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The purpose of this toolkit is to support colleagues in Primary Care settings in the early identification of people who may be in their last year
of life and benefit from an opportunity to discuss a personalised care plan (PCP) which is shared on a local Electronic palliative Care
Coordination System (EPaCCS).

Additional locality specific guidance may be available.

Contacts:
Lancs & South Cumbria: Lucy.Lavelle2@nhs.net
Cheshire & Merseyside: Kathryn.Davies16@nhs.net
Publication Date: /2020 Greater Manchester & Eastern Cheshire: england.gmec-eolc@nhs.net

Review Date: 02/2022 Acknowledgement NHSE/I London & North West Version 2



mailto:england.london-scn@nhs.net

/\
LJ North West EOLC — EARLY Identification and Personalised Care Planning m

5 Step Clinical FEISORSIISEC Sharing Revisiting Health

Introduction Approach Validation Care &Support |  |nformation & Reviewing Inequalities

Planning

INTRODUCTION

This toolkit has been developed to support Primary Care to identify and, where appropriate, offer an
opportunity to discuss and develop a personalised care plan with those who are likely to be in the last year of
life and supports the documentation of the personalised care plan on your local Electronic palliative Care
Coordination System.

A new Search Tool (EARLY) has been developed within GP electronic patient records to help identify people
who are likely to be in their last year of life. It searches Systematized Nomenclature of Medicine Clinical
Terms (SNOMED CT) codes based on a range of prognostic indicator guidance including the Gold Standard
Framework Proactive ldentification Guidance (GSF PIG) and the Supportive and Palliative Care Indicators
Tool (SPICT) resources, and following extensive clinical development.

The EARLY search tool and toolkit were developed collaboratively by the Greater Manchester and Eastern
Cheshire and the North West Coast Clinical Network, the Newham CCG EOLC Clinical lead and Midlands
and Lancashire Commissioning Support Unit.

Currently, the tool runs on EMIS, SystmOne and Vision web GP IT system.
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IDENTIFICATION

It is important to identify and support people with advanced progressive illness who might die within the next twelve months. Early identification
will support them to have well-planned and coordinated care that is responsive to the patient’'s changing needs with the aim of improving the
experience of care

Follow this link of how to access the EARLY search tool in VISION Plus Accessing Practice Reports (visionhealth.co.uk)

Follow this link for the EARLY search tool and instructions on how to run the search tool in EMIS and SystmOne web

EARLY is an acronym for: EARLY Identification Tool Download

4 Created On 06/08/2020 & by AdmINECLP
E E I . d t_f_ t. Vou are here: K8 Home » Identifying People approaching the end of ife » EARLY Project » EARLY identification Tool Download!
y < Back
The purpose of this tool is to support colleagues in Primary Cara settings in the early identification of paople who may ba in thair last year of lifa and
benefit from an opportunity to discuss a personalised care plan (PCP) which is shared on a local Electronic palliative Care Coordinaticon System (EPaCCS).

A - Advance care planning

The EARLY search tool and toolkit ware developed callaboratively by the Greater Manchaster & Eastarn Cheshire Strategic Clinical Network and the North
West Coast Clinical Networks including Lancashire & South Cumbria and Cheshire & Merseyside, the Newham CCG EOLC Clinical leads and Midlands and
Lancashire Commissioning Support Unit

R - Reco rd Any rausa of these searches should acknowladga the above organisations.

EARLY — An Introduction

EMIS Downloads

L - Look again

Y - You can continually improve

VIDEO - Why identification of patients nearing the end of life is important

[ Last Updatad On 14/08/2020

EARLY—- An Introduction to a clinical search tool for early identification

Please use this email to share any thoughts or ideas on potential future version updates of the EARLY tool. England.EARLY@nhs.net
In order to ensure that you are using the correct version please do not adapt or amend the tool yourself.



http://help.visionhealth.co.uk/VisionPlus/Content/G_Full_Help_Topics/Practice_Reports/Practice_reports.htm?Highlight=Practice%20Reports%20
https://youtu.be/VBe5uboUUuw
https://www.youtube.com/watch?v=UqIGPxCIIZs&feature=youtu.be
http://www.cheshire-epaige.nhs.uk/knowledge-base/early-identification-tool-download/
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CLINICAL VALIDATION

