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The current COVID-19 pandemic has necessitated the
redeployment of NHS staff to acute-facing specialties,
meaning that care of dying people is being provided by those
who may not have much experience in this area. This report
details how a plan, do, study, act (PDSA) approach was taken
to implementing improved, standardised multidisciplinary
documentation of individualised care and review for people
who are in the last hours or days of life, both before and during
the COVID-19 pandemic. The documentation and training
produced is subject to ongoing review via the specialist
palliative care team’s continuously updated hospital deaths
dashboard, which evaluates the care of patients who have
died in the trust. We hope that sharing the experiences and
outcomes of this process will help other trusts to develop their
own pathways and improve the care of dying people through
this difficult time and beyond.
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Background

Around half of all deaths in the UK occur in hospital, and the
majority of people dying in this setting are cared for by clinical
teams with experience in, but not specialism in, end-of-life

care. Previous attempts to produce standardised guidance

and pathways for the care of dying people have been mired in
controversy.? In response to concerns around individualising care, a
report produced between multiple stakeholder organisations and
in consultation with patient advocacy groups described our ‘one
chance to get it right’, addressing the five priorities of care when it
is thought a person may die within the next few days or hours:?

> This possibility is recognised and communicated clearly,
decisions are made and actions taken in accordance with the
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person’s needs and wishes, and these are regularly reviewed
and decisions revised accordingly.

> Sensitive communication takes place between staff and the
dying person, and those identified as important to them.

> The dying person, and those identified as important to them,
are involved in decisions about treatment and care to the extent
that the dying person wants.

> The needs of families and others identified as important to
the dying person are actively explored, respected and met as
far as possible.

> Anindividual plan of care, which includes consideration of
nutrition and hydration, symptom control and psychological,
social and spiritual support, is agreed, co-ordinated and
delivered with compassion.

Whether these five priorities are met is often used as a measure
of the quality of care at the end of a person’s life and is among
the criteria used for the National Audit of Care at the End of Life,
which informed the design of the representative ‘hospital deaths
dashboard’ process.**

Prior to the COVID-19 pandemic, plan, do, study, act (PDSA)
quality improvement methodology was applied to the
development of a new, multidisciplinary care plan with concurrent
education sessions to improve the ability of clinical teams to
provide good quality care at the end of life.® During the COVID-19
pandemic this process was extended to support staff facing the
new challenges that have arisen.

Before the COVID-19 pandemic

Delivering five priorities guided care can often be challenging
for teams not familiar with this.” Previous efforts had resulted in
multiple fragmented and underutilised paper documents and
areas of poor performance. It was initially acknowledged by
the project team that a multidisciplinary care plan for people
at the end of their lives would serve a multitude of purposes.
For the clinicians, this would be as a structure for documenting
symptom management plans (and accessing guidance for this)
and recording conversations around goals of care and individual
people’s wishes in a format allowing reference by teams to ensure
these needs were met. For nursing colleagues this would be a
précis of the holistic daily care provided, symptom burden, and
actions taken to ensure priorities were met.

Early PDSA cycles had involved focus groups with senior and
junior doctors, nursing and care staff and senior trust managers
from acute, general and specialty medical and surgical teams.
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Table 1. Case note reviews pre- and post-implementation of new individualised care plan for the dying person

Priority of care

Recognition 80%
Communication with dying person 31%
Communication with nominated person 91%
Involvement in decision making 55%
Needs of nominated person 33%
Individualised plan of care 33%

These groups focused on what the healthcare professionals
felt they needed support with, alongside their priorities for
documenting plans and care provided. It was felt overwhelmingly
that this care plan could provide less experienced staff with a
guide to end-of-life care as well as helping them document their
activity. Once collaboratively developed, an MDT care plan was
piloted on four ward sites (oncology, complex discharge and care
of the elderly wards) and direct feedback was collected from the
nursing and medical staff. Together with case note review via the
hospital deaths dashboard process, this feedback was used to
inform multiple redesigns and eventual trust-wide roll out.”
Feedback from initial MDT focus groups of junior doctors (n=11)
suggested that that the care plan should be:

attractive (82 % of respondents)

intuitive (91%)

brief (73%)

a précis of relevant information, not duplication (73%)
inclusive of guidance on management (100%).

v VvV VvV Vv v

Priorities for the project working group were that the final
document would serve as a step-by-step guide for providing
individualised care and as a way to capture of information for
audit. Case note reviews were carried out with focus on whether
there was evidence that the ‘Five priorities of care’ had been
addressed in the person’s end-of-life care (Table 1).

