent reason stated in
declines. Most boards declined while reporting concurring projects 18
out of 209 (8.5%), projects primarily involved new infrastructure. Twelve
out of 209 (5.5%) of NH boards declined, stating lacking human resources
for a research project.

Discussion: Only a third of NH invited to participate reacted to our
request. 13.4% were interested or ready to join. Surprisingly only in four
responses, NH stated the 2020 public health regulations as a reason for
their decline. Compared to other literature, the boards never raised
questions about confidentiality in their rejection.

Abstract number: B-67
Abstract type: Poster

Pharmacological and Non-pharmacological Treatment of Episodic
Dyspnea in Advanced Lung Cancer Patients. A Nation-wide, Multi-
center, Descriptive, Cross-sectional Study

Juliag-Torras J.22, Gdndara A.3, Almeida J.M.%, Forero D.5, Gonzdlez-
Barboteo J.6, Cuervo-Pinna M.A.7, Alegre S.8, Serna J.5, Mufioz N.2°,
Alonso A.1%, Porta-Sales J.2

IInstitut Catala d’Oncologia - Badalona, Palliative Care Service,
Badalona, Spain, 2Universitat Internacional de Catalunya, Catedra
WeCare, Sant Cugat del Valles, Spain, 3Hospital Universitario Fundacion
Jiménez Diaz, Madrid, Spain, “Hospital Insular de Gran Canaria,

Las Palmas de Gran Canaria, Spain, *Hospital Universitari Arnau de
Vilanova, Lleida, Spain, ®Institut Catala d’Oncologia - L'Hospitalet,
L’Hospitalet de Llobregat, Spain, 7Complejo Universitario Hospitalario
de Badajoz, Badajoz, Spain, 8Hospital de San Lazaro, Sevilla, Spain,
9Hospital Universitari Vall d’"Hebron Institut Oncologic, Barcelona,
Spain, °Hospital 12 de Octubre, Madrid, Spain, *'Hospital Universitario
La Paz, Madrid, Spain

Background: Treatment of episodic dyspnea (ED) is largely variable.
Pharmacological (PHT) and non-pharmacological (NPHT) treatments
have been used.

Aims: To describe the PHT and NPHT of ED in a sample of advanced lung
cancer (LC) out-patients treated in 10 Spanish hospitals aimed to esti-
mate ED frequency in LC.
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Methods: Consecutive advanced LC patients (Pts) visited in Palliative
Care or Oncology clinics of 10 Spanish hospitals. A sample of 351 Pts
would be needed to estimate ED frequency. Inclusion criteria:=18 y-old,
stage IlI-IV LC & signed informed consent. Exclusion criteria: cognitive
impairment, difficulty to understand & comorbidity acute exacerbation.
Results: We included 366 Pts. PHT was indicated in 79 Pts (67.5%); NPHT
was used by 86 (84.6%) Pts. Fentanyl was the most used opioid (26
(54.2%)) and oral (buccal, sublingual, transmucosal) was the preferred

route of administration (92.3%); morphine was used by 17 (35.4%) Pts.
Anxiolytics were used by 24 (21.8%) of Pts. Most used NPHT were resting
(92 (86.8%)); fisiotherapy (44 (41.5%)); oxygen (38 (33.6%)) and fan (30
(28.6%)).

Conclusion: Specific symptomatic PHT for ED in LC Pts was seldom used.
Fentanyl was the most used opioid. Resting was the preferred NPHT.
NPHT was more used than PHT and seemed to be faster in treating the

episode.

Variable Pharmacological Non-pharmacological P value
treatment in minutes treatment in minutes
(IQR 1-3) (IQR 1-3)
Time to onset of effect 5(1-5) 2 (1-5) 0.013
Time to ED initial improvement 10 (1.5-20) 5(2-10) 0.075
Time to ED complete relief 15 (3-30) 6.5 (2.25-10) 0.107
Variable All Sample (n; %) Pts not reporting ED (n;%) Pts reporting ED (n;%) P value
Complete cases = 366 Complete Cases = 249 Complete Cases = 117
Opioids 154 (42.1) 95 (38.1) 59 (50.4) <0.001
Inhaled bronchodilators 134 (36.6) 79 (31.7) 55 (47.1) 0.007
Oral steroids 105 (28.7) 58(23.3) 47 (40.2) 0.001
Oxygen therapy 57 (15.6) 19 (7.6) 38(32.5) <0.001

Abstract number: B-68
Abstract type: Poster

Do Interventions for Malignant Pleural Effusions (MPE) Impact on
Patient Reported Fatigue Levels & other Patient Reported Outcome
Measures (PROMs)? A Prospective Pilot Study

Wakefield D.%, Aujayeb A.?

INorth Tees & Hartlepool NHS Foundation Trust, Specialist Palliative
Care Team, Stockton-on-Tees, United Kingdom, 2Northumbria
Healthcare NHS Foundation Trust, Respiratory Medicine, North
Tyneside, United Kingdom

Background: Malignant pleural effusions (MPE) are common, affect-
ing around 15% of people with cancer, an estimated 50,000 new
cases per year in the UK. The presence of an MPE is a poor prognostic
sign. It is therefore vital that we consider how we can support
patients with MPEs to have the best quality of life possible. Previous
studies have focused on how management of MPEs impacts on
breathlessness but little is known about impact on other symptoms,
particularly fatigue.

Aims: To assess if interventions for MPEs could potentially improve
patient fatigue & symptoms reported through Patient Reported
Outcome Measures (PROMs). This information will be invaluable
for shared decision making on treatment for MPEs. This is a pilot
study to gather data on whether a larger, multi-centre study is
feasible.

Method: Patients attending pleural clinic to discuss potential inter-
ventions for their MPE were invited to take part. Written informed
consent was obtained before completing FACIT-F score to assess
fatigue and IPOS (Integrated Palliative Care Outcome Scale). Patients
were then telephoned to repeat these scores at 7, 14 and 30-days
post-procedure. Data was gathered on potential confounding
factors.

Results: The average age of participants was 75 years, with lung cancer
being the most common diagnosis. Initial results have shown that, after
breathlessness, fatigue was the most common symptom reported. The
initial trend appears to show some improvement in fatigue scores but

further data collection is ongoing before statistical conclusions can be
drawn.

Discussion: Patients experienced a high burden of fatigue and initial
results are promising that management of MPE may help. This method-
ology was acceptable to participants and researchers and would be suit-
able for a multi-centre trial to gain larger numbers, since the attrition
rate was high due to clinical deterioration or death, with only a third of
patients being well enough to complete the scores at 30 days.

Abstract number: B-69
Abstract type: Poster

Evaluation of Nurse-led Administration of over the Counter Medicines
in a Specialist Palliative Care Unit

Bushiha 0., O’Shea B.%, Kelly L.%, Clifford M.%, Sheahan P.!

1University Hospital Kerry, Palliative Medicine, Tralee, Ireland

Background: In an inpatient setting, nurses can not administer medica-
tions unless they have been prescribed by a doctors. This includes medi-
cations that are available over the counter (OTC) in community
pharmacies, some of which are essential to achieve effective and effi-
cient symptom control. A Symptom Relief Medication (SRM) guideline
was developed, whereby if “SRM” is prescribed in the as needed section
of the drug kardex a nurse can administer any one of a list of OTC medi-
cations for symptom control.

Aims and objectives: This survey aimed to evaluate the effectiveness of
the SRM guideline in a Specialist Palliative Care Inpatient Unit as per-
ceived by the nurses.

Methods: A questionnaire assessing knowledge and opinions of the
SRM guideline was distributed to all nursing staff by the Clinical Nurse
Manager.

Results: 11 questionnaires were returned, response rate 44%. 100% of
respondants answered correctly regarding principles of the SRM
guideline and the medications it includes. 100% thought it was helpful
overall, reduced patients’ waiting time for symptom relief, and reduced
doctors’ workload. 63% thought that the SRM guideline reduced the
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number of PRN medications on the prescription chart. Paracetamol
was the most common medication given, followed by Gaviscon and
saline nebulisers. 100% thought the SRM guideline contained the
appropriate number of medications but a number of respondants gave
free text feedback suggesting inclusion of additional medications.
Conclusions: Overall, nurses appear to be positive about the SRM guide-
line’s workability and impact on patient care. An objective evaluation of
prescription charts and patient feedback may be helpful.

Abstract number: B-70
Abstract type: Poster

Massage, Palliative Care, Speech and Language Therapy: which Prati-
ces, which Benefits?

L’Haridon M.%2, Toczek-Capelle M.-C.>4, Kempa N.*

1Université Clermont Auvergne, Speech and Language Therapy,
Clermont-Ferrand, France, 2Maison des Sciences de I'Homme, Working
Group on Palliative Care and End of Life Research, Clermont-Ferrand
Cedex 1, France, 3Laboratoire ACTé, Chamaliéres, France, *Maison des
Sciences de I’'Homme, Working Group on Palliative Care and End-of-Life
Research, Clermont-Ferrand Cedex 1, France

Background: In recent literature, speech-language therapist (SLT) is
increasingly recognized for its positive impact on the quality of life of
people receiving palliative care (PC) (attenuation of communication and
swallowing difficulties). Massage may be a tool: it helps patients to
restore mobility to certain anatomical elements, stimulate communica-
tion... SLTs remain uncertain about their role in PC, calling for more
research and specialized training.

Aims: Are palliative care and massage domains invested by SLTs today in
France? Why is this? And if so, how? This study carries out an initial
inventory of SLT massage practices in PC to improve patients’ well-being
by a more adapted monitoring and a better symptom management.
Method: An online survey was designed and piloted for this study, vali-
dated by an ethics committee, comprised of four sections: SLTs exercise
general context, practices in PC, practices of massage, demographic
information. A descriptive research methodology was chosen to describe
the present existing conditions and behaviour without influencing them.
Free text responses have been interpreted by inductive thematic analy-
sis with an inter-judge validation, to identify and organize latent themes
in an ascending approach, without influences. A review of the literature
completed the results. 232 participations of SLTs working in France (met-
ropolitan and overseas) have been collected.

Results: 59% of SLT provide PC still today and 63% massage. 47% are
concerned with the practice of massage in PC and mentioned the strong
benefits of massage in the therapeutic relationship, comfort, in func-
tions maintain, tensions relaxation and muscular stimulation. A need for
training on the subject was highlighted.

Conclusion: Benefits of SLT for patient in palliative care is evident and
massage is such a tool for those benefices. This study may inspire prac-
tices for SLTs internationally and feed multidisciplinary reflection of
other palliative care actors.

Abstract number: B-71
Abstract type: Poster

Role of Hemi-body Radiation In Prostate Cancer with Disseminated
Bone Metastasis

Acharya S.

1Swami Vivekananda Cancer Hospital, Darbhanga, India

Background: Prostate cancer is the 29 most common cancer in
males, worldwide. Despite treatment many patients present with
disseminated bone metastasis & even a few patients do present

upfront. Radiation is an integral part of treatment for pain control &
to prevent further bone related events. Ideally painful bone metas-
tasis as well as weight bearing bones should be irradiated.
Radionuclide therapy is the ideal treatment for disseminated bone
disease, however the availability is limited & even not affordable for
many patients.

Aim: To find out efficacy & toxicity of hemi-body radiation therapy in
prostate cancer patients with disseminated bone metastasis.

Method: From Jan 2019 to Dec 2019 (12 months) at HCGCCK Cancer
Centre, Nairobi, all prostate cancer patients with disseminated
bone metastasis were selected for palliative hemi-body radiation
therapy as Radionuclide therapy was not available in the country.
Hemi-body radiation consists of 6 & 8 Gy dose, delivered to upper
hemi-body & lower hemi-body respectively as single fractions, 1
week apart.

Pain relief (NRG-11 scale) & biochemical response (PSA level) were
recorded at 6 weeks post radiation. Baseline evaluations for all patients
were done at initial presentation. Complete blood count was ordered
before & after radiation to access hematological toxicity.

Result: 15 patients were treated with hemi-body radiation. At the end of
6 weeks all 15 patients had variable pain relief & on Numeric Rating
Scale-11, the average decline was 3 points. Average NRS scale rating was
7 before radiation treatment which declined to 4 after radiation. Mean
PSA decline was 47%.

13 patients had grade | & 2 had grade |l hematological toxicity. All recov-
ered without any complication.

Conclusion: Hemi-body palliative radiation which costs 235 USD is a
much cheaper alternative to Radionuclide therapy & offers good pain
relief with acceptable toxicity.

Abstract number: B-72
Abstract type: Poster

Feasibility and Acceptability of Electronic Patient-reported Outcome
Measures in an Outpatient Setting

Natesan N.%, Yang G.%, Mok N.1

INational Cancer Centre Singapore, Division of Supportive and Palliative
Care, Singapore, Singapore

The new palliative care model ‘Supportive and Palliative Care Review Kit
in Locations Everywhere’ (SPARKLE) comprises regular symptom moni-
toring using weekly online questionnaires, early identification and
prompt response to identified problems and referral to palliative care
services appropriately. This pilot study aims to determine the feasibility
and acceptability of using electronic patient-reported outcomes (PROs)
in an outpatient setting.

25 patients with Stage 4 lung cancer were recruited from the National
Cancer Centre of Singapore (NCCS) outpatient clinic.

For 12 weeks, participants received a weekly link to the online Integrated
Palliative Outcome Scale (IPOS) via text message. A nurse reviewed their
responses and called them to assess the severity of their problems. If the
problems were mild, patients were advised over the phone, if scored
moderate to severe, patients were referred to existing palliative care
models if needed.

Participants were also asked to complete a feedback survey online at the
end of 12 weeks.

The rate of completion of the weekly IPOS declined over 12 weeks
but was consistently above 50% except for one week when it was
47%. The percentage of patients with identified problems ranged
from 50% to 82% over the 12 weeks. Apart from physical symptoms,
other common problems reported were “Health”, “Finance” and
“Wellbeing”.

Electronic PROs gives patients an avenue to report their problems and
the assessment by the clinical team allowed for timely, tailored



80

Palliative Medicine 35(1S)

interventions. Of the patients who were assessed, 2 were referred to a
palliative clinic, 2 to hospice home care, 1 to the chemotherapy review
clinic. Generally, feedback by the patients on SPARKLE model of care was
useful and they were satisfied and comfortable.

Abstract number: B-73
Abstract type: Poster

The Usefulness of Portable Ultrasound for Constipation in Palliative
Care Setting

Kessoku T.%2, Tanaka K.%2, Ozaki A.2, Kasai Y.22, Suzuki A.3>2, Okubo
N.32, lwaki M.%2, Misawa N.2, Fuyuki A.%2, Kobayashi N.?3, Nakajima
A.2, Ichikawa Y.*

Yokohama City University Hospital, Palliative Medicine, Yokohama,
Japan, 2Yokohama City University Graduate School of Medicine,
Department of Gastroenterology and Hepatology, Yokohama, Japan,
3Yokohama City University Hospital, Department of Oncology,
Yokohama, Japan, 4Yokohama City University Hospital, Palliative
Medicine and Department of Oncology, Yokohama, Japan

Background: In the palliative care field, constipation is often associated
with decreased activity and opioid medication. Portable ultrasound can
be used not only by physicians but also by co-medical personnel because
it is easy to carry and operate.

Aim: In this study, we will examine the usefulness of portable ultrasound
for constipation in the palliative care field.

Methods: This is a prospective observational study of 134 hospitalized
patients who were newly enrolled in the palliative care team of our hos-
pital between April 2020 and December 2020 and whose consent was
obtained for this study, in which using portable ultrasound, abdominal
findings of the rectum and clinical symptoms were compared. We exam-
ined the presence or absence of structures with acoustic shading in the
rectum, bowel movements and efforts, residual defecation, incidence of
constipation according to Rome IV criteria, and stool properties using
the Bristol stool form scale.

