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Executive Summary

1.

This paper updates the Trust Board about Oxford University Hospital's results
from the National Audit of Care at the End of Life, 2022. OUH benchmarks
above the national average results for patient care and care of those important
to the patient. OUH benchmarks at the national average in the staff survey.

To build on these results, OUH workplan for 2023/4 includes bringing the
patient’s voice about preferences for goals of care to their final admission,
learning from the qualitative feedback offered by those important to the patient
and supporting staff education in care at the end of life.

Two examples of work to improve care at the end of life in OUH are discussed.
There are many more but these highlight the desire across disciplines and
departments to improve care delivered to dying patients and those at the
bedside in our Trust.

Recommendations

The Trust Board is asked to:

Note the results of the National Audit of Care at the End of Life (NACEL).

Note the ongoing work on implementation of the electronic Recommended
Summary Plan of Care and Treatment (ReSPECT) in OUH. (2019, 2021 &
2022 recommendation). There is a system wide aspiration to implement
ReSPECT across the ICS. ReSPECT will bring the patient’s voice to the
conversation about care at the end of life.

Note that a task and finish group will be convened in Q2 to review the
qualitative feedback and identify key learning to be disseminated to staff.
(2022 recommendation).

Note that work is planned on Q2/Q3 to provide online learning modules
through My Learning Hub to support staff in recognising dying,
conversations at the end of life and communication skills training (2021 &
2022 recommendation). Education will support staff to deliver care of good
quality with confidence.

End of Life
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End of Life Care Lead’s Annual Report

1. Purpose
This paper:

1.1. This paper appraises the work undertaken in adult end of life care
(EOLC) in OUH. Further information about care at the end of life is
provided over the year by other papers including paediatric deaths,
learning from deaths co-ordinated by the mortality review group,
learning disability mortality review (LeDeR), palliative care department
(RIPEL), and feedback from Medical Examiners, patient experience
team and resuscitation team.

1.2. Reports on OUH's results from the National Audit of Care at the end of
Life (NACEL) 2022 benchmarked against the UK results.

1.3. Describes a sample of quality improvement work undertaken in OUH in
2022/23.

1.4. Outlines goals to improve EOLC for 2023/24

2. Background

2.1. The palliative care department has provided an advisory liaison service
across OUH for 30 years. The service continues to grow and evolve and
is working across all four hospital sites. In 2022/23, the liaison service
saw approximately 50% of all adult patients who died in OUH. Advice
regarding the care of dying patients and those important to the patient
makes up just over 50% of the workload of the liaison team.

2.2. From 2014/15, with the support of the CEO, CMO and the Chair of the
Board, the palliative care department acquired charitable funding for a
large QI project, ‘Improving Care of the Dying in OUH’, that it undertook
between 2016 and 2020.

2.3. Following the pandemic, an EOLC role was re-established in April 2022.
Dr Mary Miller currently holds this role. The role is funded by Sobell
House Hospice Charity with a commitment to fund until April 2025.

3. National Audit of Care at the End of Life (NACEL) 2022

3.1. Final results with national recommendations are expected in late
July/August 2023. This paper reports interim results for the 2022 audit.
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3.2.

3.3.

3.4.

3.5.

3.6.

NACEL'’s aim is to improve the quality of care delivered to people during
the last admission leading to death in hospital and to improve support of
those important to the patient by measuring and reporting current care.

The audit monitors progress against the five priorities for care set out in
One Chance to Get It Right, NICE Guideline (NG31) and NICE Quality
Standards (QS13 and QS144).

NACEL is commissioned by the Healthcare Quality Improvement
Partnership (HQIP) on behalf of NHS England and the Welsh
Government. The first audit took place in 2018. Due to the pandemic,
the audit was not undertaken in 2020. This is the fourth audit run by
NHS Benchmarking.

Components of the fourth round of NACEL were completed by the
EOLC lead, the HPCT team and the patient experience team.
Components included:

An Organisational review of activity data, the specialist palliative care
workforce and staff training.

40 Case Note reviews were examined spread across most OUH
departments, including the inpatient specialist palliative care beds, over
the 4-week audit period. This sample represents approximately 1.5% of
deaths in OUH in 2022/23.