Overall care was rated as adequate or better in 84% of pre-
intervention and 91% of post-intervention case note reviews. Areas
of particularly poor practice, for example around hydration and
nutrition, were identified and triggered educational intervention.
There was an appreciation that case note review can only give a
limited assessment of some aspects of end-of-life care and that
a standardised document would have been helpful. Feedback
collected during the last PDSA cycle was generally positive around
the experience of using the document (Supplementary material:
S1), but highlighted that the experience of accessing the document
via the Trust’s intranet often posed a barrier to its use.

During the COVID-19 pandemic

‘I'm operating outside of my comfort zone and I'm always
worried I'm not getting things right’ — consultant physician

During the COVID-19 pandemic, large numbers of healthcare
professionals have left their normal roles to join acute-facing
specialties. As a result, end-of-life care is often being provided
by those less familiar with the nuances of this, and specialist
palliative care teams need to respond by adjusting the assistance
they offer through review of their activity and resources.”® People
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Pre-implementation (n=40)

Post-implementation (n=80)

89%

46 % (where documented as impossible in further 35%)
91%

86 %

58%

80%

less experienced or comfortable in delivering care for patients who
are dying may find conversations about this more difficult and
require support.! Having earlier identified that document redesign,
the provision of clear guidance and ongoing review of this could
support staff in providing individualised care at the end of a
person’s life, a further PDSA cycle was commenced. Key identified
objectives for this cycle were of improved visibility, accessibility
and usability for a wider group of healthcare professionals.

Plan

To develop a care plan for the dying person that can be used in the
context of the COVID-19 pandemic by adapting the current plan
to staff and patient need.

Do

The guidelines for anticipatory prescribing in end-of-life care
were updated to include specific guidance around management
of symptoms in COVID-19 within the care plan (Supplementary
material: S2). The documentation was updated and publicised
via the Trust’s Microguide™ mobile and intranet apps® alongside
flashcards, posters and ward and team based educational
intervention (Supplementary material: S3, S4).

Study

Initially, staff feedback was collected informally through discussions
after educational events. It was felt that specific guidance around
pharmacological and non-pharmacological management of
symptoms in COVID-19 within the MicroGuide™ application and
care plan itself was particularly useful for clinicians. Questionnaires
were then circulated to junior doctors regarding the care plan.

Results

Discussions with nurses and doctors of varying grades on the
wards elicited further useful feedback around their experiences in
managing peoples’ care at the end of their lives:

‘I think the redeployed doctors and nurses have been reticent
to give PRN medications and start syringe drivers.’
— core medical doctor.

‘T've used the care plan to teach some of the junior doctors
and nurses but it’s tough when people aren’t used to it.’
—medical ward nurse.

‘Conversations around dying are really difficult when you're
out of practice. Having practical guidance on what needs to be
doneis useful.’

—senior medical doctor.
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Table 2. Provision of individualised end-of-life care 2 months preceding and during the COVID-19 pandemic

Average days to recognition of dying

Average days between recognition of dying and death
Evidence of treatment escalation plan

Evidence of communication with patient

Evidence of communication with next of kin

Evidence of involvement in planning

Evidence of support

Evidence of individualised care plan with review
Evidence of anticipatory prescribing

Evidence of discussion of hydration and nutrition

Subjective overall assessment of care adequate or better

Generally, the feedback received commented on the improved
usability and speed of update that digital resources offer. There
was wider acknowledgement that care plans and guidelines form
one part of the intervention and that ongoing educational support
was needed to ensure practice change and improved comfort in
managing patients at the end of their lives.