Result: The patients were 68 years old and 48% male. The primary
sites were head and neck (22%), hepatobiliary (20%), and gastroin-
testinal (18%). 56% were under treatment and 44% were in best
supportive care. Opioid use was observed in 556 patients. The prog-
nosis was 62% monthly and 32% weekly; 66% had performance sta-
tus 0-2 and 34% 3-4. 32% of patients had structures with acoustic
shadows in the rectum. In the group with fecal masses in the rec-
tum, compared to the group without fecal masses, background fac-
tors significantly included previous constipation, history of
abdominal surgery, concomitant use of diuretics, Bristol stool form
scale 1 and 2 as defecation status, and sensation of incomplete
evacuation.

Conclusion: It was suggested that portable abdominal ultrasound is use-
ful in diagnosing rectal constipation and confirming symptoms of dys-
pepsia in the palliative care field. In the future, diagnosis using portable
ultrasound may become a support device for appropriate treatment
selection.

Abstract number: B-75
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The Knowledge and Use of Prognostic Scales by Oncologists and Pallia-
tive Care Specialists in Adult Patients with Advanced Cancer: A French
National Survey (ONCOPRONO Study)

Dantigny R.%, Sanchez S.2, Barbaret C.

tUniversité Grenoble Alpes/ Centre Hospitalier Universitaire de
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France, 2Université de Reims/ Hopitaux Champagne Sud, Department
of Public Health and Performance, Troyes, France

Background: Prognostic scales exist to estimate patient survival in
advanced cancer. There are no studies evaluating their use and practical
utility.

Aim: To evaluate the proportion of respondents who had knowledge of
these prognostic scales.

Methods: A descriptive national cross-sectional study was conducted
between September 2019 and September 2020. An online questionnaire
was prepared using international literature and sent to French oncolo-
gists and palliative care physicians.

Results: Participation rate was 9.6% (325 responses for 3 408 respond-
ents), with 38% (175 responses for 454 respondents) for palliative
care specialists and 4% (119 responses for 2 954 respondents) for
oncologists. After sorting the respondents out of the inclusion crite-
ria, 294 questionnaires were analysed. 63.6% (n= 187) had no or par-
tial knowledge of prognostic scales. Palliative care specialists had
better knowledge of those scales than oncologists (42.3% (n= 74) vs
27.8% (n=33), p = 0.015). The Palliative Performance Status (PPS) and
the Pronopall Scale were the best-known (respectively 51.4% (n= 55)
and 65.4% (n=70)) and the most widely used (35% (n=28) and 60% (n=
48)). Improving training on those scales was requested by 85.4% (n=
251) of participants. 72.8% (n= 214) did not use them. The lack of
formation and consensus about the scale to use are the principal
brakes for using.

Conclusion: This is the first national study on this topic. Due to the
COVID-19 epidemic and a lack of research network between oncology
and palliative care in France, the participation rate is a major limitation.
To our respondents, there is a need for more information and teaching
about prognostic scales in advanced cancer. So improvement concerning
research network and teaching are requested. Furthermore, identifying
circumstances in which prognostic scales should be used in real practice
and clear international guidelines are needed.

Abstract number: B-76
Abstract type: Poster

Buprenorphine and Pain Treatment in Pediatric Patients: An Update
Vicencio-Rosas E.1, Chdvez-Pacheco J.L.2, Flores-Pérez C.2, Flores-Pérez
J.2

11Hospital Regional de Alta Especialidad “Bicentenario de la
Independencia”, ISSSTE., Anesthesiology Department, Tultitlan. Estado
de México, Mexico, 2Instituto Nacional de Pediatria, Pharmacology
Laboratory, México City, Mexico

Background: Pain is the most common symptom, a reason for medical
attention during childhood and adolescence, despite knowing the
magnitude of the harmful effects that pain can have on a child, is
often inadequately evaluated and treated by ignorance and myths
about the pathophysiological aspects of pain at this stage of life, and
limited clinical information on the use of certain drugs. Opioids are an
important therapeutic tool for treating moderate to severe persistent
pain.

Problem statement: Buprenorphine, although not the first line of treat-
ment in moderate to severe pain, has been shown to be an effective and
safe analgesic with a prolonged effect in adult patients. Despite having
nearly 40 years on the market, there is little information on its use, as
well as its pharmacokinetic data in pediatric patients, especially in the
treatment of chronic pain.

Objective: The purpose of this review is to provide an update on the
clinical application of Buprenorphine (BFN) in the treatment of pain in
children and adolescents.

Method: An intentional search was performed on studies of the use
of buprenorphine in the pediatric or adolescent population focused
on pain management, reported pharmacokinetic aspects, different
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pharmaceutical forms and routes of administration, considering
the clinical trials and reports available to date in the Biomedical
databases.

Results: Studies on evidence of buprenorphine in children, although
concluding with a strong recommendation for use in this population are
rated as low quality and with poorly consistent results. Studies on the
pharmacokinetics of BFN in children are scarce.

Conclusions: There is currently no clear evidence of the analgesic effi-
cacy and safety of buprenorphine in the pediatric population.
Pharmacological and biosafety studies are a priority to develop evi-
dence-based regimens that allow safe use with a standardized dosage.
Keywords: Buprenorphine;Analgesia;Child;Adverse effects; Phar-
macokinetics; Opioids; Pediatrics
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Palliative Care for Patients with Itching — Issues Experiences by Health-
care Providers in the Netherlands: Results from an Online Survey

van den Berg-Verberkt C.A.%?, de Graeff A.>4, Thio H.B.>, van Trigt I.D.%?
INetherlands Comprehensive Cancer Organisation (IKNL), Utrecht,
Netherlands, 2Netherlands Association for Palliative Care (PZNL),
Utrecht, Netherlands, 3UMC Utrecht, Utrecht, Netherlands, “Academic
Hospice Demeter, De Bilt, Netherlands, *Erasmus MC, Department of
Dermatology, Rotterdam, Netherlands

Background: Of patients with cancer in the palliative phase, 10% experi-
ences itching, which can have a major impact on the quality of life.
Knowledge on treatment of itching has increased recent years. Therefore,
the Dutch guideline ‘Palliative care for patients with itching’ is being
revised. It is important to identify the current issues in order to align the
guideline to the needs of healthcare providers.

Aims: Our aim was to identify issues experienced by healthcare provid-
ers experienced by Dutch healthcare providers and to prioritize these
issues.

Methods: A multidisciplinary working group assigned for the revision of
the guideline composed a 9 item survey based on their professional
experience. An online survey was spread by working group members,
relevant (professional) associations and social media. Respondents were
asked to choose their 3 main issues. Results were analyzed using descrip-
tive statistics.

Results: A total of 189 healthcare providers completed the survey.
Respondents represented 14 professions, working in 8 different care set-
tings and 57% treated 1 to 5 patients with itching in the palliative phase
in the last year. 59% of respondents was palliative care specialist. The
issues that were identified as most relevant were:

- Choice for systemic pharmacological treatment (51%)

- Diagnostics and determination of the cause of itching (43%)

- Choice for local pharmacological treatment (34%)

- Choice for non-pharmacological treatment (29%)

The most relevant issues differed between professions. The pharmaco-
logical treatment and diagnostics were the main issue for medical spe-
cialists, general practitioners and pharmacists (29-100%), whereas
diagnostics and proper information were the main issues for (assistant)
nurses (both 40%).

Conclusion: Healthcare providers identified the most relevant issues in
the palliative care for patients with itching. These issues will be
addressed in the revised guideline in order to optimize treatment for
these patients.

Abstract number: B-83
Abstract type: Poster

Use of Medically Assisted Hydration at Home in Oncology Patients at
the End-of-Life in Colombia

Garay Ferndndez J.1, Benavides Cruz J.1, Erazo Mufioz M.%, Mera
Gamboa M.V.1
IFundacion Universitaria Sanitas, Bogota, Colombia

Aim: To describe the characteristics of the patients who received
medically assisted hydration at the end-of-life, its frequency of use,
and duration of hydration in a palliative home care program in
Colombia.

Methods: A retrospective, observational, cohort study of patients with
cancer diagnosis enrolled in a palliative home care program in Bogota,
Colombia between June 1, 2017, and December 31, 2019. Patients older
than 18 years of age with follow-up from admission to death were
included. Patients with incomplete clinical records were excluded. A
descriptive analysis of the continuous variables according to their distri-
bution was carried out with Kolmogorov - Smirnov test, presenting
measures of central tendency and dispersion, rate of use, type of hydra-
tion solutions, duration of use, and home care stay.

Results: Information from 323 electronic medical records that met
the inclusion criteria were analyzed. The median age was 72 years
(Q1-Q3: 61.2 - 82 years). In the age distribution, the highest propor-
tion of patients were between 66 and 81 years old (41.5%). The use
of medically assisted hydration in the study population was esti-
mated at 87% (95% Cl 0.825-0.899), with a distribution of saline use
corresponding to 48% and 5% dextrose in saline solution to 49%.
Administration route reported was intravenous 74.7% (n=209) and
subcutaneous 25.3% (n=71). The median duration under hydration
was 13 days (range 1-113 days) and the median at home care stay
was 34.6 day (range 2-233 days). The three most common primary
cancers were of colorectal (13.9%), lung (11.8%) and gastrointestinal
(10.2%).

Conclusions: According with the results, the use of medically assisted
hydration in patients with cancer at the end-of-life is a frequent inter-
vention in our program. Results in literature are in keeping with our
own. Assess side effects due to overload or excess hydration should be
considered in future studies to adapt or adjust the use of this
intervention.

C Posters Informal and Formal Caregivers
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Factors Associated with Relatives’ Evaluation on the Quality of End-of-
Life Care in Nursing Home Residents with Dementia

Vandenbogaerde .22, De Vleminck A.L, van der Heide A.3, Smets T.%,
Deliens L.%2, Van den Block L.

Vrije Universiteit Brussel, End-of-Life Care Research Group, Jette/
Brussels, Belgium, 2University of Gent, Department of Public Health and
Primary Care, Gent, Belgium, 3Erasmus MC Rotterdam, Public Health,
Rotterdam, Netherlands

Background: Relatives provide a unique perspective on the quality of
end-of-life care (EOLC) delivered to persons dying with dementia. Only
a few studies evaluated the quality of EOLC from the perspective of
relatives of nursing home residents with dementia, but no studies
have investigated which sociodemographic, clinical and care charac-
teristics are associated with the relatives’ evaluation on the quality of
EOLC.

Aim: To investigate which socio-demographic, clinical, and care char-
acteristics are associated with relatives’ evaluation of the quality of
EOLC for a nursing home resident dying with dementia in Flanders,
Belgium.

Methods: We combined data of two cross-sectional studies that were
performed in 2010 and 2015. In total, 208 bereaved relatives were
included (response rate: 54.6%). Quality of EOLC was measured with the
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End-Of-Life with Dementia — Satisfaction With Care scale (EOLD-SWC
(range 10-40)).

Results: When the deceased nursing home resident was a man, relatives
evaluated the EOLD-SWC better than when the resident was a woman
(b=1.792,Cl: .221-3.362), p<<.05). No association was found between
the severity of dementia and EOLD-SWC (b=-1.524,CI-3.736-.87, p=.175).
Relatives who received information on palliative care had a higher score
on the EOLD-SWC compared to relatives who did not receive this infor-
mation (b=3.926,Cl: 2.345-5.506, p<<.01). Relatives who received infor-
mation on medical care from a care provider evaluated the EOLD-SWC
better than relatives who did not (b=3.603,Cl 2.072-5.133, p<<.01).
Conclusion: This study shows that informing relatives about nursing
home residents’ medical care and palliative care improves relatives’
evaluation on the quality of EOLC. Involving relatives as a member of
care team would facilitate the information-transfer about the (end-of-
life) care of the resident.

Abstract number: C-09
Abstract type: Poster

The Experiences of Fathers of Children with A Life-limiting Condition: A
Systematic Review and Thematic Synthesis

Fisher V.1, Fraser L.%, Taylor J.1

tUniversity of York, Health Sciences, York, United Kingdom

Background: Children with a life-limiting condition often require
extensive and complex care, much of which is provided by their par-
ents at home. Palliative care forms an essential part of the care that
many of these children receive, often from the point of diagnosis.
There is a growing body of research that aims to understand the expe-
riences of their parents, but the majority of this research is from moth-
ers’ perspectives, meaning that fathers’ experiences are not well
understood.

Aims: To identify and synthesise findings from existing qualitative stud-
ies that have explored the experiences and of fathers of children with a
life-limiting condition.

Methods: A systematic review of qualitative research was conducted
using thematic synthesis. Searches were conducted in MEDLINE, CINAHL,
EMBASE, PsycINFO and Social Science Citation Index.

Results: Findings from 30 studies were included, representing the expe-
riences of 576 fathers of children with a range of diagnoses including
cancer, cystic fibrosis, genetic and neurological conditions. Themes
detailed fathers’ experiences of uncertainty and shock around the time
of their child’s diagnosis, their accounts of a ‘new normal’, difficulties in
discussing their emotions, forming relationships with and seeking sup-
port from professionals, and working fathers’ role conflicts. They dis-
cussed the life-changing nature of their child’s diagnosis, an event that
affected all aspects of their lives from everyday activities, to their rela-
tionships, spirituality, values and ambitions.

Conclusions: Fathers experience many difficulties in response to their
child’s diagnosis and ongoing treatment. Findings highlight the need for
healthcare professionals to recognise individual family dynamics and the
evolving role of the father. Fathers’ responses are not widely under-
stood, and research that directly addresses their own wellbeing is war-
ranted in order to provide them with appropriate support.

Funding: NIHR
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How Do Family Caregivers of Persons with a Serious Chronic lliness Col-
laborate with Healthcare Professionals for their Caregiving Tasks? A
Cross-sectional Survey of Bereaved Family Caregivers

Matthys 0.%2, Dierickx S.%%3, Deliens L.%%3, Lapeire L.#, Hudson P.1, Van
Audenhoven C.°, De Vleminck A.%3, Cohen J.13
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& Ghent University, Brussels & Ghent, Belgium, 2Ghent University,
Department of Public Health and Primary Care, Ghent, Belgium, 3Vrije
Universiteit Brussel (VUB), Department of Family Medicine and Chronic
Care, Brussels, Belgium, *Ghent University Hospital, Department of
Medical Oncology, Ghent, Belgium, >KULeuven, LUCAS, Center for Care
Research and Consultancy, Leuven, Belgium

Background: Previous research has described family caregivers’ tasks
(providers of care) and care needs (care clients). Little evidence is avail-
able about how they are supported by healthcare professionals, e.g.
through education and empowerment, in providing care (members of
the care team).

Aim: To investigate how family caregivers of persons with serious chronic
iliness collaborate with and receive support from healthcare profession-
als for family caregiving in the last 3 months of life.

Methods: Population-based cross-sectional survey of bereaved family
caregivers of persons with a serious chronic illness (N=3000), identified
through the three largest sickness funds in Flanders, Belgium (79% of the
population), who cared for a person who died 2 to 6 months before the
sample was drawn (November ‘19). The survey asked about collabora-
tion with healthcare professionals for various caregiving tasks in 3
months before bereavement. Multivariable logistic regression was per-
formed to control for confounding when examining factors associated
with collaboration.

Results: Response rate was 53.3%. Most family caregivers received sup-
port from one or more healthcare professionals for family caregiving
tasks they performed, ranging from 71.4% for promoting social interac-
tion to 95.3% for managing symptoms. This support was from a palliative
care nurse or doctor in 7.6% (facilitate safe movement) to 36.6% (help
talk about end of life). The type of support of healthcare professionals
mostly concerned informing family caregivers rather than involving
them. Use of palliative care services was the strongest predictor of col-
laboration with family caregivers across physical, psychosocial and prac-
tical caregiving tasks.

Conclusion: Most family caregivers of persons with serious illness get
some form of support from healthcare professionals for their family car-
egiving tasks. However, a more empowering support strategy for family
caregivers, e.g. aimed at increasing self-efficacy, is rare.