A Quality Survey to gain feedback, from relatives, carers and those
important to the person who died, on both the care we delivered to the
dying patient and the care and support those important to the patient
received. From 286 invitations, 64 responses were received (22% return
rate). This sample represents approximately 2% of all deaths in OUH in
2022/23. There is a free text option to offer feedback. 41 qualitative
comments were returned, 16 were complimentary about care. 25 raised
concerns about care the patient received or the support the respondent
received.

A Staff Reported Measure was completed by 255 OUH staff online.
Key results: Infographic

OUH care (numerator) is rated better than the national average in all but
one metric as displayed in the infographic.

The standard is that hospitals have face to face specialist palliative care
services available 8 hours a day 7 days a week. OUH offers a 6 day a
week service since April 2023.
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National Audit of Care at the End of Life 2022/23

Key findings at a glance

MCE0T - Oxferd University Hospitols MHS Foundation
Trust
* LI refzes 10 the finckngs for England and Walst

{CHNR — Cat 1) {CNR- Cat 1) {CHR — Cat 1)
93% 100% o524 100%
e — -
uk 87% uk 95% il uk 98%
., § Cose notes, with an sthdividualis=d o= notes recorded a discussior
Cns_E nDtE_" rH::_'_rdE:_' 't'ul' the plan of care, recorded o disoussion  [or reoson why not ] with
patient might die within hours {or reason why not) with the Farmilees/carers resgarding the
Ky patient regarding the plan of care possibility the potient may die
{CNR - Cat 1) (CMR — Cort 1) {CNR - Cat 1)
i 97% @) 92% Q s 95%
o 87% =N UK 76% @ 7o
Cose notes recorded extent o
patient wished to be invalved in Case notes repddded an Case "F'[EL recorded F‘a":'t""'_i
core decizions, or o reazan why individualised plan of care hydration status sssessed daily
Frh once dying phase recognised
(Q5) (as) (H/'S)
Wi 61% 78% No
iy
ok 54% RS 719 uk 60%

Hoszpitals hove foce-to-ka
Families/oarers felt the quality of N G i

T - _ specialist palliotive core service
b P d Sl ided to the FH:ItIEI"l‘!: e availoble & hours o day, 7 doys o
about their reeds pood, excell=nt or cutstonding
wesk
[SRM)
uk 85% ux 82% uk 83%
Sitaff feed confident |_|-,.=-.- comn Skt Peel supported by thek Etaff feel they work in o culture
recognise when a patient s : thaat pricsitizes care,
might be diying immimently B R A compeassion, respect ond dignity

End of Life Care Lead’s Annual Report Page 5 of 13



Oxford University Hospitals NHS FT TB2023.66

3.7  Key results: Area of concern 1 — Bringing the patient’s voice to

Figure 3: (CMNR) Time from admission to recognition of dying (hours)
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21.6% of patients in the audit sample were recognised to be dying
within 12 hours of admission.

Figure 4: (CNR) Time from recognition of dying to death (hours)
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29.7% of patients died within the following 24 hours. For many patients
during their final admission, they will be too ill to take part in acute
advance care planning.

The Recommended Summary Plan of Care and Treatment (ReSPECT)
offers an opportunity to discuss and record a patient’s wishes,
preferences and goals of care prior to their final admission.

The Director of Clinical Informatics and the senior digital solutions lead
are supporting development work to roll out an electronic ReSPECT

form in OUH.

3.8 Key results: Area of concern 2 - Needs of families and others important
to the patient.

UK 54%

OUH scores 61% for ‘Needs of families and others’, UK score is 54%.
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3.9

3.10

Though OUH rating is better than the UK average, feedback from those
important to the patient (OUH Quality Survey results) rates OUH care
much lower than self-assessed scores in the Case Note Review
(CNR). This disparity between evidence gathered by healthcare staff
on the quality of care and feedback reported by those important to the
patient is seen nationally.

Satisfaction with care reported by those important to the patient in
annual quality surveys fell sharply in the pandemic and has not
returned to the pre pandemic baseline. Visiting restrictions have been
cited as a reason for dissatisfaction. In this audit, 37.5% of ‘Families
and others’ reported that visiting restrictions were in place in OUH at
the time of the patient’s final admission leading to death.

In addition to quantitative scores, qualitative comments from the
Quality Survey were returned to OUH for the first time. 16/41
comments were complimentary about care received. 25/41 raised
concerns about care.

Key results: Area of concern 3 — Staff training

Our staff results are 2 — 4% above the UK average. However, of the
255 staff who completed the survey, 40% had not had training specific
to end of life care in the preceding three years.