Once the EARLY tool has been run and a list of patients generated, the list requires validation by a clinician to ensure that each patient is
appropriate for a personalised care and support planning discussion. Below are some factors that may help decide whether each patient would
benefit from this process:

. Frequent attendance at GP Surgery

o Does this patient already have a personalised care plan? If yes, has the pre-existing care plan been reviewed within the last 3
months?

o Has the patient had 3 or more admissions into hospital in the last 6 months?

o Has the patient had 3 or more encounters with emergency and out of hours services?

o Does the patient have pre-existing long term condition(s) which means that s/he is likely to deteriorate?
o Is this patient’s primary residence at a care home for older people?

o Has the person been identified as frail?

o Is the person known to palliative care or end of life services?

o Has the person had recurrent falls?

o Does the patient have cancer which is stable or in remission?

o Is this patient on a transplant wait list or post-transplant and stable?

o Would | be surprised if this patient would die in the next year?
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PERSONALISED CARE & SUPPORT PLANNING

There are many different approaches to care planning and conversations around end of life can be challenging. Open and sympathetic
communication with patients and those important to them enables care wishes to be expressed. It is important that people do not feel
pressurised in to such conversations and decisions before they are ready. It is an opportunity to discuss the patient's current conditions
and future care, wishes and preferences and a plan of care for emergency situations including, if appropriate, cardiopulmonary
resuscitation (CPR).

Professional Resources

Patient Resources REDMAP Framework for compassionate conversations - EC4H- Scotland’s NHS
communication training programme

SPICT app for Iphone and Android
Dying matters - guide to decisions on CPR

Dying matters ‘Preferred priorities of care’
Macmillan
Marie Curie
Cancer Research (UK)

Macmillan Top 10 tips on Advance Care Planning
E-Paige Cheshire: A resource library for Electronic Proactive Assessment and

AgeUK Information Guide for End of Life
Alzheimer's Society RCGP End of Life Care Quality Improvement Resource
NHSE

NHSE/I GP Education - Advance care planning video



http://www.dyingmatters.org/sites/default/files/preferred_priorities_for_care.pdf
https://www.ageuk.org.uk/information-advice/care/arranging-care/care-needs-assessment/care-plans/
https://www.alzheimers.org.uk/get-support/help-dementia-care/end-life-care
https://www.nhs.uk/conditions/end-of-life-care/why-plan-ahead/
http://www.ec4h.org.uk/resources/anticipatory-care-planning-in-scotland/
https://www.spict.org.uk/spictapp/
https://www.dyingmatters.org/sites/default/files/DNACPR%20Patient%20leaflet_A4.pdf
https://www.macmillan.org.uk/_images/ten-tips-advance-care-planning_tcm9-300169.pdf
http://www.cheshire-epaige.nhs.uk/document-library/?top-category=advance-care-planning-dnacpr
https://www.rcgp.org.uk/clinical-and-research/resources/a-to-z-clinical-resources/daffodil-standards/end-of-life-care-quality-improvement-resources.aspx
https://youtu.be/E2imT3pabBo
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SCRIPT TO SUPPORT GP PRACTICE STAFF WITH TELEPHONE INVITATION TO PATIENTS IDENTIFIED USING THE EARLY SEARCH TOOL

1. Hello, | am [your name] calling you from [the GP practice name]. ‘Please may | speak with [patient name]?’ If Yes go to 3

2. If No:
. Tryto establish why it isn’'t possible to speak to the patient ( lack of capacity, non — English speaker etc)
.  Continue conversation with patients’ nominated representative or arrange another time

3. | am inviting you to make an appointment to create a personalised care plan
This would be an opportunity to discuss your current conditions and future care, your wishes and preferences and a plan

of care for emergency situations.
Please may | book you an appointment? If No go to 5

4. If Yes:

Book appointment with appropriate GP practice colleague

Do you require an interpreter ?