Abstract number: C-11
Abstract type: Poster

Caring, Bereavement & Bureaucracy: A Qualitative Study of Australian
Social Welfare Policy and Caring in the Context of Life-limiting lliness
Bindley K.22, Lewis J.3, Travaglia J.3, DiGiacomo M.%

improving Palliative, Aged and Chronic Care through Clinical Research
and Translation (IMPACCT), Faculty of Health, University of Technology
Sydney, Sydney, Australia, 2Supportive and Palliative Care, Western
Sydney Local Health District, Mount Druitt, Australia, 3Faculty of
Health, University of Technology Sydney, Sydney, Australia

Background: Caring and bereavement in the context of life-limiting ill-
ness are associated with cascading challenges that may contribute to
social welfare needs related to income and housing. Yet potential for
carer experiences to be shaped by social and structural inequities is
underexplored, including consequences of interactions with public insti-
tutions and social policy.

Aims: To explore the experiences of former carers of people with life-
limiting illnesses and social welfare needs in a developed region of rec-
ognised socioeconomic disadvantage.
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Methods: Underpinned by an interpretive descriptive approach, in-depth
interviews were undertaken with specialist palliative care workers (n=7),
welfare sector workers (n=14) and bereaved former carers of people with
life-limiting illnesses (n=12). Data were analysed using framework
analysis.

Results: Participants described relevant welfare policy and process
related burdens that may contribute to financial, housing and
employment precariousness and structural vulnerability during and
post-caring. Personal, interpersonal and structural factors that affect
the navigation of income support and housing needs were
articulated, alongside recommendations that may improve carer
experience.

Conclusion/ discussion: The intersection of certain social locations
and structural determinants such as inequitable policy, complex appli-
cation processes, increasingly virtualised support, lacking grief liter-
acy of workers and transactional agency cultures appears to shape the
capacity of carers to navigate welfare issues, with potential to under-
mine individual agency, heighten structural burden and increase pre-
cariousness. Findings point to needed advocacy in liberal welfare
states for welfare policy and processes that are more responsive to
end-of-life caring and bereavement, and increased recognition of the
potential for systemic disenfranchisement of vulnerably positioned
carers.

This study was supported by [de-identified for review].

Abstract number: C-12
Abstract type: Poster

“Caregiver Activation” of Relatives of Patients with Advanced Cancer
and its Association with Caregiver Burden and Wellbeing

Bakker EM*, Witkamp FE%2, Luu KL%, van Dongen SI*, Raijmakers NJH34,
van Roij J.3%>¢, van der Heide A.%, Rietjens JAC*

University Medical Center Rotterdam, Department of Public Health,
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Background: Relatives of patients with advanced cancer often have to
deal with many caring responsibilities, regardless of their knowledge,
skills and confidence to provide this care (also known as ‘caregiver acti-
vation’). These aspects of caregiver activation are hypothesized to be
associated with their caregiver burden and well-being.

Aim: To assess caregiver activation in relatives of patients with advanced
cancer and its association with sociodemographic and psychosocial
characteristics.

Methods: We conducted a cross-sectional study on caregiver activa-
tion among 300 relatives of patients with advanced cancer. The study
was nested in a nationwide prospective longitudinal observational
cohort study (eQuipe study). We assessed caregiver activation by the
Caregiver Patient Activation Measure (C-PAM; range 0 — 100). We
also assessed resilience, caregiver burden, personal self-care, depres-
sive symptoms, quality of life, social well-being and relatives’ soci-
odemographic characteristics. Univariate regression analyses were
performed.

Results: Relatives had a mean C-PAM score of 54 (SD 13). Higher car-
egiver activation scores were found among partners (compared to
other family members) (p = 0.01), males (p = 0.02), those who pro-
vided informal care in the last three months (p = 0.01) and those being
more resilient (p < 0.01). Moreover, those with higher activation

scores had significantly lower caregiver burden scores (p = 0.03) and
higher scores on personal self-care (p = 0.03) and social well-being
(p = 0.01).

Conclusion: There is quite some variation in levels of caregiver acti-
vation, which can be partly related to relatives’ personal characteris-
tics and one’s role in the care process. Higher caregiver activation
seems to be associated with less burden and a better wellbeing of
relatives. Empowering relatives of patients with advanced cancer in
managing the care for their loved one may improve their own
well-being.

Funding: Dutch Research Council (NWO, VIDI)
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The Required Competencies of Licensed Practical Nurses within Pallia-
tive Care from the Perspectives of Multi-professional Expert Groups: A
Qualitative Study

Hoékkd M.12, Prest A.3, Melender H.-L.42

1Kajaani University of Applied Sciences, School of Health, Kajaani,
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of Applied Sciences, Health Care and Social Services, Kokkola, Finland,
4VAMK University of Applied Sciences, Department of Social and Health
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Background: Licensed practical nurses (LPNs) often participate in the
care of palliative and end-of-life care patients. Thus, they need to have
good competencies in palliative care.

Aim: To describe the competencies required from LPNs working within
palliative care from the perspectives of multi-professional groups of rep-
resentatives from working life.

Methods: The data of this qualitative descriptive study (n = 222) was
collected in workshops held in different parts of Finland, wherein the
participating professionals and representatives of patient organizations
discussed the competencies that are required in palliative care, before
reaching and documenting a consensus. The data was analyzed using a
content analysis method.

Results: The description of the competencies required from LPNs
within palliative care included 15 main categories and 59 subcatego-
ries in total. ‘Competence in rehabilitative holistic nursing and caring’
was the main category which was obtained from the highest number
of reduced expressions from the original data. ‘Competence in
encountering and social interactions’ was another strong main cate-
gory. The third large main category was ‘Competence in holistic con-
sideration and support of the patient and the closest ones’. The other
main categories were related to competencies in cooperation, symp-
tom management, starting to act and breaking the bad news, report-
ing, pharmacological treatment, patient-focused practice, assessment
of the patient’s condition, pain management, development of oneself
and one’s own profession, as well as understanding of the content of
palliative care, palliative care pathway, withholding of therapies and
goals of care, and understanding death and nursing care associated
with it.

Conclusions: The results especially emphasize holisticness, rehabilita-
tion, encountering and social interactions in LPNs work within palliative
care. The diversity of the categories reflects the richness of the work of
LPNs in palliative care.

Funding: This research was supported by The Developing Palliative
Nursing and Medical Education through Multidisciplinary Cooperation
and Working-life Collaboration project, which was funded by the Ministry
of Education and Culture in Finland (Decision 29.3.2018 OKM/258/
523/2017) and the participating higher education institutions.
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Narratives of the End-of-Life Family Caregiving Experience at Home
Martin-Martin J.22, Diez-del-Corral M.*2, Olano-Lizarraga M.%2,
Valencia-Gil S.3, Saracibar- Razquin M.%2

1University of Navarra, Pamplona, Spain, 2Navarra’s Health Research
Institute (IdiSNA), Pamplona, Spain, 3Primary Care Osasunbidea
Navarra, Pamplona, Spain

Background: Occurring at home, the process of dying is becoming a part
of family life again. But the responsibility of care falls largely on the fam-
ily, a situation which challenges the stability and well-being of all the
members. However, there is a significant gap in knowledge concerning
this phenomenon since most research has focused on the caregiving
impact on the main carer. This gap highlights the need for more in-depth
knowledge about families’ experiences providing end-of-life care.

Aims: To understand the experiences of families during the care of a
terminally-ill relative at home.

Methods: In primary health care, a narrative research study was con-
ducted to address this phenomenon. Nine families were interviewed as
a group, and 23 members of these families were interviewed individu-
ally. The interviews were transcribed and analysed using thematic narra-
tive analysis.

Results: The families experiences were classified into six themes: 1) nor-
malisation of a new life centered on the ill relative, 2) the need for all the
family members living in the home to care for the ill member, 3) the
feeling of satisfaction in fulfilling the moral duty of caring for their ill rela-
tive, 4) ambivalence regarding their ill relative’s imminent death, 5) the
disruption of family well-being and 6) lack of attention from the social
and health services.

Discussion: This research highlights the impact of care-provision on the
health of families as a whole. Families feel neglected, abandoned to their
own fate during the final phase of their loved ones’ lives and demand to
be supported. Their immediate social environment and their reference
health-care professionals are turning their backs on them. It is impera-
tive, therefore, to change the paradigm in society as a whole, and in the
social and health care services, regarding family end-of-life caregiving.
All efforts to provide help will be in vain unless accompanied by the
holistic support of the social health services.

Abstract number: C-15
Abstract type: Poster

Health-related Quality of Life and Emotional Well-being Connected to
Glioblastoma; A Longitudinal Follow-up Study Involving the Patients’
Relatives

Stahl P.1, Henoch 1.1, Smits A.2, Rydenhag B.2, Ozanne A.1

1University of Gothenburg, Institute of Health and Care Sciences,
Sahlgrenska Academy, Gothenburg, Sweden, 2University of
Gothenburg, Department of Clinical Neuroscience, Institute of
Neuroscience and Physiology, Sahlgrenska Academy, Gothenburg,
Sweden

Background: Glioblastoma is the most common primary malignant brain
tumor, it is incurable and has a poor prognosis. Glioblastoma can cause a
rapid decline in patients’ cognitive and physical abilities, and this can be
an important cause of distress for relatives.

Aim: Investigate the health-related quality of life (HRQoL) and emotional
well-being among relatives to patients with glioblastoma from a longitu-
dinal perspective.

Methods: Preoperative, at 3 weeks, 12 weeks, 6 months and 1 year, and
at 1.5 years postoperative between 2012 and 2018, the relatives evalu-
ated their HRQoL by answering the Short Form Health Survey (SF-36)
and their emotional well-being by using the Hospital Anxiety and
Depression scale (HADS). At baseline the population consisted of 63

relatives. Descriptive statistics were used and the Friedman test evalu-
ated any changes over time.

Results: The relatives had the lowest mean score for all the mental com-
ponents in SF-36; mental component summary (MCS) 22.6, vitality (VT)
38.9, social functioning (SF) 47.9, role emotional (RE) 23.0 and mental
health (MH) 44.5 at 3 weeks postoperative. Further, the relatives had a
significant change over time from preoperative and until 6 months post-
operative in most of the mental components in SF-36 MCS p=0.003, VT
p=0.005, SF p=0.03 and RE p=0.05. 83 % of the relatives estimated symp-
toms of anxiety at 3 weeks and 90 % at 1.5 years postoperative. The rela-
tives’ distress level remained high and significantly unchanged over time
from preoperative and until 6 months postoperative.

Discussion: The relatives’ HRQoL and emotional well-being were nega-
tively affected early on in the illness trajectory and remained affected
over time. Palliative care should be considered in the early stages of the
disease, perhaps already at the time of diagnosis to support both
patients and their relatives.

Abstract number: C-17
Abstract type: Poster

Family Caregivers’ Crises in the Palliative Home Care Setting: How Do
Hospice and Palliative Care Staff Support Families?

Ullrich A.%, Runge J.M.%, Bokemeyer C.., Oechsle K.1

Palliative Care Unit, Center of Oncology, University Medical Center
Eppendorf, Hamburg, Germany

Background: Family caregivers (FCs) of terminally ill patients experience
psychosocial/physical burdens and manage complex responsibilities.
The occurrence of FCs’ crises in palliative home care is likely, but little is
known about the effects on FCs and how they are supported.

Aims: To gain a better understanding of FCs experiencing crises in pallia-
tive home care from the perspective of hospice and palliative care staff.
Methods: Qualitative study with an interpretative description approach.
Ten multi-institutional focus groups were conducted with interdiscipli-
nary teams from palliative care and hospice services (n=64). Verbatim
transcripts were analyzed according to the grounded theory methodol-
ogy using Strauss’ coding paradigm.

Results: FCs are highly affected by crises, in their roles as both caregivers
and persons in need of support, and multiple causes were identified.
Staff’s strategies to avoid FCs crises include monitoring of potentially
stressful situations and FCs’ burden, psycho-education, and communica-
tion. When crises occur, strategies include intensified practical/emo-
tional support for FCs, suggesting coping strategies, and helping FCs to
accept their role as a person in need of support. However, strategies are
challenged by limited resources of the attending staff, FCs’ unwillingness
to use available forms of support, and FCs’ commitment to promises for
a home death. Successful support can result in the alleviation of FC’s
physical/mental strain, review of self-care needs, and ultimately mainte-
nance of home care. The admission to a palliative care unit was evalu-
ated as ambivalent regarding beneficial (i.e., recovery period) and
distressing consequences (i.e., feelings of guilt) for FCs.

Discussion: Our results form the basis of a relational model regarding
FCs’ crises in palliative home care. They may contribute to the develop-
ment of recommendations and staff trainings focusing on the prevention
and navigation of FCs’ crises and FC support.

Abstract number: C-18
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Is there any Relationship between Sleep Disturbance of Greek Family
Carers of Advanced Cancer Patients with the Caregiving Burden and
Outcomes? A pilot study

Spantidaki S.%2, Katsaragakis S.2, Psychogyiou A.%, Lemonidou C.?,
Patiraki E.?
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Background: Sleep disturbance are a common issue for those who pro-
vide informal care to someone with a life-limiting condition.

Aim: Explore the sleep disturbances among family carers of patients
with advanced cancer.

Methods: The convenient sample, of this descriptive, cross-sectional
study, consisted of 100 family carers (response rate 92%) of hospitalized
advanced cancer patients’ in a cancer hospital (May 2019-September
2019). Inclusion criteria: adult family carer’s named by hospitalized
advanced cancer patients, consent to participate. The following vali-
dated in Greek language measurement tools were used: a) the Greek
Pittsburgh Sleep Quality Index (PSQI), b) Bakas Caregiving Outcomes
Scale (BCOS) and the translated into Greek c) Oberst Caregiving Burden
Scale (OCBS), The statistical significance level was set at 0.05.

Results: Most of the participants were females (72%) and the sample’s
mean age was 57,51+13,17 years old. Most carers were married/or
partnered (78%) and were partner or child of the patients (34%). The
mean duration of care provision was 16,3 months, and the mean
patients” ECOG performance status score was 3. Family carers experi-
enced moderate overall sleep difficulty (10,11+4,26) and were signifi-
cantly burdened by caregiving in terms of time (47.74+10.55) and mildly
burdened by caregiving in terms of difficulty (40.89+11.92) (OCBS).
Participants reported moderate mean overall positive caregiving out-
comes (48,49+12,76) (BCOS). Multivariate analysis showed that family
carers who needed more time for care provision, those with basic educa-
tion and women occupied only with household, had more sleep difficul-
ties (R2 = 0,185, F=3.14, p=.003 (f2=.267)).

Conclusions: Family carers of advanced cancer patients experience mod-
erate overall sleep difficulties. The relationship of Caregivers’ burden,
life changes as a result of caregiving and sleep disturbances must be fur-
ther explored.

Abstract number: C-20
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A Narrative Exploration of the Experiences of Informal Caregivers for
People with Moderate to Advanced Dementia within a Domestic Home
Setting towards the End of Life

James C.1

1Lancaster University, Health and Medicine, Lancaster, United Kingdom

Background: Knowledge of the experience of unpaid caregivers for peo-
ple with moderate to advanced dementia within a domestic home set-
ting, especially towards the end of life is limited. Their experience is
usually described in terms of internal conflicts and powerlessness in
making changes to their situation. Similar experiences have been
reported by nurses and other healthcare professionals. These accounts
have been described as moral distress, but the experiences of the unpaid
home-based caregivers are yet to be investigated.

Aim: The aim of this study was to answer the question: “What are the
narratives of care provision by informal caregivers, and how do they
describe their experience of home-based care for people with moderate
to advanced dementia towards the end of life?”

Design / Methods: A narrative inquiry design was adopted in collecting
data using unstructured interviews. 15 people in the UK were recruited
as participants if they were either providing unpaid care at home for
someone with dementia within the moderate to advanced stages at the
time of the interview or did so within the previous 6 months. A textual
narrative approach by Riessman (2008) was adopted in analysing col-
lected data.

Results: Narratives were presented under five headings of loss, control,
role change, coping and help-seeking, with evidence showing character-
istic plasticity of experience of moral distress as possibly moulded by the
internalised conflicts encountered in caregiving.