In August 2022, the EOLC lead presented a paper at Clinical
Governance Committee. The committee supported a plan that EOLC
elLearning be in place for clinically facing staff in OUH. Preparatory
work in selecting modules to deliver education using a tiered approach
has been undertaken.

OUH'’s case note review audit results, sampling the standard of care
during the patient’s final admission leading to their death, are good and
above the national average. Work is underway to introduce an
electronic ReSPECT process to ensure the patient’s voice is part of the
conversation about their care.

OUH'’s quality survey audit results, sampling the views of those
important to the patient, are better than the national average. Work is
planned to identify learning from the qualitative feedback comments.
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OUH’s staff survey results are in line with the national average. Work is
underway to make training in end of life care available to staff in OUH.

4. Audit, Research and Quality Improvement work

Providing care of high quality to people approaching the end of their lives is
important to staff in OUH. There are many examples of individual and
collaborative projects across professions and departments in OUH. Two
examples have been selected as examples for your attention, one medical
and one surgical . These examples describe work supported by the EOLC
Lead.

4.1 Patients with Parkinson’s Disease (PD) dying in OUH.

Staff in OUH were uncertain how to provide care at the end of life to
patients dying of PD or who had PD as a co-morbidity.

A Medicines Information Leaflet (MIL) to support the provision of care at
the end of life for people with PD was developed (Appendix 1). Care
was audited in 2021/22 against the standards developed in the MIL by
two IMT doctors. 58% of people whose deaths were expected were
prescribed medication that was likely to exacerbate their PD. Findings
were published. (Appendix 2).

Teaching was undertaken with medical and nursing staff. A powerplan
for Parkinson’s Disease appropriate anticipatory medications at the end
of life (as per NICE guidance) is in development.

A further review of care in 2022/23 is reaching completion.

4.2. Patients prescribed a continuous subcutaneous infusion (CSCI) via a
syringe driver.

Two Foundation Year doctors on the Surgical Emergency Unit noted
that they and colleagues found it difficult to prescribe parenteral
subcutaneous infusions to be delivered via a syringe driver.

They surveyed practice in the unit in 2022/23, finding that prescriptions
were relatively rare, one every five days. Involvement of the liaison
palliative care team reduced errors from 58% to 0% (Appendix 3).

Finding were reported to SEU governance committee. Advice was
developed and incorporated into the SEU Foundation Year handbook to
support better care for patients in whom a CSCl is indicated.

End of Life Care Lead’s Annual Report Page 8 of 13



Oxford University Hospitals NHS FT TB2023.66

5. Goals for 2023/24

5.1.

5.2.

5.3.

5.4.

5.5.

The National Audit of Care at the End of Life (NACEL) is planning to
pilot a survey of deaths in the Emergency Department, aiming to
understand the quality of care delivered to dying patients in the context
of the current healthcare climate. OUH will explore the option of being a
pilot site.

NACEL will pilot quarterly case record reviews to understand seasonal
effects on the quality of care and to enable more timely reporting. OUH
will explore the option of being a pilot site.

Task and finish working group will collate learning from the qualitative
feedback in the 2022 audit to identify and disseminate learning to OUH
staff

Add agreed elearning modules on My Learning Hub. Report access to
modules quarterly.

Restart quarterly EOLC meetings in OUH.

6. Recommendations

6.1.

The Trust Board is asked to:

6.1.1 Note the results of the National Audit of Care at the End of Life
(NACEL).

6.1.2 Note the ongoing work on implementation of the electronic
Recommended Summary Plan of Care and Treatment (ReSPECT) in
OUH. (2019, 2021 & 2022 recommendation). There is a system wide
aspiration to implement ReSPECT across the ICS. ReSPECT will bring
the patient’s voice to the conversation about care at the end of life.

6.1.3 Note that a task and finish group will be convened in Q2 to review
the qualitative feedback and identify key learning to be disseminated to
staff. (2022 recommendation).

6.1.4 Note that work is planned on Q2/Q3 to provide online learning
modules through My Learning Hub to support staff in recognising
dying, conversations at the end of life and communication skills training
(2021 & 2022 recommendation). Education will support staff to deliver
care of good quality with confidence.