Would it be helpful for us to send you some information about the appointment?
Please be advised you can bring anyone you wish to the appointment to support you

5. If No:
« Please may | ask the reasons why you have refused?
« Could I send you further information about this opportunity?
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PRACTICE LETTER TO INVITE PATIENTS FOR PERSONALISED CARE PLANNING
Insert GP practice details

Insert date
Dear Insert patient name,

You have been identified from our records as someone who is eligible to make a *Insert name of local EPaCCS* urgent
care plan. | am writing to invite you to make an appointment to discuss your wishes and your concerns.
This appointment will include discussion of the following, with a healthcare professional:

. Your condition(s) and future care

. Your wishes and preferences

. Plan of care in an emergency
situation

A patient leaflet with more information on Insert name of local EPaCCS is included.

If you would like, you can develop your care plan by completing the Insert name of local EPaCCS template
included with this letter. You can find more information about Insert name of local EPaCCS via: ******

You are welcome to bring family member(s) or carer(s) to the appointment.

Yours sincerely,
Insert Name
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SHARING INFORMATION

0 Communication with the patient and their family

0 Assessing mental capacity

0 VIDEO - Capacity and information sharing

0 Information governance for sharing information 1 apply local processes and share through established

methods
0 EPaCCS Patient Information Trifold
0 Input patient’s wishes, clinical recommendations and other important information on local EPaCCS system



https://www.coordinatemycare.co.uk/joining-cmc/
https://www.youtube.com/watch?v=kydlQrbyId0&feature=youtu.be
http://www.cheshire-epaige.nhs.uk/wp-content/uploads/2020/06/EPaCCS-Patient-Information-trifold-V1.4-reviewed-June2020.pdf
http://www.cheshire-epaige.nhs.uk/wp-content/uploads/2020/05/The-MCA-requirements-for-clinical-decsions-regarding-treatement-and-care.pdf
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POTENTIAL SNOMED CODES THAT CAN BE USED TO DOCUMENT PERSONALISED CARE AND SUPPORT PLANNING

There is no specific preferred codes for GP IT systems to document a personalised support care plan . The below are

options of SNOMED codes you may wish to use following discussion with your local system .

end of life care register

Task SNOMED Description SNOMED Code
To document completion of Personalised | Has anticipatory care plan 792871000000101
Care Planning
Advance care planning 713603004
Documentation on EPaCCs system Coordinated support plan 376531000000105
Consent given for sharing end of life care
coordination record (finding) 882921000000109
Task SNOMED Description SNOMED Code
Consider if appropriate to add patientto |\ .4 o jife care register 526631000000108
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REVISITING & REVIEWING

It is important that care plans remain relevant and up to date to support patient's preferences and wishes. Monthly or
quarterly Palliative and supportive care meetings are a good opportunity to revisit and review a patient's care plan.

« Top tips guide | click here for-EARLY TOP TIPS i i Click here for— EARLY TOP TIPS Additional Information i
« VIDEO (RCGP) - How to undertake a retrospective death audit and interpret an initial baseline
audit

«  3-6 month re-running of the EARLY search tool
. Collating and reviewing patient feedback



https://www.youtube.com/watch?v=4cEDTK5_USU&feature=youtu.be
http://www.cheshire-epaige.nhs.uk/wp-content/uploads/2020/06/EARLY-TOP-TIPS-NWCSCNEI1-V1.4-reviewed-June-2020.pdf
http://www.cheshire-epaige.nhs.uk/wp-content/uploads/2020/06/EARLY-TOP-TIPS-additional-information-v1.4-reviewed-June2020-NWCSCNEI2.pdf
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SUGGESTED QUESTIONS FOR PATIENT FEEDBACK QUESTIONANAIRE

1. How did you feel about being contacted by your GP Practice to talk about your care plan?
2. How helpful did you find discussing your care plan (1= not helpful to 10= very helpful)

3. Were you and/or family member involved as much as you would like to be in decision about your

future care and treatment when you saw your GP today (or appointment day)

4. Has having this discussion about where you want to receive your future care changed your
thoughts?

5. Do you think your wishes, cultural, humane and religious needs have been adequately covered in
these discussions?

6. Did you receive a copy of your care plan?
7. Is there anything that you feel that could have been done better?
8. Any other comments and suggestions (you think would be useful for improving the service):
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HEALTH INEQUALITIES

Everyone deserves high quality and compassionate care that meets their individual needs and responds to their wishes and choices in the last

years, months and days of life. In order to address inequity, it is not enough to improve quality of care for the majority. Those living with health

inequalities have unique needs and considerations which must be identified and addressed during personalised care planning. Below are some
key resources.