Discussions / Conclusions: Participants’ experiences described a role
transformation following a dementia diagnosis. A reduction of the
unsuitability of support received within the moderate to the advanced
stages necessitates a policy on decline-specific post-diagnosis support
for unpaid home-based caregivers. Further research is also necessary to
explore whether increased internal conflicts lead to an increment in car-
egivers’ moral distress.

Abstract number: C-21
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Palliative Care Healthcare Professionals’ Work-related Stress: A
National Cross-sectional Survey

Dijxhoorn A.F.%2, Brom L.%2, van der Linden Y.3, Leget C.%, Raijmakers N.%?
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Background: Providing palliative care can lead to work-related stress and
ultimately to burnout. The need for palliative care will further increase
due to population aging and people living longer with life-threatening
diseases. Therefore, a healthy palliative care workforce is vital.

Aims: This study aims to get insight into the experienced work-related
stress among health care professionals providing palliative care in the
Netherlands and their strategies and needs in relation to maintaining a
healthy work-life balance.

Methods: A cross-sectional online survey of members of the Dutch
Association for Palliative Care Professionals was conducted between
February and March 2020. Burnout was assessed by the validated
Burnout Assessment Tool (BAT). Self-constructed questions assessed the
used strategies and needs of health care professionals providing pallia-
tive care regarding work-related stress. Descriptive analysis were per-
formed using STATA.

Results: In total 179 eligible respondents completed the questionnaire
(response rate 54%). Most were female (79%) and older than 50 years
(66%). Nurse (47%) and physician (39%) were the most prevalent profes-
sion. Two-thirds (69%) experienced a medium level of burnout and 2%
reported a high level. Furthermore, 7% had ever been on sick leave due
to burnout. Health care professionals engaged in numerous coping activ-
ities (mean 3.7), but a quarter (23%) of all respondents felt that these
activities were not sufficient to maintain balanced. Respondents felt a
need for activities aimed at the team or organisation level such as feeling
emotionally safe within their team.

Discussion: Symptoms of burnout are quite prevalent among health care
professionals providing palliative care in the Netherlands. Health care
professionals express a need for team and organisation approaches in
addition to their individual coping strategies to maintain a healthy work-
life balance.

Abstract number: C-22
Abstract type: Poster

To Participate in a Randomised Double-blind, Placebo-controlled Study
at the End of Life: Experiences of Relatives

van Esch H.., Brinkman-Stoppelenburg A.2, van Zuylen L.3, van der Rijt
C.1, van der Heide A.2
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Background: Placebo-controlled trials may provide evidence to support
end-of-life care, but it is contested whether asking dying patients to par-
ticipate in such trials is morally justifiable.
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Aim: To better understand the experience of participating in a placebo-
controlled trial at the end of life from the perspective of relatives.
Methods: The SILENCE study is a randomised, double-blind, placebo-
controlled trial on the efficacy of scopolamine butylbromide (SB) to pre-
vent death rattle. Patients gave advance written informed consent after
admission to the hospice. Bereaved relatives were invited to fill in a
questionnaire three months after the death of the participant and to
participate in an interview.

Results: Of 154 invited relatives, 104 completed the questionnaire and
17 were interviewed. Ten percent of the relatives thought that the par-
ticipation of their loved one in research was a bit burdensome for their
loved one and 14% it a bit stressful or burdensome for themselves or
for other relatives. Eighty-three percent considered participation in
research in general as (very) valuable. The in-depth interviews showed
that patients’ decision to participate in this study was made in close
consultation with relatives. Consultation consisted of asking relatives
what they thought of the research and the invitation to participate.
Relatives had respect for and felt mostly proud about patients’ deci-
sion to participate.

Conclusion: Participation in a placebo-controlled trial at the end of
life was decided by the patients in close communication with their
relatives. These relatives mostly evaluated participation as a positive
experience. This study indicates that participation in a placebo-con-
trolled trial at the end of life is acceptable from the point of view of
bereaved relatives and, by using an advance consent procedure, mor-
ally justifiable.
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Supportive Interventions for Family Caregivers of Patients with
Advanced Cancer: A Systematic Review

Becqué Y.N.%, van der Wel M.2, van Driel A.G.%, Rietjens J.A.2, van der
Heide A.2, Witkamp E.%, Arslan M.2
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Background: Family caregivers are often intensively involved in end-of-
life cancer care and therefore have a unique position of both providing
and needing support. Little is known about which (components of) sup-
portive interventions in this context are effective. We performed a lit-
erature review to provide a systematic overview of interventions to
support family caregivers of patients with advanced cancer and their
effectiveness.

Methods: Embase, Medline Ovid, Web of Science, Cochrane Central,
Google Scholar and Cinahl were systematically searched. We included
quantitative studies published from January 2004 until December 2019
reporting about interventions to support adult family caregivers of
patients with advanced cancer. Data were extracted on target group,
delivery format, intervention components and outcomes. Methodological
quality was assessed with the Quality Assessment Tool.

Results: Out of 7954 titles and abstracts, 32 articles were included.
Nineteen studies concerned randomised controlled trials. The support-
ive interventions were delivered in different settings to four types of
target groups: individual family caregivers (n=12), dyads (n=11), families
(n=2) and larger groups (n=7). Two interventions were delivered online,
29 interventions face-to-face or by phone, and there was one self-
administered intervention. The number of intervention sessions ranged
from one to ten. Most interventions included multiple components,
often based on family caregivers’ needs. Outcome measures used were
highly variable.

Conclusion: We found a variety of interventions to support family car-
egivers in palliative cancer care. Most interventions consisted of multiple
components and focused on family caregivers in relation to other

relatives or peers. The effects of these interventions have been studied
in various settings and target groups using different outcome measures.
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The Role of Gender in Compassionate Care: Gender Differences Are
Not only Mean Differences
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Background: The relation between gender and compassionate care has
been investigated, with different results. Some studies have found gen-
der differences in compassion satisfaction, others had pointed higher
levels of compassion fatigue in women, and some have not found differ-
ences at all.

Aims: To study the relation between gender and compassionate care,
deepening in the impact of gender on the relations among variables.
Methods:

Design: The research has a panel design. Palliative care professionals
participate during years 2020-2022. Data of the first wave were used.
Data collection: 296 professionals participated. 229 were women.
Analysis: Statistical analyses included t tests for means and z tests for
correlations.

Results: Mean differences between genders were not found for self-
care, awareness, compassion, or professional quality of life.

However, the relations among these variables did show gender differ-
ences. As regards the predictors of compassion in palliative care pro-
fessionals, physical self-care (z=2.525;p<<.001), social self-care
(z=2.026;p=.021) and awareness (z=2.176;p=.015) were higher protec-
tors for men, with statistically significant differences among correla-
tions. In this same line, compassion had a higher predictive power on
compassion satisfaction (z=2.285;p=.011) and was a stronger protector
of burnout (z=-1.656;p=.049) in men.

Conclusion: Gender has proved to have an important role when studying
compassionate care. Although men and women have shown the same
levels of self-care, awareness, compassion, and quality of life; gender
differences have been found in the relations among variables. Men ben-
efit the most from the increase of self-care and awareness in terms of an
increase of compassion; showed a closer relation between compassion
and compassion satisfaction; and also compassion had a greater protec-
tive effect against burnout for them.

Funding: Project RTI2018-094089-100, Ministerio de Ciencia e
Innovacion—Agencia Estatal de Investigacion/FEDER.
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Galiana L.%, Vidal-Blanco G.2, Mufioz-Martinez 1.3, Oliver A.1, Sansé N.*
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Sciences, Valencia, Spain, 2University of Valencia, Department of
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Virgen de la Salud, Toledo, Spain, “University of Balearic Islands,
Department of Nursing and Physiotherapy, Palma, Spain

Background: The importance of receiving ongoing support within teams
and organizational cultures for palliative care professionals has been
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pointed. Support from colleagues can contribute to wellbeing and resil-
ience, and its absence can lead to burnout.

Aims: To describe levels of stress derived by conflict and social support
in Spanish palliative care professionals and their relationships.
Methods:

Design: The research has a panel design, in which palliative care profes-
sionals will participate during years 2020-2022. Data collected in the first
wave are used.

Data collection: 296 professionals of palliative care participated.
Analysis: Statistical analyses will include descriptive information and
inferential analyses for the relations among the variables under study.
Results: 31% of the respondents frequently suffered stressful situations
derived from conflicts with other professionals, and 3.7% almost always;
30.6% of the frequently suffered stressful situations derived from lack of
support, and 5.1% almost always.

No differences in stressful situations derived from conflicts with other
professionals or from lack of support were found between men and
women. When nurses and physicians were compared, again no differ-
ences were found.

Regarding the relation with professional quality of life, stressful situa-
tions derived from both conflicts with other professionals or lack of sup-
port were not related to compassion satisfaction, but predicted burnout
and compassion fatigue.

Conclusion: Stressful situations in palliative care professionals derived
from problems with colleagues are more common than desirable.
Furthermore, they do not distinguish between gender or profession. It is
essential to work on the support of colleagues and the proper functioning
of work teams, since these variables can lead to greater burnout and
compassion fatigue.

Funding: Project RTI2018-094089-100, Ministerio de Ciencia e Innovacion
— Agencia Estatal de Investigacion / FEDER.

D Posters Older People

Abstract number: D-04
Abstract type: Poster

Willingness to Engage in Advance Care Planning among Older Work-
ers who Work in the Community: Single-centered Cross-sectional
Study

Nakanishi E.%, Hayashi K.X

1St. Luke’s International University, Graduate School of Public Health,
Tokyo, Japan

Background: The yearly number of older workers has consecutively
increased in Japan. The Japanese Silver Human Resources Center (SHRC)
is a public-service organization. SHRC coordinates paid jobs to people
aged over 60 years with a sense of well-being through work and contrib-
utes to the vitalization of local communities. The majority of SHRC mem-
bers work to maintain their health. However, older people who work are
at risk of becoming severely sick at any time because of their age.

Aims: The primary aim of this study was to assess the current situation
of willingness to engage in advance care planning (ACP) among older
workers who work within their community.

Methods: We conducted a single-centered cross-sectional study at
SHRC.

Results: We mailed the questionnaires to all SHRC members (n = 721).
The median age of the participants was 74 years, ranging from 60 to 89
(IQR 70-78). Of the 327 participants, 208 (63.6 %) reported that they
planned to write end-of-life wishes. Of the 208 participants, nearly 80%
are planning to document ACP because they do not want to bother their
family. Of the 327 participants, 113 (34.5%) reported that they were not
planning to document ACP. Of the 113 participants, 30% considered that
the wish of their family regarding their end-of-life is much more impor-
tant than their own preference.

Conclusion: The majority of participants who agreed to document ACP
reported that they do not want to bother their family. In Japanese culture,

causing trouble to others is called meiwaku that should preferably be
avoided. The most common reason why participants did not agree with
ACP documentation was that the wishes of the family and other people
around the individual were more important than their own. Compared to
Western countries, where autonomy is valued, the Japanese culture values
harmony, which is called wa. Our study results are useful to understand the
preference of ACP in the Japanese culture among older workers.

Abstract number: D-07
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The Prevalence of Chronic Breathlessness and Associated Psychological
Symptoms in a Frail, Elderly Population within a Community Setting: A
Cross-sectional Survey

Elliott-Button H.L', Johnson M.J.%, Rigby A.S.%, Boland J.W.%, Murtagh
F.EM*, Nwulu U.%, Okoeki M.%, Pask S.%, Clark J.1

1Wolfson Palliative Care Research Centre, Hull York Medical School,
University of Hull, Hull, United Kingdom

Background: The UK has an ageing population and frailty is often a con-
sequence, with a prevalence of 10% in those over 65. Chronic breath-
lessness is often debilitating, affecting approximately 1/3 of older adults
and is associated with psychological distress. We have limited under-
standing about the impact of chronic breathlessness on older, frail peo-
ple in the community setting.

Aim: To determine the prevalence of chronic breathlessness and to iden-
tify associated psychological concerns in older, frail people in the
community.

Methods: An observational, cross-sectional survey was conducted as
part of a service evaluation of a new Integrated Care Clinic for frail older
adults. Participants =65 at risk of severe frailty were recruited at their
multi-disciplinary pro-active assessment. The survey included: Integrated
Palliative care Outcome Scale (IPOS), EuroQol-5D (EQ-5D-5L) and a
bespoke screening question for chronic breathlessness “Have you suf-
fered with breathlessness for most days in the last month?”. Descriptive
statistics reported clinical characteristics for those with and without
chronic breathlessness. Associations between chronic breathlessness
and psychological concerns were explored (Odds Ratios [OR]).

Results: 99/249 (39.8%) survey respondents (median age 80, 61%
women) self-reported chronic breathlessness; they had increased odds
of having anxiety (IPOS) (OR 2.2; 95%Cl 1.29-3.85), family anxiety (IPOS)
(OR 2.0; 95%CI 1.20-3.41), and depression (IPOS) (OR 1.9; 95%Cl 1.12—
3.39) compared to those without chronic breathlessness. Findings did
not change after adjustment for age or sex.

Conclusions: Chronic breathlessness is common in older, frail adults.
These individuals had increased odds of psychological concerns such as
anxiety (personal and family) or depression. Chronic breathlessness
should be actively identified and managed within primary care to avoid
adverse psychological consequences and deliver targeted interventions.

Abstract number: D-08
Abstract type: Poster

A Retrospective Cohort Study to Compare Survival Days, Place of Death
and Medical Utilization between those Receiving Hospital-based Pallia-
tive Home Care and Community-based Palliative Home Care

Lin C.-P.%2, Tsay M.-S.3, Chang Y.-H.3, Chen H.-C.3, Wang C.-Y.*, Wu
C.-Y.56

Institute of Community Health Care, School of Nursing, National

Yang Ming Chiao Tung University, Taipei, Taiwan, Province of China,
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King’s College London, London, United Kingdom, 3Kaohsiung Medical
University, Department of Nursing, Kaohsiung Medical University
Hospital, Kaohsiung, Taiwan, Province of China, “Kaohsiung Medical
University, Social work office, Kaohsiung Medical University Hospital,
Kaohsiung, Taiwan, Province of China, >Kaohsiung Medical University,
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Department of Family Medicine, Kaohsiung Medical University
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Background: Evidence shows that community-based palliative home
care (PHC) provision could enhance the continuous care through the
patient’s illness trajectory from hospital-based care back home, and
improve patient outcomes. However, there is little evidence regarding
community-based palliative home care based on Taiwanese context.
Aim: To compare community-based PHC with hospital-based PHC in
terms of the patients’ survival, their place of death and medical utiliza-
tion in Southern Taiwan.

Method: A retrospective cohort study using chart review from May 2018
to December 2018. Adult patient aged >18 years old diagnosed with any
disease who receiving either hospital-based or community-based ser-
vice were recruited. Descriptive analysis, Chi-square test, t-test and Log-
rank test were conducted.

Results: One hundred and thirty-seven patients with averaged 75 y/o
(SD= 12.33) were recruited for hospital-based services and 46 with aver-
aged 72 y/o (SD=* 12.57) for community-based services. The majority
were married (51%) female (55%) with education less than 6 years (55%).
More than 90% of patients were diagnosed with cancer with ECOG score
3 (49%) and 4 (49%). Majority of participants in hospital-based group
(44%) died at hospice wards, but people in community-based group died
at home (51%). Distance from patients’ home to the hospital significantly
influence their decisions for community-based services (p<<.001).
Patients in hospital-based group received more physician visits (p = .03)
and total caring days before death (p = .001). However, more nurse visits
were found in community group (p = .008). There is no difference on the
patient’s survival days (p = .63) and place of death decisions (p = .20)
between two groups.

Conclusion: Community-based palliative care should be promoted to
enlarge universal health coverage for ageing societies such as Taiwan,
although community-based palliative care equips less staffing and
resources compared to hospital-based services.