Discussion

Information gathered through the hospital deaths dashboard
(Table 2) gives a snapshot of the care being delivered in the trust.”
While small variations are seen within each metric, there is no
significant deterioration in the five priorities guiding end-of-life
care provision. This is in spite of the involvement of healthcare
professionals who are less familiar with this and a feeling that this
might be affecting care delivery by the staff providing feedback
earlier.

The average time between recognition of dying and patient
death is shorter, which may be a result of the nature of COVID-19
deaths, or could suggest that their dying is identified later in the
process. Indeed, though familiarity with caring for dying patients
may be key to comfort in this recognition, experienced clinicians
often perform poorly when trying to predict patient prognosis.®

A key area of improvement is in the use of clear treatment
escalation planning to guide patient care when their clinical
presentation changes. This is captured by the hospital deaths
dashboard and continuing to promote this form of advance care
planning may offer clinicians another prompt to consider that
their patient may be dying in the face of any change in their
clinical status. Given the comments discussed earlier, it is clear
that though clinicans may feel ‘out of practice’ and ‘reticent’,
they were able to discuss sensitive topics such as possible future
deteriorations and prescribe anticipatory medications.

Act

Future PDSA cycles will focus on:

> promoting the continued practice of treatment escalation
planning and using this as a prompt to consider whether
patients who are clinically deteriorating are dying
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Pre-pandemic data (n=24) Pandemic data (n=15)

8.8 8

3.4 2

21% 73%
58% 60%
88% 93%
91% 93%
79% 80%
69% 73%
75% 73%
75% 73%
92% 93%

> ongoing data collection via the hospital deaths dashboard
process to inform responsive redesign of documentation in light
of new challenges*

> carrying out focus groups on a ward/team basis to understand
barriers to provision of individualised end-of-life care where
areas of poor practice are identified

> seeking feedback from local patient advocacy groups to ensure
that the advocated ‘five priorities of care” are sufficient for local
need

> exploring the experiences of clinical staff providing end-of-
life care during the pandemic qualitatively, and probing the
underlying philosophical, emotional and practical barriers that
may be present.

Conclusion

As we enter the next phase of the COVID-19 pandemic, we are
likely to require flexibility and responsiveness in the way we practice.
Educational and supportive needs for healthcare professionals
should be assessed and addressed by making processes clear, with
well-defined guidance and access to help when needed.

The QI approach we have used to guide us through this project
has been helpful in framing it as an iterative process. The
most important learning points for the project team are that
responsiveness and flexibility to service demands are aided by a
PDSA approach and that junior-level involvement and consultation
is the best way to shape lasting interventions. Case note review
is an imperfect measure of delivered care as some aspects may
be challenging to document and hard for reviewers to identify.
We acknowledge the lack of patient advocacy and consultation
through this process as a weakness and seek to engage with local
Healthwatch organisations.”

As has been found previously, standardisation of care can be
damaging for the individualised approach we espouse. Due to
this, we have focused our efforts on creating a care plan that
acts as a precis of care, a reminder of guidelines and an audit
tool while prompting clinical teams to consider the priorities of
care for the dying person. Guidelines and protocols are felt to be
useful, especially for clinicians whose experience is limited, and
this has been found to be particularly true during the COVID-19
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pandemic where clinicians are working outside of their normal
clinical practice. It is important to note that these guidelines do

not replace expert advice and support from specialists in palliative

care should be sought whenever there is uncertainty. m

Supplementary material

Additional supplementary material may be found in the online
version of this article at www.rcpjournals.org/fhj:

S1 - Individualised care plan for the dying person documentation

(non-COVID-19-specific)

S2 — COVID-19 care plan for the dying person documentation
S3 — Flashcard/poster guidance for end-of-life care in COVID-19
S4 — Flashcard/poster guidance for communication in the
COVID-19 pandemic
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