NHSE- RADIANT ACP guide for Pathways & The Faculty for Homeless and NHSE- dementia ACP guide
ith i isabili Inclusion Health: Palliati

people with intellectual disability nelusion Health: Palliative Care Public Health England- Faith at end of life
Dying matters- EOLC for adults with LD Homelessness and Inclusion Health Care Committed to Me—Improving End of Life

— ; Standards for commissioners and service Care for Gypsies and Travellers, LGBT people
\I/\lv::hs II_-DAchlevmg quality EOLC for poeple providers: Palliative Care and people experiencing homelessness

Dying Well Ambitions for Palliative and EOLC 2 edition@]

Macmillan- Easy Read Booklets for people
with LD Dying Well in Custody Charter fj
Palliative care for people with LD _I?g;r:g@Well in Custody Seli-Assessment

NHSE- Nottinghamshire and Sherwood
Forest Hospitals NHSFT Resource Pack

Mencap- Hospital Passport



http://radiant.nhs.uk/uploads/2/7/2/5/27254761/ravi_et_al__2020__end_of_life_and_palliative_care_guidance_on_covid-19_and_intellectual_disability.pdf
http://radiant.nhs.uk/uploads/2/7/2/5/27254761/ravi_et_al__2020__end_of_life_and_palliative_care_guidance_on_covid-19_and_intellectual_disability.pdf
https://www.dyingmatters.org/page/people-learning-disabilities
https://webarchive.nationalarchives.gov.uk/20160805140351/http:/www.nhsiq.nhs.uk/resource-search/publications/eolc-rts-learning-disabilities.aspx
https://webarchive.nationalarchives.gov.uk/20160805140351/http:/www.nhsiq.nhs.uk/resource-search/publications/eolc-rts-learning-disabilities.aspx
https://be.macmillan.org.uk/be/s-428-easy-read-titles.aspx?_ga
https://be.macmillan.org.uk/be/s-428-easy-read-titles.aspx?_ga
http://www.pcpld.org/links-and-resources/
https://www.bild.org.uk/wp-content/uploads/2020/01/Improving-End-of-Life-Care-for-LD-Jan-2019-FINAL-1.pdf
https://www.bild.org.uk/wp-content/uploads/2020/01/Improving-End-of-Life-Care-for-LD-Jan-2019-FINAL-1.pdf
https://www.mencap.org.uk/advice-and-support/health/health-guides
https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/496231/Faith_at_end_of_life_-_a_resource.pdf
https://www.hospiceuk.org/docs/default-source/Policy-and-Campaigns/briefings-and-consultations-documents-and-files/care_committed_to_me_web.pdf?sfvrsn=0
https://www.hospiceuk.org/docs/default-source/Policy-and-Campaigns/briefings-and-consultations-documents-and-files/care_committed_to_me_web.pdf?sfvrsn=0
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Sue Ryder
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Ambitions for Palliative and End of Life Care

Foreword

“How we care for the dying is an indicator
of how we care for all sick and vulnerable people”
[National End of Life Care Strategy 2008)

Death and dying are inevitable. Palliative and end of life care must be a priority. The quality
and accessibility of this care will affect all of us and it must be made consistently better for all
of us. The needs of people of all ages who are living with dying, death and bereavement,
their families, carers and communities must be addressed, taking into account their priorities,
preference and wishes.

As people, professionals and local leaders within the health and social care system and our
communities, we must commit to these ambitions and to the framework that will enable their
delivery. In 2015 we published the Ambitions for Palliative and End of Life Care: A national
framework for local action, building on the 2008 Strategy for End of Life Care. We now
publish a refresh of the Ambitions Framework and a reminder that more must be done. Today
we are on the cusp of more change to our health and care systems that offer great
opportunity to work ever more collaboratively to improve palliative and end of life care for all.
Our collective experience of, and learning from, the COVID-19 pandemic have taught us that
we must re-double our efforts to focus on personalised palliative and end of life care, to
improve support for people of all ages including those bereaved, and to drive down health
inequalities. Nobody must get left behind.