Abstract number: D-10
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Attitudes to Aging and Dignity in Czech Community-dwelling Older
Adults and Geriatric Inpatients

Tomanovd J.2, Kisvetrovd H., Bermellovad J.%1, Bretsnajdrovd M.,
Danielovd L.?

1Palacky University Olomouc, Faculty of Health Sciences, Olomouc,
Czech Republic, 2University Hospital Olomouc, 2nd Internal Clinic of
Gastroenterology and Geriatrics, Olomouc, Czech Republic

Background: Attitudes to aging are social constructs that are culturally
and historically determined, as well as individually interpreted. Personal
dignity is a multidimensional construct that includes perception, knowl-
edge, and emotions related to competence or respect.

Aims: To examine how community-dwelling older adults and geriatric
inpatients evaluate attitudes to aging, and whether dignity affects their
attitudes to aging.

Methods: Cross-sectional study with two questionnaires (Attitude to
Aging Questionnaire [AAQ], and Patient Dignity Inventory [PDI-CZ]). 233
geriatric inpatients (M,,. = 80.7 = 7.0 years) and 237 community-dwell-
ing older adults (M,,, = 74.9 * 6.4 years) from two regions of the Czech
Republic were enrolled in the study. Independent samples t-tests,
Spearman correlation analyse and multivariable linear regression were
used for statistical processing.

Results: The geriatric inpatients had more negative attitudes to aging
(total AAQ score [M = 74.9 = 10.9; p < 0.0001]; Psychosocial Loss [M =
24.5 *+ 5.6; p < 0.0001] and Physical Change domains [M = 23.1 = 5.1;

p = 0.008]). The attitudes to aging affecting factors in geriatric inpatients
were gender and dignity. Women (B = -2.969, p = 0.045) and inpatients
with poor dignity ratings (R = -0.332, p < 0.0001) had more negative
attitudes to aging. The attitudes to aging affecting factors for community-
dwelling older adults were education, living arrangement, and dignity.
More negative attitude to aging were experienced by older adults with
lower education (8 = 2.716, p = 0.007), living alone (8 =2.163, p =
0.046), and rated their dignity as low (8 = -0.325, p < 0.0001).
Conclusion/discussion: Our results suggest that dignity values evalu-
ated using the PDI-CZ questionnaire, are among the factors affecting
attitudes to aging in both community-dwelling older adults and geriat-
ric inpatients.

Supported: by the Ministry of Health of the Czech Republic (grant nr.
NU20-07-00100).
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Prevalence and Patterns of Opioids Currently Prescribed in Commu-
nity-dwelling Older Adults Living with Frailty

Pask S.1, Okoeki M.%, Khamis A.%, Johnson M., Murtagh F.EM*, Boland
JwW.t
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Background: Opioids are used to manage moderate to severe pain.
Older adults (=65) with frailty may be more at risk of adverse effects,
but we have limited data to inform our understanding.

Aim: To determine the prevalence and patterns of opioids prescribed to
community-dwelling older adults living with frailty.

Methods: Opioid prescription data were extracted from medical records
for this group. ‘Current’ opioid use was defined as having an opioid pre-
scription within 30 days of recruitment. Prescriptions were grouped into
regularly scheduled or pro re nata (PRN). Opioid dose was converted to
oral morphine equivalent (OME) and presented in milligrams per day.
The lowest and highest possible doses are provided where a range in
dose was present. Descriptive statistics are presented.

Results: 80/247 (32.4%) participants were currently prescribed an opi-
oid. 43/80 (53.8%) had regularly scheduled opioids prescribed; 30
(37.5%) had PRN and 7 (8.8%) had both. Codeine was most commonly
prescribed (n= 40, 50.0%), followed by tramadol (n= 15, 18.8%), trans-
dermal buprenorphine (n= 10, 12.5%), and morphine (n=10, 12.5%).
Less commonly prescribed opioids included dihydrocodeine, fentanyl,
meptazinol and oxycodone. The lowest median OME dose for codeine
was 9mg (IQR 3.2, 12.0); the highest OME dose was 12mg (IQR 6.4, 24.0).
Median OME doses also varied for tramadol (20mg (IQR 20.0, 40.0) to
40mg (IQR 20.0, 40.0)) and morphine (40mg (IQR 20.0, 105.0) to 50mg
(IQR 20.0, 105.0)). Median OME dose for buprenorphine was 24mg (IQR
12.0, 45.0).

Conclusion: Opioids were prescribed to a third of older adults living with
frailty. Codeine and tramadol were most commonly prescribed, despite
having a limited role in this population due to adverse effects and varia-
bility in effect. Careful selection of opioids is warranted; further evi-
dence is needed on the beneficial and adverse effects, by opioid.

Abstract number: D-15
Abstract type: Poster

Enhancing the Quality of Continuous Sedation until Death: The Devel-
opment of a Practice Protocol for Nursing Homes

Robijn L.12, Gijsberts M.-J.1, Pype P.%2, Rietjens J.3, Deliens L.%2,
Chambaere K.122

1End-of-Life Care Research Group, Brussels, Belgium, 2Ghent University,
Public health and Primary Care, Ghent, Belgium, 3Erasmus MC, Public
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Objectives: Challenges inherent in the practice of continuous sedation
until death (CSuD) appear to be particularly pervasive in nursing homes.
We aimed to develop a protocol to improve the quality of the practice of
CSuD in Belgian nursing homes.

Methods: A mixed methods design based on the Medical Research
Council (MRC) Framework, including a systematic review and focus
groups with 71 healthcare professionals identifying perceived barriers to
the use of CSuD in nursing homes. Additionally, this protocol was
reviewed and refined by another 70 healthcare professionals through
ten expert panels.

Results: The final protocol was signed off by expert panels after two con-
sultation rounds in which remaining issues were ironed out. The proto-
col encompassed seven sequential steps and is primarily focused on
clarification of the medical and social situation, communication with all
care providers involved and with the resident and/or relatives, the
organisation of care, the actual performance of continuous sedation,
and the supporting of relatives and care providers during and after the
procedure. While consistent with existing guidelines, our protocol
describes more comprehensively recommendations about coordination
and collaboration practices in nursing homes as well as specific matters
such as how to communicate with fellow residents and give them the
opportunity to say goodbye in some way to the person who is dying.
Conclusions and implications: This study succeeded in developing a
practice protocol for CSuD adapted to the specific context of nursing
homes. Before implementing it, future research should focus on devel-
oping profound implementation strategies and on thoroughly evaluating
its effectiveness.

Abstract number: D-17
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Quality Indicators for Palliative Care of Older, Frail People and People
with Dementia Using Routinely Collected Electronic Datasets: A Sys-
tematic Review

Yorganci E.X, Sampson E.L.23, Gillam J.%, Aworinde J.%, Leniz J.X, Thoms
L., Cripps R.., Stewart R.*5, Sleeman K.

1King’s College London, Cicely Saunders Institute of Palliative Care,
Policy and Rehabilitation, London, United Kingdom, 2Marie Curie
Palliative Care Research Department, Division of Psychiatry, University
College London, London, United Kingdom, 3North Middlesex University
Hospital, Barnet Enfield and Haringey Mental Health Trust Liaison
Psychiatry Team, London, United Kingdom, #Institute of Psychiatry,
Psychology and Neuroscience, King’s College London, Psychological
Medicine, London, United Kingdom, *South London and Maudsley NHS
Foundation Trust, London, United Kingdom

Background: With population ageing, frailty and dementia are becoming
increasingly common end of life considerations. Appropriate quality indi-
cators (Qls) are needed to monitor the quality of care, detect areas of
care for improvement, and learn from good practice across care settings.
However, robustness of Qls for this purpose has not been evaluated.
Aim: To identify and assess Qls for the care of frail older people or peo-
ple with dementia who are approaching the end of life. To recommend
acceptable Qls for use with routinely collected electronic data across
care settings.

Methods: Five databases were searched to February 2020, supple-
mented with reference chaining, for studies describing Ql development.
Each Ql’s psychometric properties (acceptability, evidence base, defini-
tion, feasibility, reliability, and validity) were extracted to inform assess-
ment of utility. Qls were rated as robust, moderate or poor, categorised
as process or outcome, and mapped against six palliative care domains.
A shortlist of recommended Qls was generated based on robustness and
appropriateness.

Results: 37 papers and 976 Qls were included. Of these, 780 (79.7%)
were process and 199 (20.3%) were outcome Qls. Across care domains,
Qls most often concerned physical aspects of care (n=492, 50.4%), with
least focus given to spiritual and cultural aspects of care (n=19, 1.9%);

315 (32.3%) Qls were robust, and 220 were applicable using routinely
collected data across care settings. The final shortlist of 71 Qls came
from 7 studies.

Conclusions: Most Qls developed for palliative care of frail older people
and those with dementia lack the information needed for practical use
and are not designed for use with routinely collected electronic datasets
at a population level. Routine data and robust Qls are crucial for enhanc-
ing our understanding of care provided to this population.

Abstract number: D-18
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‘Fighting for Life’: A Drama Inspired by a True Story Exploring the
Health, Social and Palliative Care Needs of Older People

Findlay H.%, Daniels B.?

Pluto Productions, Suite 1, McCarthy’s Business Centre, Leeds, United
Kingdom, 2Pluto Productions, Suite 1, Business Centre, Leeds, United
Kingdom

Aim: The ‘Fighting For Life’ drama is inspired by the true experiences of
the Findlay family in their efforts to get appropriate care for their elderly
parents towards the end of their lives. Their mother had dementia and
their father had Motor Neurone Disease. The central aim is to promote
critical thinking of the health, social and palliative care challenges of
older people towards the end of their lives and address contemporary
issues around person-centred care.

Design, methods and approach: The drama has been written by an
award-winning professional playwright. Professional actors read from
the script in radio-style. The roles are Joan (mother), Jim (father), Sandra
(daughter) and two actors playing a Consultant, GP, Counsellor, Social
Worker and Nursing Home Manager. Each performance is followed by a
question-and-answer session involving an expert panel and a family
member. It premiered in January 2018 at the Marie Curie Hampstead
Hospice with subsequent performances at a variety of venues across the
UK. Over 1,000 people have seen it including health, social and palliative
care professionals, researchers, clinicians, family carers, decision-makers
and representatives from the voluntary and charity sectors. Due to the
pandemic, the drama has switched to online performances. Website:
www.fightingforlife.org.uk

Results: The drama was a finalist in the Patient Experience Network
National Awards 2018. Feedback from audiences have been collected.
“It persuaded me to change my thinking and behaviour toward those |
am caring for that have dementia” (healthcare professional) also
“Powerful” “Emotional” “Excellent Discussion”

Conclusion/lessons learned: Presenting a true story through drama has
provided a unique and powerful way to reach audiences on emotional
and practical levels. It has provided a supportive and learning environ-
ment to enable discussion of difficult issues around healthcare, social
care, palliative and end of life care for older people.
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“And then, to Be Honest, it Has been Clear Even for the Oldest Granny”
— Ageism in End-of-Life Care. A Qualitative Content Analysis Combined
with Linguistic Conversation Analysis
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Background: Besides the categories of gender and ethnicity, age is one of
the most important social categories. With increasing age, there are spe-
cial needs and particularities with regard to care. Furthermore, underly-
ing images of age and ageing can become recognisable in language.
Aim: The aim of the study was to identify aspects of communication,
self-determination and decision-making issues with older patients as
well as to evaluate the language used by health care professionals to
describe older and younger patients and thus to reconstruct (implicitly)
underlying images of age and ageing.

Methods: A secondary analysis of 51 interviews with health care profes-
sionals (hcp) about the use of sedative drugs in specialized palliative
care. A structured and summarizing qualitative content analysis was
combined with a linguistic conversation analysis. Older patients were
defined as = 60 years and younger patients < 60 years.

Results: The content analysis showed that aspects of communication
and information on treatment, relating to the use of sedative drugs are
considered more important and are addressed earlier for younger pallia-
tive care patients. In relation to the conversation analysis, the compari-
son between younger and older patients showed a more frequent use of
indefinite articles, metonymies, objectifications, generalisations and
paratactic links for older patients.

Conclusion: The results indicate age stereotypes and negative age per-
ceptions of hcp. Derogatory language towards older patients (e.g. “elder
speak”) is one manifestation of ageism. This can potentially lead to dis-
advantageous effects on clinical practice for older patients and should be
taken seriously and be reflected upon intensively.

Acknowledgment: We gratefully thank Prof. Bausewein and her team
for providing the data. This analysis is part of a PhD-project.

Funding: None.
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Meaning of ‘Good Death’ for People with Dementia: An Online Quanti-
tative Survey for Bereaved Families and Medical Professionals
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Medical Care, Fujisawa, Japan, *Nagoya University, Nursing for Advanced
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Background: The meaning of ‘good death’ for individuals with dementia
is unclear.

Aim: To clarify which components of good death are important for peo-
ple with dementia and to conceptualise good death through an explana-
tory factor analysis.

Methods: In 2019, we conducted an online questionnaire survey that
included a total of 618 bereaved family members of people with demen-
tia, and 206 physicians, 206 nurses, and 206 care workers involved in
dementia care. We asked about the importance of 44 items identified
from previous qualitative interviews as components of ‘good death’ for
people with dementia, assuming that the respondents themselves had
dementia.

Results: As this was an online survey, the response rate was 100%, and a
total of 1236 participants were analysed. For the bereaved family mem-
bers survey, 78% of patients were aged >80 years, there were 63%
females, and the places of death were hospitals (66%), care homes (20%),

and home (13%). The top five items that the bereaved families indicated
as important were ‘a peaceful death’ (97%), ‘being free of pain and physi-
cal distress’ (97%), ‘being free of psychological distress’ (96%), ‘kept clean’
(96%), and ‘receiving necessary daily living support’ (96%). The lowest
items were ‘receiving care from family’ (53%), ‘living with faith’ (54%), and
‘remaining in the memory of others after the death’ (67%). An exploratory
factor analysis identified the following three factors as the concepts of
good death for people with dementia: ‘comfort, security, and safety’; ‘rela-
tionship’ and ‘autonomy’. We found only small differences between opin-
ions of the bereaved family members and medical professionals.
Conclusion/Discussion: The concept of good death in people with
dementia was consolidated into three domains: ‘comfort, security, and
safety’; ‘relationship’ and ‘autonomy’. This study was supported by JSPS
KAKENHI (Grant Number JP16KT0001).
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Using Person-centred Outcome Measures to Enable Shared Decision-
making and Improve Outcomes of Care for People with Dementia and
Their Family Carers: A Systematic Review
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Background: Comprehensive assessment and shared decision-making
are vital for person-centred care. Person-centred outcome measures
(PCOMs) may support assessment and shared decision-making around
treatment, but there is little evidence in dementia care. We aimed to
understand how PCOMs enables shared decision-making between the
person with dementia, family, and practitioners.

Methods: A theoretical model of shared decision-making underpinned
the methods. Search terms were developed using other systematic
reviews and in collaboration with an information specialist. Four
research databases were searched. We quality appraised studies using
the Mixed Methods Appraisal Tool. A narrative synthesis was conducted
to identify themes on shared decision-making mechanisms to improve
outcomes. The findings informed a logic model to detail the processes to
using PCOMs and linkages between the context of care, mechanisms of
impact on outcomes and implementation processes.

Results: Ten studies (12 articles) met eligibility, involving 1064 partici-
pants comprising people with dementia mainly in long-term care, family,
and practitioners. Overall, n=6 studies met at least 4 of 5 quality criteria,
indicating high quality evidence. PCOMs were used mainly to identify
symptom (n=6). Mechanisms of impact include: ‘Knowing the person’
with dementia, ‘identifying problems, priorities for care and treatment
and goal setting’, and ‘evaluating decisions’. These impacted on outcome
of function and activities of daily living.

Conclusion: The logic model details how PCOMs could enable com-
prehensive assessment and shared decision-making to improve out-
comes. Key to using PCOMs involves the person with dementia, family
and practitioner working together to complete the assessment to
know the person with dementia which could empower expression of
priorities for care. However, most of the evidence is in long term care,
with little understanding of using PCOMs with people with dementia
at home.