Thank you for feeding back any comments or concerns to
Mary.miller@ouh.nhs.uk
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Appendix 1

http://ouh.oxnet.nhs.uk/Pharmacy/Mils/MILV11N10.pdf

Volume 11, No. 10

Oxford University Hospitals NHS'|

NHS Foundation Trust

December 2021 ‘

This Medicines Information Leaflet is produced locally to optimise the use of medicines by
encouraging prescribing that is safe, clinically appropriate and cost-effective to the NHS.

Care at the end of life: Dying with Parkinson’s disease

Parkinson’s disease and related Parkinsenian syndromes

This document sets out guidance for symptom management of a patient when a

diagnosis of dying has been established by the multidisciplinary team.

Introduction

This guidance applies to patients who have
been recognised to be dying with a likely
prognosis of hours /short number of days.
Patients are likely to be bed bound, sleeping
for long periods and unable to take oral
medications.

Background information

Patients may have a diagnosis of Parkinson’s
Disease (PD) or related Parkinsonian
syndromes (Multiple System Atrophy,
Progressive Supranuclear Palsy, Corticobasal
Degeneration, and Lewy Body Dementia).

As patients approach the end of their lives the
goal of care is symptom management rather
than the maintenance of mobility. Therefore,
lower doses of dopaminergic medications may

Medications to be avoided where possible
are antipsychotics: both typical (e.g.,
haloperidol) and atypical (e.g., risperidone,
olanzapine), antiemetics: (e.g.,
metoclopramide), and other medications with
anti-dopaminergic activity.

Medication for management of PD
Amantadine, MAO-B inhibitors, COMT
inhibitors and anticholinergic medication
should be deprescribed in the last week or
two of life.

1. Continue levodopa (L-dopa) and
dopamine agonists for as long as possible.
Consider switching L-dopa to equivalent
dose of orodispersible preparations
(Madopar) if the patient can swallow
(Dissolve in water or squash). If the
patient has a nasogastric tube (NGT) in

End of Life Care Lead’s Annual Report
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Appendix 2: http://dx.doi.org/10.1136/spcare-2023-PCC.88
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Dying with Parkinson’s disease:

a survey of clinical practice

— Rebecca A. Frake!, Eliana M.C. Tacconi®, Mary Miller®™ (s |
QxCERPC 1- HOWSE  'Depadment of pallaive cana, Sir Wicha Sobel Houwse, Dwiond University Hospitals MHE Foundation Trest, Owiord, 003G TLE, UK geford Unbreralty Hospltsis
[T me—r
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Background
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Symptom management at the end of life in patients with Parkinson's disease (PD) or an atypical PD syndrome is
challenging. These patients experience common end of life symptoms, such as pain and agitation, and are prone to
rigidity if sufficient dopamine therapy is not maintained, which can increase discomfort and make personal care more
difficult. Swallowing is often impaired at the and of life, common practice is to convert dopaming therapy to a
dispersible preparation or transdermal patches that deliver the dopamine agonist rotigotine. Converting oral
dopamine therapy to rotigotine is an imprecise process, some patients are prescribed rotigotine in excess of their
neads, which can increase delifium and agitation. A further challenge is that several medications commonly used in
end of life symptom management have anti-dopaminergic activity. Using these medications risks increasing symptom

burden in patients with PD.

Aims

To understand cumrent clinical practice in providing care to those
whao die with PD in the acute hospital setting.

The survey focused on three key questions:

1. Is adequate dopamine therapy maintained?

2. Is dopamine therapy appropriately adjusted in response to

symptoms?

3. Are anti-dopaminergic medications used in symptom
management?

Mathods

Acute hospital inpatient deaths in Oxford University
Hospitals NHS Foundation Trust (OUH) where PD or an
atypical PD syndrome was entered on the Medical
Certificate of Cause of Death (MCCD) were collated over
a 12 month period (2021/22). A data collection form was
tested, refined and a convenience sample (60% of
deaths) was selected. Electronic patient records were
reviewed, with anonymised data collected and stored on
secure NHS drives. Data was analysad by all authors.
Ethics approval was not sought as the survey examined
routine clinical practice.

Results

55 patients had PD or an atypical PD syndrome on their
MCCD over the 2021/22 12 month period, 2% of adult
inpatient deaths in OUH.

31 patients had idicpathic PD, 1 had progressive
supranuclear palsy and 1 had multiple system atrophy in
the sample.