We need a collective response. The will, determination and innovation of organisations
working collaboratively to find new ways of delivering better will, and must, make a difference.
The essential challenge is to learn how to work together, collectively and differently to
achieve these ambitions. It is up to us. Palliative and end of life care requires collaboration
and cooperation to create the improvements we all want. This is the approach we have used
in our own growing Partnership of organisations representing health and social care, statutory
and voluntary bodies, and people with personal and professional experience, speaking with
one voice.

Health and social care are equal partners in this endeavour. Cross-organisational
collaboration is vital to design new ways of working that will enable each community to
achieve these ends. These systems must reach out beyond the usual networks of
organisations and communities to call upon contributions, ideas and actions from a wider
spectrum of people. We need integrated health and social care systems that work with
people, as well as for people.





Ambitions for Palliative and End of Life Care

We live in a world where improvements no longer come about as a consequence of central
direction. It is local leadership, in all that local leaders do, say and exemplify, that is vital to
finding new ways of organising care and support for people.

We specifically require local professionals and local leaders to act. The proposed Integrated
Care System Health and Care Partnerships offer a timely and welcome foundation for
palliative and end of life care. The job of local leaders is to lead and coordinate a process for
working towards these ambitions, a process that is open, transparent and effective.

As a Partnership we are committed to act, help and support, both as individual organisations
and by working together. This is the start of our collective engagement to turn ambitions that
should by now have been standard, into a reality for all.

Our leadership, engagement and will, within and beyond the Partnership, are the most
important mechanisms for change. They will all be needed if we are to create the care that we
ourselves desire and should feel obligated to create for everybody.

:\-- ’/.-

Professor Bee Wee CBE Adrienr_1e Bettg_ley John Powell MBE
Co-Chair, Ambitions Co-Chair, Ambitions Policy Lead for End of Life

Partnership, Strategic

Partnership, : _ Care
National Clinical Director Advisor for End of Life Association of Directors of

. Care Macmillan Cancer . .
for End of Life Care, NHS Support Adult Social Services
England and NHS
Improvement





Ambitions for Palliative and End of Life Care

Introduction

In 2008 the first national strategy for end of life care in England galvanised the health and
social care system with three key insights: that people didn't die in their place of choice;
that we needed to prepare for larger numbers of dying people; and that not everybody
received high- quality care. 'Some people experience excellent care in hospitals;
hospices; care homes and in their own homes. But the reality is that many do not'.

Since then other nation specific strategies and reports have followed. These have
encompassed all ages, all four nations and all conditions. New care processes have
been developed. New indicators of quality have been set. New systems for scrutiny have
been devised. New systems for funding are under development. Investment and
innovation has led to significant progress particularly in reversing the long term increase
in the numbers dying in hospital. The variation in the quality of care at the end of life
continues to be a point of national debate.

Cumulatively the weight of independent reviews, system-wide alliances, the Health &
Social Care Select Committee, the Health Ombudsman, the work of national charities
and the government's own priorities for the NHS, have brought reflection and urged
change. It is important to emphasise that while death may not be a failure, poor care is.
Access to good palliative and end of life care should be seen as an essential human
right.

We are a broad Partnership of national organisations with a deep commitment to
improving end of life care in our country. We understand the powerful descriptions of only
partial success, and recognise that the experience of good care if often patchy when it
must be universal. Since we came together to publish the Ambitions for Palliative and
End of Life Care: A national framework for local action 2015-2020, more national
organisations have joined our Partnership. We are determined to pursue this joint
commitment to make sure that person centred care is reflected in everything we do. The
Framework continues to be used to benchmark services, develop local strategies and
plans, support business cases and help shape learning and development offers. This is
still work in progress, there is momentum behind it and only a light refresh of the
Framework is required.

The COVID-19 pandemic has highlighted the value of palliative and end of life care
practitioners and the power of palliative and end of life care services working
collaboratively across all boundaries. It has also shone a spotlight on the gaps and
weaknesses that need to be addressed collectively if we are to achieve our Ambitions.
We are determined to embrace this challenge.

The NHS Long Term Plan commits to improving personalised palliative and end of life
care for people of all ages and to address health inequity. The Local Government
Association and Association of Directors of Adult Social Services’ guide emphasises the
role of councils in this important area. The Government’s white paper on Integration and
Innovation signals support for an integrated approach to health and care, based on local
leadership, service delivery and accountability. This integrated, place-based system
approach is ideal for our continuing efforts to drive improvements in palliative and end of
life care. Such action must be focused around the individual and those important to them,
and has to be locally led and delivered, supported by us all across every community.
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This opportunity must be grasped.