Abstract number: D-23
Abstract type: Poster

Prevalence and Factors Associated with Unfavourable Interventions in
the Last Year of Life of People with Dementia: A Systematic Review
with Narrative Synthesis

Gutjahr J.1, Bone A.%, Sleeman K.

1King’s College London, Cicely Saunders Institute, London, United Kingdom
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Background: Dementia, a progressive disease that results in death, has
been identified as a global health priority. Several quality indicators for
end of life dementia care have been proposed, including unfavourable
interventions.

Aim: To identify, critically appraise and synthesise evidence on the prev-
alence and factors associated with five unfavourable interventions for
people with dementia in the last year of life: artificial feeding, late pallia-
tive care, hospital admission, emergency department(ED) attendance,
and hospital death.

Methods: Four electronic databases and grey literature were searched.
Studies reporting prevalence and factors associated with the five unfa-
vourable interventions in adults over 60 with dementia were included.
Study quality was assessed using QualSyst tool. Strength of evidence was
determined based on quality, quantity and consistency of findings.
Results were narratively synthesised.

Results: Of 9528 publications identified,46 met the inclusion criteria,
largely retrospective cohort studies from USA and Europe. Median
prevalence(IQR) for unfavourable interventions were: artificial feeding
63%(51-67%), late referral to palliative care 32%(12-50%), hospital
admission 44%(30-61%), ED attendance 50%(20-73%), death in hospital
28%(18-35%).

A range of individual (lower education, lower socioeconomic status), ill-
ness-related (diagnosis of dementia compared to cancer), and environ-
mental factors (no palliative care input, time further from present year)
were associated with increased likelihood of unfavourable interventions.
All evidence was graded low, except for moderate evidence for higher
care home bed availability and year of death more recent being associ-
ated with lower likelihood of hospital death.

Conclusion: Unfavourable interventions at the end of life are prevalent
in people with dementia. Palliative care and care home bed availability
should be considered in dementia service development. Research from
lower income countries is needed.

Abstract number: D-24
Abstract type: Poster

Co-creation of a DEDICATED Approach to Palliative Dementia Care
Bolt S.R%2, Khemai C.%2, van der Steen J.T.34, Schols J. MGA*2,
Zwakhalen S.MG*2, Dijkstra L., Knapen E.PAGM?®, Wolters S.%2, Janssen
D.JAL®2, Meijers J.MM?*¥>2

IMaastricht University, Health Services Research, Maastricht,
Netherlands, 2Living Lab in Ageing and Long-Term Care, Maastricht,
Netherlands, 3Leiden University Medical Center, Public Health and
Primary Care, Leiden, Netherlands, “Radboud University Medical
Center, Department of Primary and Community Care, Nijmegen,
Netherlands, >Zuyderland Care, Sittard-Geleen, Netherlands, *CIRO,
Department of Research and Development, Horn, Netherlands

Aims: Nursing staff play a key role in providing palliative care for people
with dementia. Development of their palliative care competences may
support timely recognition and addressing of individual needs of per-
sons with dementia and their family caregivers. In the DEDICATED
(Desired Dementia Care Towards End of Life) project, we aim to develop
materials to support nursing staff in providing palliative dementia care.
Design, methods and approach taken: DEDICATED is a 4-year project,
which started in 2017. Our initial studies concerned a needs assessment,
mapping the perspectives of nursing staff, family caregivers and people
with dementia (scoping review, secondary data analyses, surveys and in-
depth interviews). Using these studies as a starting point, we initiated an
iterative co-creation approach (from October 2019) involving nurses (N
= 8), dementia case managers (N = 4) and nurse educators (N = 4) in
the development of a DEDICATED-approach. These ‘ambassadors’ were
also trained to disseminate the approach within their care teams and in
nursing curricula.

Results: The co-creation process resulted in a number of support materi-
als, related to the themes extracted from the initial needs assessment.
The themes concerned: 1) awareness of a palliative approach in

dementia, 2) getting to know each other, 3) end-of-life communication
and 4) dealing with pain and challenging behaviours. For example, mate-
rials involve practice guides, animations and communication aides.
Conclusion / lessons learned: The support materials that resulted from
the co-creation process and the ambassadors’ training are currently
being pilot tested and evaluated by DEDICATED-ambassadors and their
colleagues. First reactions regarding the DEDICATED-materials are posi-
tive, and nurses and nurse educators are eager to use the materials.
Future research will point out whether the DEDICATED-approach, imple-
mented by care teams and educators, can improve nursing competences
in palliative dementia care.

Abstract number: D-26
Abstract type: Poster

Interprofessional Collaboration Approaches in Palliative Dementia
Care: A Scoping Review

Khemai C.%, Ledo D.%, Janssen D.%2, Schols J.1, Meijers J.%3

1Universiteit Maastricht (Health Services Research), Maastricht,
Netherlands, 2Department of Research and Education, CIRO, Horn,
Netherlands, 3Zuyderland Care, Zuyderland Medical Center, Sittard-
Geleen, Netherlands

Background: Adequate palliative care (PC) improves quality of life (QolL)
of people with dementia. As different disciplines are involved in PC,
interprofessional collaboration (IPC) is important to preserve coordina-
tion and continuity of PC. To our knowledge, up to date, no review has
been conducted on IPC approaches used in palliative dementia care.
Aim: The aim of this study was to provide an overview and explore com-
ponents of existing IPC approaches in palliative dementia.

Methods: We performed a scoping review and applied the Johanna
Briggs Institute Reviewer’s manual and PRISMA guidelines to perform
and document the search, screening, and inclusion procedures. The
search was conducted in three databases (PubMed, CINAHL, and
Psychinfo). Two reviewers independently performed the screening of all
identified articles assess the inclusion criteria, and the content analysis
of included articles to identify the components.

Results: In total, 18 articles were included. The content analysis
revealed four components: Content, Cooperation, Communication,
and Collaborators. Regarding content, the frequently reported topics
embraced behavioral and pain management, and end-of-life (EOL)
care. In order to perform these health tasks, diverse actors were
involved (disciplines, family members, and people with dementia) in
cooperation processes i.e. having shared goal, monitoring symptoms,
conducting shared-decision making (SDM), executing advance care
planning (ACP) and coordinating care. To ensure cooperation among
these actors, communication skills, channels, documents, and short
communication lines were used.

Conclusion: IPC approaches in palliative dementia care aim to improve
QoL through involving diverse collaborators and compromising holistic
care, person-centred care, SDM and ACP to manage symptoms and pro-
vide EOL care.

Abstract number: D-27
Abstract type: Poster

Perspectives of Community-residing Older People Living and Dying
with Multimorbidity on their End-of-Life Care Needs: A Scoping Review
Nicholson C.22, Green R.1, Mold F.%, King H.2, Combes S.32

1University of Surrey, Guildford, United Kingdom, 2St Christopher’s
Hospice, London, United Kingdom, 3King’s College London, Nursing,
Midwifery & Palliative Care, London, United Kingdom

Background: Older people with multimorbidity (OPWMM) are projected
to be the main recipients of Palliative Care (PC) in the coming years, yet
little is known about their perspectives on their PC needs.
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Aim: This scoping review aimed to identify the extent and nature of
existing evidence on the needs that OPWMM living in their usual place
of residence find important at end of life.

Design: A scoping review across 4 databases was undertaken from
inception to September 2019. Studies were included which reported on
OPWMM or proxy views on their PC needs. MM was defined as the coex-
istence of two or more long-term conditions. Findings were thematically
analysed using the components of a PC holistic assessment: physical,
psychological, social, spiritual and practical.

Findings: Of the 818 unique articles, 27 studies were eligible for inclu-
sion; quantitative (N=15), mixed methods (N=3), and qualitative (N=9).
Needs were identified across all domains. Across all papers physical/
function needs were reported most and while unmet needs across non-
physical domains were identified, less analysis and discussion were
undertaken. Quantitative studies frequently drew on PC multi-dimen-
sional measurement tools, yet primacy given to reporting on physical
needs. Mixed method and qualitative studies provided detail on
OPWMM’s expressed needs, detailing needs across all domains.
Managing psychological symptoms, maintaining social connections,
being informed about care, and practical issues of accessing and receiv-
ing good quality continuous care with trusted people were prioritised by
older people. Where reported, older peoples expressed needs often dif-
fered from staff views of their needs.

Conclusion: There is a gap between the important PC needs as expressed
by OPWMM and those that are prioritised in reporting in the literature.
Assessment and outcome tools need to be tailored to this population
and used by services to meet all PC domains, to ensure quality care
across living and dying.

Abstract number: D-29
Abstract type: Poster

Being There: The Lived Experiences of Older Cancer Patients in China
Cui B.2

1University of Nottingham, School of Health Science, Nottingham,
United Kingdom

Background: China’s population is ageing rapidly, and there is an
increase in the mortality rate of cancer among the aged population.
Providing appropriate palliative care for older cancer patients is becom-
ing a pressing public health concern. However, little is known about their
needs at the end of life.

Aims: To provide a deep understanding of the lived experiences of older
cancer patients in China and uncover their needs for better palliative
care.

Methods: Quantitative design using Heidegger’s interpretive phenome-
nology to enable focus on subjective experience. Open-structured, in-
depth, face-to-face interviews were conducted over 4 months.
Participants were recruited using purposive sampling, including 10 can-
cer patients aged 60 + with a range of cancer diagnosis.

Results: Findings demonstrate that participants experienced a number
of existential challenges while ‘being there’- having cancer. These exis-
tential challenges included anxiety, depression, sadness, vulnerability,
and isolation. In particular, the illness had affected their ways of being-
in-the-word. Participants identified themselves differently from what
they were in the past due to the loss of physical images and changes in
their roles in the family and the social networks. Cancer patients also felt
that “Others” could not understand them and tended to self-isolate and
avoid sharing the feeling with others. Given the loss of previous self-
image and places in the world, some patients redefined their goals and
positions and changed lifestyle and values. They also coped with the dis-
tress in different ways.

Conclusion: The dying of cancer patients is not something which care
providers can experience in a genuine sense. This study identifies the
existential challenges of older cancer patients. These findings have valu-
able implications for care providers when designing optimal care for the
patients.

Abstract number: D-30
Abstract type: Poster

Factors Leading to Terminal Hospitalization of Residents of Residential
Social Care Facilities for the Elderly People in the Czech Republic
Pechovd K., Loucka M.2

ICharles University in Prague/Faculty of Humanities, Department of
Organization Studies, Prague, Czech Republic, 2Charles University in
Prague/3rd Faculty of Medicine, Prague, Czech Republic

Background: In the Czech Republic the number of people that die as
residents of care homes for the elderly increases. Some of those resi-
dents die in hospital (around 45 % of deceived residents (UZIS, 2019;
CsU, 2019)). It is arguable if those hospitalizations contributed to the
quality of life of residents; also if those were in line with the wishes of
those residents.

Aims: Aims of the study are twofold. 1) To understand factors leading to
a decision about terminal hospitalization from the point of view of nurses
and social workers in the CZE. 2) To understand a relation between deci-
sion-making about hospitalization and terminal hospitalization.
Methods: We conducted semi-structured interviews with 12 nurses (in
2018) and 5 social workers (in 2021; in the group of social workers we
achieve theoretic saturation). Interviews were transcribed verbatim.
Data were analyzed by the thematic analysis method using Atlas.ti
software.

Results: 6 groups of factors contributing/leading to hospitalization dur-
ing which resident of a care home dies, were found:

1) Options that the facility has concerning technical equipment;
infusion administration; diagnostic options; medications

2)  Availability of medical decision-making

3) Defensive approach of personal while making the decision
about terminal hospitalization

4)  Lack of care planning

5)  Sudden unpredictable acute conditions

6)  Exercising the will to send/go to a hospital

Terminality of life seemed to have no impact on decision-making itself.
Conclusion: Usually multiple factors from different groups lead to hospi-
talization in which residents die. Although findings are mostly in line
with those of other states, the CZE seemed to have some specifics, i.e.
small competencies of nurses, a problematic transitions care planning
and advance care planning in care homes, problematic use of a living will
in care homes, professional sectoralization rather than the multidiscipli-
nary approach in terminal hospitalization decision-making.

Abstract number: D-32
Abstract type: Poster

Timely Short-term Specialized Palliative Care Service Intervention for
Frail Older People and Their Family Carers in Primary Care: Develop-
ment and Modelling of the Intervention Using Theory of Change

de Nooijer K.2, Pivodic L., Van Den Noortgate N.>%, Pype P.>%, Evans
C.%5, Van den Block L.2¢

Vrije Universiteit Brussel (VUB) & Ghent University, End-of Life

Care Research Group, Brussels, Belgium, 2Ghent University Hospital,
Department of Geriatric Medicine, Ghent, Belgium, 3Ghent University,
Department of Public Health and Primary Care, Ghent, Belgium, *King’s
College London, Cicely Saunders Institute, London, United Kingdom,
5Brighton General Hospital, Sussex Community NHS Foundation

Trust, Brighton, United Kingdom, ®Vrije Universiteit Brussel (VUB),
Department of Clinical Sciences, Brussels, Belgium

Background: Short-term integrated palliative care models have been
advocated for older people with frailty and multimorbidity in the com-
munity. It remains unclear what these interventions entail and how they
can be best implemented.
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Aims: To develop and model a timely short-term specialized palliative
care service intervention for frail older people with complex needs and
their family in primary care, detailing intervention components, out-
comes and preconditions needed for implementation, using a novel
theoretical approach.

Methods: Observational study informed by the UK MRC Framework for
complex interventions integrated with a Theory of Change (ie. hypothet-
ical causal pathway to impact) approach. We synthesized evidence from
a systematic review, semi-structured interviews with older people (n=3),
two group discussions with older people (n=11), one group discussion
with family (n=8) and Theory of Change workshops with professional
stakeholders (n=45).

Results: We identified long-term outcomes on the level of frail older
people and family and the preconditions to achieve them e.g. service
providers are willing and able to deliver the intervention. The interven-
tion components included implementation components, e.g. training for
service providers, and a core component, i.e. provision of timely short-
term specialized palliative care by a specialized palliative home care
nurse. The latter includes: short-term service delivery; collaborative and
integrative working within primary care; delivery of holistic needs- and
capacity-based care; person-centered and family-focused; and goal-ori-
ented pro-active care.

Conclusions: The Theory of Change approach allowed us to identify mul-
tiple intervention components targeting different stakeholders to
achieve the desired outcomes. It also facilitated a detailed description of
the intervention which aims to increase replicability and effective com-
parisons with other interventions.

Funding: FWO
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What Are the Palliative Care Symptoms, Concerns and Wellbeing of
Older People with Frailty with Complex Care Needs who Are Dis-
charged from Hospital to Home?

de Nooijer K.1, Van Den Noortgate N.>%, Pype P.3%, Van den Block L.%4,
Pivodic L.

Vrije Universiteit Brussel (VUB) & Ghent University, End-of-Life
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Department of Geriatric Medicine, Ghent, Belgium, 3Ghent University,
Department of Public Health and Primary Care, Ghent, Belgium, 4Vrije
Universiteit Brussel (VUB), Department of Clinical Sciences, Brussels,
Belgium

Background: Older people with frailty often have complex care needs
and many have hospital admissions in the last years of life, yet, our
understanding of their specific needs at hospital discharge is limited.
Aim: To describe the palliative care symptoms, concerns and wellbeing
of older people with frailty with complex care needs who are discharged
from hospital to home.

Methods: A cross-sectional study using baseline survey data of a pilot ran-
domized controlled trial. Hospital health staff identified patients according
to criteria: aged 70 years or over, Clinical Frailty Score 5 — 7, unresolved or
complex symptoms or problems and planned to be discharged home.
Patients were interviewed by the researcher prior randomisation, using a
structured questionnaire that examined socio-demographic characteris-
tics, palliative care symptoms, concerns and wellbeing, using the
Integrated Palliative Care Outcome Scale (IPOS) and ICECAP Supportive
Care Measure. Descriptive statistics were used.