T9% weare recognised by the medical team as dying.
In all expected deaths where practically feasible

appropriate dopamine therapy was mllnulrud using
disparsible madopar or ratigoting patches (Figure 1).
The medical and/or nursing notes mentioned delirium
andlor agitation in 50% of expected deaths but no
dopamine therapy prescription adjustmeants were
identified.

Anti-dopaminergic medications ware prescribed for
symptom management in 58% of expected deaths
and 28% of unexpected deaths (Figure 2).

In expected deaths, management advice was sought
from the palliative care team (79%), inpatient FD
spacialist nurses (79 ) and on-call neurology registrar
(4%).

o Crapecsble madoper (11 54%)
B Robgoting patoh (T8 B2
Wl Mo dopamine herapy {11.54%]

1: Dopamine

therapy maintenance
AL e lime of death, 12% wers receiving dispersible madepar, T7% had
transdermal retigoline palches, 12% were no! prescribed dopamine theragy
{2 palients died in ED shoelly afler admission, 1 patiend was not receiving
any dopamine theragy prior o admission).

20~ B Anb-dopaminergics
BN HNo ant-iopaminengics

B Data unasailable

Humber of Patiers
H
L
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Wmmpmw hrﬁﬂal'pliﬁ‘ﬁ recogrissd io be
dying and for 23% of patients where dying was not recognised.

Conclusion

Good clinical practice was identified - maintaining
adequate dopamine therapy for patients with PD at the
end of life. However, improvemeants were needed — the
need to review and possibly adjust dopamine therapy in
agitated/delirious patients and the adaptation of
anticipatory medications to manage symptoms at the end
of life to ensure nofleast risk of unwanted anti-
dopaminergic effects.

We developed local guidelines on caring for patients with
PD at the end of life, wrote a Trust safety message and
underook educaticnal events.

Appendix 3 http://dx.doi.org/10.1136/spcare-2023-PCC.76

End of Life Care Lead’s Annual Report

Page 12 of 13


http://dx.doi.org/10.1136/spcare-2023-PCC.76

Oxford University Hospitals NHS FT

TB2023.66

Pilot study of syringe driver prescribing practice highlights
challenges faced by non-palliative care teams

Hannah Chase', Elizabeth Good", Mary Miller?

Background: Data about Mathod:
continuous subcutaneous
infusion (CSCI) prescribing

« Data was collected prospectively initially (07.10.22 - 03.12_22), with retrospective data

ia Brled. Fulher dala & added fo increase sample size (01.08.22 — 06.10.22). The Pallaborative Narthwest
needed o understand guidelines were used.?
current practice.’ & Patients recaiving a first CSCl as an inpatient on the SEU wards were identified and their
electronic patient records reviewed for the CSCI indication, composition, complicalions,
Aim: T'l' abserve the CSCI and any documenfed communication regarding CSCls with the patient and their family.
mﬂ’gﬂﬁ%ﬁn & Data was anonymised and stored on MHS drives.
{SEU} in the John Radcliffe #» Ethica permission was not sought 8s routine practice was observed.
Hospital, Cieford. = Data was analysed by all authors.
RESULTS
CSC| Prescribing Frequency CSCI Prescription Constituents

During the 4 months, 26 CSCls were initiated in greater
than 1000 admissions on SEU - 1 every 5 days.

indication for CSCI
Documented (31%) or determined from patient records (69%):
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Team
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percentage were stopped or amended within
24 hours due to prescription concerns?

« Non-HPCT recommended (n=6): 50%

Reasons: CSC1 not indicated; patient sedated; concern
about dose

L = HPCT recommended (n=20): 0% -|
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Opioid dosing: :’:
The median morphane dose was ™
10mg/24 hours (R 10mg/24 hrs), (50

The median caycodone dose was 7.5 | -
mgy'24 hawrs (I0R 10mg/24 hrs). il
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Patient and Eamily C S

Commencing a CSCl was discussed with 23% of

patients and 42% of families

Nursing Care of CSCls
All 26/26 had appropriate (5-6) time checks in 24 hours
and only 1 of those had partlal data on checks

Conclusion

» CSCI prescribing on SEU is an infrequent event.

» Staff need support from HPCTs to guide initiation,
indication and medication dosing of CSCls.

+ The opporunity to explore patient and family
understanding and involve them in conversations
about care when initiating a CSCI does niot
cumently appear to be maximised.

= Further larger scale data collection is planned in
the deaneary.
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