We are sharing this refreshed framework for
action with local leaders in every community
whether they work in the statutory, private or
voluntary sectors. We expect them to plan
and act, using this framework, so that these
ambitions can be brought into reality. Local
organisations including Primary Care
Networks, Clinical Commissioning Groups,
Local Authorities and in particular, Health
and Wellbeing Boards, Sustainability &
Transformation Partnerships and Integrated
Care Systems are well placed to convene,
activate and coordinate this local leadership.
We want our ambitions to become their

ambitions.

About our ambitions

The format is straightforward. We present
our overarching vision and the six
ambitions that we want to see achieved.
We know that to succeed we must inspire
a wide range of professionals and
organisations to accelerate the pace of
improvement. As individual organisations
we are all committed to supporting this
work and will be reviewing progress as
well as using our own influence to bring
about change.

For each ambition we summarise what we
already know. We do not offer a systematic
literature review but we give the references
necessary to demonstrate the weight of
agreement. It is not a lack of knowledge
that is inhibiting our collective efforts;

it is about the will and priority that must
be given to applying that knowledge in a
focused and purposeful way.

For each ambition we identify what is
needed to realise that ambition. These are
the foundations and building blocks which
local health and social care leaders can
use to build the accessible, responsive,
effective, and personal care needed at the
end of life.
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About The National
Palliative and End of Life
Care Partnership

The National Palliative and End of
Life Care Partnership is a group of
national organisations with experience
of, and responsibility for, end of life
care. Its members have come together
to produce a framework to improve
palliative and end of life care in our
country and have agreed to work
together and with others to realise our
ambitions. Its members are: Age UK;
Association for Palliative Medicine;
Association of Ambulance Chief
Executives; Association of Directors of
Adult Social Services; Association of
Palliative Care Social Workers;
Association of Chartered
Physiotherapists in Oncology and
Palliative Care; Association of
Supportive and Palliative Care
Pharmacy; British Geriatric Society;
British Lung Foundation; Care Quality
Commission; College of Health Care
Chaplains; General Medical Council;
Health Education England; Hospice
UK; Local Government Association;
Macmillan Cancer Support; Marie
Curie; Motor Neurone Disease
Association, National Bereavement
Alliance; National Care Forum;
National Palliative Care Nurse
Consultants Group; National Voices;
NHS England and NHS Improvement;
Patients Association; Public Health
England; Queen's Nursing Institute;
Royal College of General Practitioners;
Royal College of Nursing; Royal
College of Occupational Therapists;
Royal College of Physicians; Social
Care Institute for Excellence; Sue
Ryder and Together for Short Lives.

This statement of our collective

ambition represents the start of our work.
Each member of the Partnership will
respond to this statement of intent by
developing their own actions and
commitments to improve care.

We invite you to make this vision and these
ambitions your own and become part of
this "coalition of the willing™?. Ultimately,
there is nothing we can do to avoid death
but we believe we can work collectively

to make the care that surrounds that
inevitability as good as possible, for all.






End of life care is care that affects us all, at all ages, the living, the dying and the
bereaved. It is not a response to a particular illness or condition. It is not the parochial
concern of a particular group or section of society.

When it comes to death the statistics are stark. 100% of us will die. The question is what
are we all going to do about that? How are we going to create confidence in the care that
we may need? And how do we promote the wellbeing of those living with loss?

We cannot defeat death. However, we can change the way we talk about dying, death and
bereavement and prepare, plan, care and support those who are dying and the people
who are close to them. We must strengthen and improve our ability to provide care
whatever the circumstances of our dying.

Reports and investigations too frequently identify poor care!® 1! 13.14.15.18,

The consistency of their critique tells us that we have a collective responsibility to do
better'???. With a rapidly ageing society and changing patterns of illness many more
people will live with long term conditions. Each year more of us will die and many more
of us will face the challenges of dying, death and bereavement®3'. We also know that
more children are living with complex life-limiting illness with huge caring
responsibilities placed on their families®. Now is the time for shared ambition and
urgency.