Results: We surveyed 37 older people with frailty, 49% women and mean
age 84 years. Symptoms rated as causing severe problems were weak-
ness (46%), poor mobility (40%) and pain (30%). Fifty-four percent of the
patients felt anxiety and 61% felt depressed. Seventy-five percent
reported that their family felt anxious or worried about them. Of the 17
IPOS items, 86% of the patients rated at least one symptom or concern as

causing severe problems, and 41% rated at least five symptoms or con-
cerns as causing severe problems. Eighty-seven percent of the patients
expressed to feel supported, 84% to be able to maintain their dignity, and
73% to be with people who care about them most of the time.
Conclusions: This study identified that a large proportion of older people
with frailty at hospital discharge were severly affected by a range of
symptoms and problems in multiple domains. This group should be con-
sidered for referral to specialist palliative home care services.

Funding: FWO
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Night Sedation Prescribing and Administration Practices in a Specialist
Palliative Care Service

Geoghegan S.E.X, Mallett V.2, Byrne A.1, Webb C., Linnane H.%, Suresh
S.1, Mhic Aodhagain A.%, Cranfield F.%, Bakry Ebrahem H.%, Ryan K.%,
McAleer C.2, McQuillan R.1

1St. Francis Hospice Raheny, Dublin, Ireland

Background: Insomnia is common in patients requiring Specialist
Palliative Care (SPC), with an estimated prevalence of 29%-59%.
Insomnia is a distressing symptom which can impact a patient’s quality
of life. However, medications used for night sedation increase the risk of
falls and potential patient harm, particularly in older adults.

Methods: An audit of night sedation prescribing and administration
practices was performed. Patients admitted to an inpatient unit (IPU) for
> 4 weeks or patients admitted to community palliative care (CPC) ser-
vices for > 3 months from March-September 2020 were included. 32
inpatient charts and 47 community patient charts were reviewed. The
majority of inpatients (56%) and community patients (80%) were >65
years. 31% of inpatients had a background of delirium or cognitive
impairment on admission. Most inpatients (78%) and community
patients (89%) were ambulatory on admission. A sleep history was docu-
mented in 78% of inpatients, and 77% of community patients. 22% of
the inpatients were on a Z drug on admission, with a further 31% pre-
scribed a Z drug during admission. Only 4% of community patients were
on a Z drug on admission with a further 9% prescribed a Z drug during
CPC admission. Of those prescribed night sedation in the IPU, 94% were
also prescribed a benzodiazepine, 76% were prescribed a regular opiate
medication, and 47% were prescribed an anti-psychotic medication.
Older adults were not prescribed night sedation more frequently than
younger adults in the IPU (n=4/18 vs n=6/14, p=0.6802). In 23% of
patients prescribed night sedation (n=4/17), 31% of doses were admin-
istered after midnight.

Conclusion: Z drugs and BZD are commonly used for night sedation in
the IPU. Efficacy should be frequently reviewed as well as timing of
administration, to minimise side effects and risk to this vulnerable
patient cohort.

Abstract number: D-35
Abstract type: Poster

The Integrated Palliative Care Outcome Scale for Dementia (IPOS-Dem)
Italian Version: Translation and Cognitive Debriefing

Galentino T.2, Veronese S.2

1University of Turin, Psychooncology, Turin, Italy, 2Fondazione FARO,
Research and Palliative Care, Turin, Italy

Background: The Integrated Palliative care Outcome Scale for Dementia
(IPOS-Dem) is a version of the IPOS developed for professional caregiv-
ers working in NH, aimed to properly assess the palliative care needs of
patients with dementia. The original tool was created in the UK and
there is not an Italian version available.
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Aim: To translate the IPOS-Dem in Italian and adapt it to our cultural
environment.

Methods: Following the EORTC guidelines for translation and adapta-
tion of questionnaires, a forward backward translation process was per-
formed involving a professional translator whose first language was
English, and the Italian researchers. A proof reading phase followed,
involving the original IPOS -Dem authors. The final IPOS-Dem Italian
version was tested in a qualitative assessment study aimed to adapt it
to the Italian NH setting. This study included a focus group (FGM) with
5 professionals working in an Italian NH and 6 individual interviews with
caregivers involved in the care of people with severe dementia. All the
events happened during 2020 and, despite the limitation due to the
COVID pandemic, could be performed with the physical attendance of
the participants.

Results: All participants involved in the FGM and in the interviews
reported positive feedback about the tool. It was defined as useful,
clear and applicable in Italian NH settings. It helps in the multidimen-
sional assessment of cognitive impaired patients, in the individual
care planning, allows to measure the explored items and follow them
up overtime, providing a good insight on the outcomes of the
interventions.

Conclusions: IPOS-Dem is now available in Italian language, it confirmed
its properties as an appropriate, acceptable and useful assessment tool
in our cultural context. A full validation study remains needed in order to
obtain a full validation.

Abstract number: D-36
Abstract type: Poster

Patients’ Preferred Place of Death: Patients Are Willing to Consider
their Preferences, but Someone Has to Ask Them

van Doorne 1.2, van Rijn M.%23, Dofferhoff S.M.%, Willems D.L.%,
Buurman B.M.%23

1Amsterdam University Medical Center, Geriatrics, Amsterdam,
Netherlands, 2Amsterdam University of Applied Science, Center of
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3Amsterdam Public Health Research Institute, Medicine for Older
People, Amsterdam, Netherlands, *Amsterdam University Medical
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Background: End-of-life preferences are not always in line with care at
the end-of-life. As a result, dying at the preferred place of death (PPD) is
not always achieved.

Aim: The aim of this study is to identify factors associated with patients’
PPD and change in PPD.

Methods: We performed a secondary analysis, based on 230 acutely
hospitalised patients (=65 years) who participated as control patients in
a stepped wedge randomised controlled trial. Data was collected at 4
follow-up moments , through patients’ electronic medical record and
questionnaires. We used multivariable logistic regression and multino-
mial logistic regression to calculate associations between patient charac-
teristics and PPD.

Results: The mean age of participants was 80.7 years and for 35%
organ failure was the main diagnosis. At baseline, 44.6% of the
patients had no PPD (yet). Previously admitted patients were most
likely to prefer to die at home (home vs no preference: OR 2.38 (95%
Cl 1.15-4.92)), (home vs care facility: OR 3.25 (95% Cl 1.15-9.16)).
Suffering from multiple chronic diseases was associated with having a
care facility as PPD (care facility vs no preference: OR 1.33(95% ClI
1.09-1.61)), care facility vs home: OR 1.21(95% CI 1.00-1.47))). The
proportion of patients deceased within six months ranged from 30%-
38% and was not statistically significant different between preference
groups. 33 of 63 patients changed PPD during follow-up, mostly if they
initially had no PPD (OR home vs no preference: 0.005 (95%Cl <0.001-
0.095)) and in case of poorer self-rated well-being (OR 1.82(95% ClI
1.07-3.08)).

Conclusion: Patients often have no PPD (yet), even when death is near.
Our finding that patients change from having no PPD to having a PPD
demonstrates the willingness to consider this topic. Knowledge about
factors that are associated with the PPD could help healthcare providers
identifying patients who are unaware of their PPD in order to introduce
this topic and trigger patients’ awareness.

Abstract number: D-37
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Compare the Patients in Palliative Care with Pressure Injuries with and
without Diabetes Type 2

Maglapheridze Z.%, Tabukashvili R.2, Kapetivadze V.2, lazashvili T.2,
Letodiani T.%, Kuparadze M.?
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Aim: The aim of this study was to compare the factors that are effective
for the treatment, recovery of pressure injury (Pl) in palliative care (PC)
patients with diabetes type 2 and without diabetes type 2.

Materials and methods: Patients were grouped according to diagnoses,
First group were PI patients with diabetes type 2, second group of
patients without diabetes type 2. The comparison was made of changes
in wound stage in the groups.

Results: Pl was present in all 139 patients during hospitalization, 51
patiant with diabetes type 2. 88 patients without diabetes type 2. Full
recovery was determined in 35/88 (40.%) patients with Pl in First group
of patients, Improvement in Pl stage was seen in 44 pacients in first
group of pacients. Worsening PI stage was observed in 9/88 In second
group of patients Full recovery wes determained 19/51 patients,
Improvement in Pl stage was seen in 26/51 pacients, Worsening PI
stage was observed in 6/51 pacients. The Karnovsky Performance
Score and Glasgow Coma Score of fully recovered patients were deter-
mined to be higher, and no statistically significant difference was seen
in respect of age.

Conclusions: PC patients are prone to Pl due to many chronic diseases.
no statistically significant difference was seen in Pl patients with and
without diabetes type 2.

Abstract number: D-38
Abstract type: Poster

Implementing the ‘7 Day Rule’ for Hospital Anticipatory Care Plans
Mulligan L., Reilly N.1
INHS Lanarkshire, Glasgow, United Kingdom

Background: A study from Cambridge in 2010 found that introduction of
a Universal Form of Treatment Options as an alternative to Do Not
Attempt Cardiopulmonary Resuscitation(DNACPR) orders, significantly
reduced frequency/severity of harms in patients with a DNAPCR deci-
sion, and increased number of patients identified early as requiring pal-
liative care, with no change in mortality.

Aim: To encourage completion of Hospital Anticipatory Care Plan(HACP)
in patients acutely admitted under 2 care of the elderly consultants after
day 7 of admission.

Method:

1.  Retrospective audit of patients admitted under 2 consultants
May-July2019, to identify number of patients:
a. admitted =7days
b.  with HACP completed
c.  with HACP deceased on that admission
d.  deceased at follow-up date(21/09/2019)

2. Re-audit 2 weeks of admissions to identify change in practice
when blank HACP forms are put in patient’s casenotes.
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Results:

99patients:

a.  73% admitted =7days.

b.  28had HACP during that admission.

c.  All 11patients that died during their admission had HACP.
d.  29patients deceased at follow-up.

Re-audit — 42patients:

a.  74% admitted =7days.

b. 18 patients had HACP in their notes to be completed after
7days. 2 were completed(11%). 8 patients had HACP during
their admission. All patients with HACP had DNACPR. 8 patients
had only DNACPR.

c.  Opatients died during admission.

d.  1Opatients deceased on follow up date(21/4/20).

Discussion/Conclusion: It is reassuring that patients dying in hospital
have appropriate DNACPR/HACP documentation. Implementing the
HACP 7 day rule has not been successful in this PDSA cycle, placing the
HACP document in the patient’s notes did not prompt completion.
However, during the COVID-19 pandemic, many patients had treatment
escalation plans completed on admission and we are in the process of
re-auditing this (results will be available for presentation).
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Differences between Palliative Care Outcomes Reported by Nurses,
Patients and Cognitive Impaired Patients’ Relatives in Spanish Nursing
Homes

Moya-Diéguez R.%, Seqgura-Bedmar A.B.%, Ortega-Armenteros M.C.2,
Vera-Salmeron E.3, Puente-Ferndndez D.4, Montoya-Judrez R.*
1Entrealamos Gerontological Centre, Atarfe (Granada), Spain, 2Andalusia
Health Care System, ESCP Jaén University Hospital, Jaén, Spain,
3Andalusia Health Service, Salvador Caballero Health Care Centre,
Granada, Spain, *University of Granada, Department of Nursing, Ceuta,
Spain, >University of Granada, Department of Nursing, Granada, Spain

Background: It is expected that a high percentage of people in Spain will
die in nursing homes, but the quality of care at the end of life in these
centers has not been deeply analyzed. Aims: Determine the differences
in palliative care outcomes between nurses, patients, and family caregiv-
ers of cognitive impaired patients in Spanish nursing homes.

Methods (design, data collection, analysis): Descriptive cross-sectional
study. Palliative patients were identified with the NECPAL tool from 8
nursing homes in southern Spain in January 2020. Independently,
patients, relatives of patients with cognitive impairment and nurses
completed the Palliative Outcome Scale (POS). T Student test for corre-
lated samples was used to check whether there were differences in the
scores between nurses, patients, and family caregivers of cognitive
impaired patients and Pearson correlation test was used to evaluate cor-
relation between all participants scores.

Results: 149 cases were analyzed, of which 67.9% were women with a
mean age of 84.46 years (SD = 9.12). Only in some cases POS score
was available for nurses-patients (n=39) or nurses-relatives of patients
with impairment with (n=27). The total POS score in professionals does
not correlate significantly with that given by patients (r = - .040; p =.
825), but it does with the perception of relatives of patients with cog-
nitive impairment (r = .775; p =, 000). Patients without cognitive
impairment reported more pain (p = .025), more anxiety regarding
family members (p = .033) and less information disclosed (p = .003)
than nurses. The professionals agreed with the cognitive impaired
patients’ relatives in the assessment of pain and other symptoms but
stated that the patients were more concerned about their illness and
treatment (p = .045).

Conclusion / discussion: Nurses perception of palliative care outcomes
is important, but it cannot replace the perception of the patient or the
family.

Abstract number: D-40
Abstract type: Poster

Cholinesterase Inhibitor Use in Patients with Dementia Admitted to a
Palliative Care Unit

Perri G.-A.L, Wilson J.2, Gardner S.3, Berall A.% Kirstein A.%, Khosravani H.>
1University of Toronto, Division of Palliative Care, Department of
Family and Community Medicine, Toronto, Canada, 2University of
Toronto, Department of Family and Community Medicine, Toronto,
Canada, 3University of Toronto, Division of Biostatistics, Dalla Lana
School of Public Health, Toronto, Canada, “Baycrest Health Sciences
Center, Toronto, Canada, SUniversity of Toronto, Division of Neurology,
Department of Medicine, Toronto, Canada

Background: Dementia is becoming a common diagnosis to manage in
palliative care. Patients admitted to a palliative care unit (PCU) with
dementia may be on a cholinesterase inhibitor (CHEIS). CHEls can be
considered an unnecessary burden in the advanced stages of dementia.
Potential harms of continuing CHEIs in patients with advanced dementia
and on a CHEI include drug interactions, pill burden, dysphagia, cost of
medication and a misunderstanding of a patient’s goals of care. Current
guidelines suggest that patients with dementia on CHEIls should discon-
tinue their CHEIs by taper when indicated.

Aims: This study aims to define the prevalence of patients admitted to a
palliative care unit with dementia on a CHEI and to determine whether
these patients were tapered off their CHEIs according to current depre-
scribing guidelines.

Methods: This was a descriptive retrospective chart review of patients
admitted to a PCU with dementia on a CHEI from January 2015 to June
2019. Data was collected to determine if and how patients were tapered
off their CHEls.

Results: A total of 36 patients were admitted to the PCU with dementia
on a CHEI (prevalence of 2.3%). For 31 of these patients, their CHEl was
discontinued, only 9 of which had a taper. Of the 24 patients who discon-
tinued their CHEI suddenly, 10 patients had an order to discontinue their
CHEI in the last 2 days before their date of death.

Conclusion: This study suggests that although patients admitted to a
PCU with dementia have their CHEI discontinued, the discontinuation
was done without a taper. More so, it appears in many cases the CHEIls
were continued through the active stage of dying, which may relate to
family wishes or a sudden decline to functional status. Considering the
shorter length of stay for these patients on the PCU, it is surprising that
CHEIs were not tapered earlier in the illness trajectory.

Abstract number: D-41
Abstract type: Poster

Information Needs and Preferences in Nursing Home Patients with and
without Cognitive Impairment who Are at the End of Life
Rodriguez-Landero O.%, Rodriguez-Pertifiez C.2, Alba-Rosales A.3, Cano-
Garzén G.M.% Montoya Judrez R.°, Mota-Romero E.¢

1Andalusia Health Care System, Granada, Spain, 2Fray Leopoldo
Gerontological Centre, Granada, Spain, 3Andalusia Health Service,
Federico Castillo Primary Care Centre, Jaén, Spain, “Maria Zayas
Gerontological Centre, Belicena (Granada), Spain, *University of
Granada, Nursing Deparment, Granada, Spain, ®Andalusia Health
Service, Salvador Caballero Health Care Centre, Granada, Spain

Background: Proper end-of-life advanced care planning in nursing home
must be based on patients and family’s information needs and
preferences.
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Aims: Describe information needs and preferences of nursing homes
patients at the end of life and their families, and the differences between
patients with or without cognitive impairment.

Methods: Descriptive cross-sectional study. Palliative patients were
identified with the NECPAL from 8 nursing homes in southern Spain in
January 2020. Nurses completed an ad hoc form in which they were
asked to indicate the degree of information received by patients and
families, the type of information and the information preferences. Cases
with and without cognitive impairment were compared with Student’s
T-test.

Results: 124 cases (66.1% women) with a mean age 84.69 years were
analyzed. 46% of the patients showed cognitive impairment. 65.7% of
the patients without cognitive impairment and 31.6% of the patients
with cognitive impairment received total information about their situa-
tion. 94.7% relatives of patients without cognitive impairment and
91.0% relatives of patients with cognitive impairment received total
information about patients’ situation. Regarding preferences, 64.2% of
patients without and 12.1% of patients with cognitive impairment stated
that they wanted to be totally informed. 35.8% of the patients without
cognitive impairment and 79% of the patients with cognitive impairment
did not show preferences on this regard. Statistically differences were
found between the information provided (p <.01) and preferences (p
<.01) between patients with and without cognitive impairment. The
information that is less frequently provided to the patient / family is
related to the prognosis; 80.6% of patients without cognitive impair-
ment and 89.5% relatives of patients with cognitive impairment were
informed about prognosis.

Conclusion: Nursing home professionals need to explore deeply the
information preferences of patients and families.

E Posters Education and Advocacy

Abstract number: E-01
Abstract type: Poster

Informing the French Public about the End-of-Life with a MOOC Tool
Téte C.1, Mesnage V.1
1Centre National des Soins Palliatifs et de la Fin de Vie, Paris, France

Aim: A MOOC is a flexible way to broadcast educational content provided
by professionals. By diverting the MOOC from its training role function
and taking advantage of its functionalities, we have innovated in provid-
ing information to the general public about the complex subject of end-
of-life. In 2020, MOOCers twice had the opportunity, at their own pace
and without time constraints, to learn about their rights, to better under-
stand the issues of the end-of-life both in France and abroad and to inter-
act with others. The aim of this communication is to present the MOOC
content and how it can be an effective information tool for reaching a
large population on and for promoting discussion around the end-of-life.
Design and methods: The MOOC is divided by 8 sequences (context,
communication, palliative care, rights, procedures, treatments, hydra-
tion and nutrition, end-of-life issues). Each sequence allows people to
discuss together on end-of-life via structured-forum and open chat. At
the beginning and at the end of each MOOC session, MOOCers com-
pleted questionnaires on their experiences with MOOCs and their
expectations in relation to our MOOC.

Results: Approximately 12,700 MOOCers took part in the two MOOC
sessions. Among the respondents of questionnaires (10% of MOOCers),
83% are women (average age=51 from 13 to 91), 47% are professionals,
53% are caregivers, volunteers, patients, or citizens. These data show
that the MOOC reached a representative sample of the population.
Around 1,000 discussion threads with an average of 4 to 5 interactions
between MOOCers suggest that the MOOC is a good means for MOOCers
who wished to share their questions, and testimonies.

Conclusion: Unlike a traditional information tool such as information
campaigns, the MOOC offers the advantage of interaction between the

designers of the information delivered and MOOCers. It is therefore pos-
sible to ensure that the messages thus disseminated are understood and
assimilated.

Abstract number: E-05
Abstract type: Posters

Development of Discipline-specific Palliative Care Competencies in
Alberta Using a Consensus-based Decision-making Process

Vaughn L.%, Sawchuk L.%, Brenneis C.%, Fassbender K.?

1Covenant Health Palliative Institute, Edmonton, Canada, 2University

of Alberta, Division of Palliative Medicine, Department of Oncology,
Edmonton, Canada

Background: Establishing palliative care early in an illness trajectory is
beneficial to the patient and requires services to be delivered in both
generalist and specialist settings by multidisciplinary teams. However,
evidence suggests most health care providers (HCPs) have received
limited education in palliative care and are not adequately trained to
provide it.

Aim: This project is to describe the development of province wide disci-
pline-specific palliative care competencies.

Methods: Competencies were developed in four steps:

(1) conduct a comprehensive review of literature including other
provincial, national and international palliative care compe-
tency frameworks;

(2) establish a steering committee and advisory working group and
formulate HCP-specific working groups, including academics,
employers and professional regulatory bodies;

(3) establish a competency framework; and

(4) develop provincial HCP-specific palliative care competencies.

The Consensus-Oriented Decision-Making Model and a modified Delphi
technique were utilized to achieve agreement.

Results: A total of 185 individuals comprised a steering committee, an
advisory working group, and 15 palliative care competency working
groups. A greater than 75% agreement was achieved at the end of each
domain discussion, resulting in a framework of ten domains and three
levels of palliative care expertise. Further consensus of palliative care
competencies and self-assessment tools was obtained through an aver-
age of six one-hour meetings or three rounds of Delphi surveys for each
of the 15 HCP groups.

Conclusion: These specific palliative care competencies allow HCPs to
identify the skills, knowledge and attitudes required when providing pal-
liative care. Additionally, these tailored palliative care competencies can
be used as a resource to inform and guide academic curricula, profes-
sional development, professional regulatory bodies, continuing educa-
tion programs and employers representing the entire province.

Abstract number: E-06
Abstract type: Poster

Public perceptions of advance care planning: a scoping review includ-
ing online resources and public consultation

Canny A.1, Mason B.%, Patterson R.2, Atkins C.3, Munday S.3, Moussa L.3,
Boyd K.

1University of Edinburgh, Primary Palliative Care Research Group,
Edinburgh, United Kingdom, 2Scottish Partnership for Palliative Care,
Edinburgh, United Kingdom, 3Minority Ethnic Carers of People Project,
Edinburgh, United Kingdom

Background: Advance care planning (ACP) supports people to discuss
and share values, goals and preferences for future medical care. Health
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and legal plans (e.g. proxy decision-maker) can be documented. ACP
causes harm if poorly implemented or misunderstood by citizens.

Aim: A scoping review and public consultation explored what people
understand about ACP, perceptions of online public information, and
how to improve public messaging and engagement.

Methods: Joanna Briggs Institute method for scoping literature reviews
and PRISMA-ScR guided a 10-year review (2011-2021). Databases were:
Embase, PubMed, PsycArticles, the Cochrane library and CEBM Oxford.
Public opinion databases; World Association for Public Opinion Research,
Public Information On-line, European Society for Opinion and Marketing
Research, and UK charitable databases were screened, plus hand search-
ing key journals. Studies of communication with professionals were
excluded leaving 15 papers. Public involvement team members reviewed
UK (10) and international (10) public information websites. Public dis-
cussion groups (7) were held online with older people, relatives of care
home residents, learning disability support workers, minority ethnic
community leaders and advocates.

Results: Knowledge and awareness of ACP terminology, content, pro-
cesses and purpose were low. Fears included ‘tempting fate’ by discussing
death or incapacity, causing distress to family members, autonomy dele-
gated to others, and problematic future prediction. Lack of trust in the
system, diverse social norms among ethnic groups, and poor integration
with other health plans (e.g for people with disability) emerged. Websites
varied in readability and content, with inconsistency even in the same
health system.

Conclusion: Public involvement and engagement are essential to ACP,
but public information falls short. It needs to address key motivational
factors and connect with what matters to people in diverse situations.
Funder: Marie Curie

Abstract number: E-08
Abstract type: Poster

Education on Palliative Care for Parkinson Patients: Development of
the “Best Care for People with Late-Stage Parkinson’s Disease” Curricu-
lum Toolkit

Gatsios D.%2, Gentile G.3, Paal P.4, PD_Pal consortium

IMedical School, University of loannina, Department of Neurology,
loannina, Greece, 2University of loannina, Unit of Medical Technology
and Intelligent Information System, Department of Materials Science
and Engineering, loannina, Greece, 3University Of Padova, Department
of Neuroscience, Padova, Italy, “Paracelsus Medical University, Institute
for Nursing Practice and Science, Salzburg, Austria

Background: Palliative care education among all stakeholders involved in
the care of patients with late-stage Parkinson’s disease is not adequate.
In fact, there are many unmet educational and training needs as con-
firmed with a targeted literature review.

Methods: To address these needs we have developed the “Best Care for
People with Late-Stage Parkinson’s Disease” curriculum toolkit. The toolkit
is based on recommendations and guidelines for training clinicians and
other healthcare professionals involved in palliative care, educational
material developed in recent research efforts for patients and caregivers
with PD and consensus meetings of leading experts in the field. The final
version of the proposed toolkit is the result of evaluation by external
experts the feedback of which was statistically analysed with the chi-
square test of independence. A sentiment analysis was also done.
Results: The toolkit is compliant with Kern’s foundational framework for
curriculum development, recently adapted to online learning. The statis-
tical analysis of the online survey, aiming at toolkit evaluation from
external experts (27 in total), confirms that all but one (nutrition in
advanced Parkinson'’s disease) topics included, as well as their objectives
and content, are highly relevant and useful.

Conclusions: In this paper, the methods for the development of the
toolkit, its stepwise evolution, as well as the toolkit implementation as a
Massive Open Online Course (MOOC), are presented. The “Best Care for

People with Late-Stage Parkinson’ s disease” curriculum toolkit can pro-
vide high-quality and equitable education, delivered by an interdiscipli-
nary team of educators. The toolkit can improve communication about
palliative care in neurological conditions at international and multidisci-
plinary level. It can also increase patients’ and caregivers’ health literacy
and offer continuing medical education for healthcare providers.

Abstract number: E-09
Abstract type: Poster

The Effect of a Multidisciplinary Blended Learning Program on Health-
care Professionals’ Knowledge in Palliative Care for People with Parkin-
son’s Disease.

Lennaerts H.2, Ebenau A.%, Kanters S.1, Van der Steen J.2, Munneke M.2,
Bloem B.%, Vissers K.1, Meinders M., Groot M.1

1Radboudumc, Nijmegen, Netherlands, 2Leiden University Medical
Centre, Leiden, Netherlands

Background: Parkinson’s disease (PD) is a progressive degenerative dis-
ease without curative treatment perspectives. Palliative care for this popu-
lation is still suboptimal. A key issue in this is that PD healthcare
professionals, basically trained in neurology care, report a lack of knowl-
edge and competences with regard to palliative care in PD. Several studies
showed the need for improved education in this field.

Aims: The purpose of this study was to investigate the effect of a multi-
disciplinary blended learning on professionals’ knowledge in palliative
care for people with PD.

Methods: We used a pre-posttest study design. The sample consisted of
834 professionals from 45 regional ParkinsonNet networks of specialized
PD professionals. The blended learning consisted of a 4-hour online
e-learning followed by an (online) meeting in which the participating PD
professionals discussed palliative care for PD. At least one expert profes-
sional from the field of palliative care was actively involved and present
during the whole meeting. Primary outcome was participants’ level of
knowledge on a scale of 1-10. Secondary outcomes existed of familiarity
with specialized palliative care services measured on a 5 - point Likert scale.
Results: We performed an interim-analysis in a small sample of 47 pro-
fessionals (data regarding all participants will be analyzed in November
2021). Data on self-registered knowledge was not normally distributed
and analysed with Wilcoxon signed rank test. Findings showed a median
of 5 in the pretest and 6 in the posttest (Z=-2.293, p= 0.022). Analysis of
respondents scores on the familiarity with specialized palliative care ser-
vices showed a median of 2 and 3 in the pre- and posttest, respectively
(2= -5.065, p < 0.001).

Conclusion: This study suggests that a multidisciplinary blended learning
program is effective in improving professionals knowledge in palliative
care for people with PD.

Abstract number: E-10
Abstract type: Poster

The Last Aid Course and Minorities Need for Cultural Adaptation — A
Pilot Project for German and Danish Minorities across the Border
Bollig G.%%3, Ravnborg-Thude B.%, Safi M.

1University of Southern Denmark, Institute of Regional Health
Research, Sonderborg, Denmark, 2South Jutland Hospital, Palliative
Care Team, Medical Department, Sonderborg, Denmark, 3Letzte Hilfe
Deutschland gUG, Schleswig, Germany

Aims: Most people wish to die in their own home. Many need help and
support from family members or others in the last days. Last Aid course
gives citizens knowledge about options of how to support the dying and
they learn what they can do themselves. The overall goal of the project is to
form a cross-border network to discuss cultural differences in relation to
care and nursing at the end of life and discuss how these differences can be
included in the last aid course for minorities at both sides of the boarder.
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Methods: Three one-day workshops are planned for people from a vari-
ety of different organizations, nationalities and diverse cultural and reli-
gious backgrounds. During the workshops the participants will follow a
last aid course and afterwards focus group discussions will be performed.
The focus group discussions will be transcribed verbally and shall be ana-
lyzed based on interpretive description. Cooperation partners are the
Medical Research unit in Sonderborg Denmark, the Katharinen Hospice
in Flensburg Germany, Letzte Hilfe Deutschland gUG Germany and Dansk
Folkehjeelp Denmark. The project is funded by INTERREG,the South
Jutland Hospital and the Katharinen Hospiz Flensburg.

Results: During the first contacts and the projects kick-off meeting in
February the important role of cultural issues in end-of-life care and pal-
liative care provision became evident. The results from the workshops
and focus group discussions shall lead to cultural adjustments of the
existing first aid course to address the needs of people with different
cultural and religious backgrounds and minorities. Results from the pro-
ject will be used to establish a larger following project covering the
whole boarder region.

Conclusion: The project will contribute to;

i) more knowledge about end-of-life care in the public,

i) improve palliative care provision,

iii)  encourage the public discussion about death and dying,
iv) increase citizen participation.

Abstract number: E-11
Abstract type: Poster

Evaluating the Effectiveness of a Pilot 30-hour Basic Palliative Care
Training Program in Malaysia

Siow Y.C.%, Cheong M.W.L.%>3, Lim K.S.%, Mahalinggam S.%, Teoh C.C.0.%
1Hospital Selayang, Palliative Care Unit, Batu Caves, Malaysia, ZMonash
University Malaysia, School of Pharmacy, Bandar Sunway, Malaysia,
3United Nations University - International Institute for Global Health,
Bandar Tun Razak, Malaysia

Background: Delivering palliative care as a part of universal health cov-
erage requires a critical mass of healthcare professionals that are able to
deliver palliative care at the basic, intermediate, and specialist level.
Basic training programs are important for increasing the health system’s
capacity to provide palliative care. Currently, only specialist-level training
program are available in Malaysia.

Aims: To evaluate the effect of the training program on the participants’
interest, knowledge, and their preparedness to deliver basic-level pallia-
tive care.

Methods: We developed a 30-hour training program for physicians with-
out palliative care training. The training was conducted over 6 months
using a mix of bedside teaching, case-based learning, hands-on practice,
along with a mentor-mentee system.

To evaluate the effect of the training, surveys were conducted at 3 points:
pre-training, at the completion of the training (post-training), and 3 months
after the training (3-months post-training). The survey measured changes
in the participant’s interest, knowledge, and preparedness. The survey
used a mix of True/False questions, and 5-point Likert scales (1 = lowest, 5
= highest). Pre-training and post-training results were compared to
observe for the training effect. The post-training and 3-months post-train-
ing results were also compared to observe for sustained effects. Paired
t-tests and Friedman’s Two-Way Analysis of Variance by Ranks were used
for analysis.

Results: 38 physicians participated in the training program. The results
of the training are described below:

Category Pre-training Post-training 3 months Pre-trainingvs  Post-training vs
average score average score  post-training post-training 3-months post-
average score  (p-value) training (p-value)
Interest in palliative care 4.05 4.24 4.22 0.033 0.414
Preparedness to perform a full palliative care assessment 2.82 3.86 3.85 <0.001 0.655
Preparedness to perform a full pain assessment 3.21 4.21 4.11 <0.001 1.0