Our vision for the many living with the foreseeable prospect, and consequence, of
death, dying and bereavement draws upon the wishes of those with experience and
seeks to ensure a personal experience of life that is as good as possible®.

‘I can make the last stage of my life as good as possible because everyone
works together confidently, honestly and consistently to help me and the
people who are important to me, including my carer(s].?"

For some, this is an apt description of how the system provides for them. For too
many, it just doesn’t match their experience. This should and does frustrate us. Our
goal is to make this experience a consistent reality for all.

As organisations with experience of, and responsibility for, palliative and end of life
care we have made a collective decision to act together to do all we can to achieve for
everyone what we would want for our own families. We have worked to distil what is
important and to grasp the opportunity created by the drive for more integrated care to
provide a framework for change.

We need to break the cycle of reports asking for change. Our approach has to be
different. We propose resetting our sights on six positive ambitions for palliative and
end of life care. By setting out a framework for local action we want to create a new
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impetus for better care. We also identify
the eight foundations that underpin and
are required to bring about this
improvement. Different individuals and
organisations can lay these foundations,
either on their own or collectively.

These ambitions will guide us all on the
next stage of our collective endeavour.
That they are achievable makes us
optimistic. We must be constantly
restless until we can demonstrate that
they are secure.

Our six ambitions

Each of our six ambitions includes a
statement to describe the ambition in
practice, primarily from the point of view
of a person nearing the end of life.
Although we have focused on the
experience of the dying person, our
concern is broader. Each statement
should also be read as our ambition for
carers, families, those important to the
dying person, and where appropriate for
people who have been bereaved.

The need for honest conversation and the
importance of joined up care are as
important for carers and families as
individuals. The need for support from,
and for, empathetic and competent health
and care staff is as important for carers,
families and those who are bereaved, as
it is for the dying. As is the help that can
be given by the communities of which we
are part.

We need to have a nation where each
death matters. This means extending
our concern beyond the care required
by those living with predictable life-
shortening illness, to ensure a better
response from the health and care
system and from society, to sudden,
unpredictable or very gradual dying.
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Each person is seen as an individual

I, and the people important to me, have opportunities to have honest,
informed and timely conversations and to know that | might die soon.

[ am asked what matters most to me. Those who care for me know that
and work with me to do what's possible.

Each person gets fair access to care

['live in a society where | get good end of life care regardless of
who | am, where | live or the circumstances of my life.

Maximising comfort and wellbeing

My care is regularly reviewed and every effort is made for me to have
the support, care and treatment that might be needed to help me to be
as comfortable and as free from distress as possible.

Care is coordinated

I get the right help at the right time from the right people. | have a team
around me who know my needs and my plans and work together to
help me achieve them. | can always reach someone who will listen and
respond at any time of the day or night.

All staff are prepared to care

Wherever | am, health and care staff bring empathy, skills and expertise
and give me competent, confident and compassionate care.

Each community is prepared to help

['live in @ community where everybody recognises that we all have a role
to play in supporting each other in times of crisis and loss. People are
ready, willing and confident to have conversations about living and dying
well and to support each other in emotional and practical ways.
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When the end of life is in sight everybody
should have the care and support to
enable them to live to the end in the best
way that they can.

National Voices, the National Council for
Palliative Care and NHS England have
produced a clear description of this
vision in ‘Every Moment Counts: A
narrative for person centred coordinated
care for people near the end of life'?.

“I can make the last stage of my

life as good as possible because
everyone works together confidently,
honestly and consistently to help me
and the people who are important to
me, including my carer(s).”

This statement was created with
extensive input from the widest range of
individuals and organisations. It is based
on existing literature, bespoke research
and the engagement of people with
experience. It has clarity and authority.

To realise our vision we have identified
eight foundations that need to be in place
to achieve our ambitions. They are
necessary for each and underpin the
whole.

These foundations are the pre-conditions
for delivering the rapid and focused
improvement that our Partnership seeks.
For us they are the starting point from
which our new and collective endeavour
must be built.

Everyone approaching the end of life
should be offered the chance to create a
personalised care plan. Many people
with long term conditions or complex
needs will already have a care plan and
this should be updated to reflect their
changing needs. Although participation
must be voluntary, the opportunity for
informed discussion and planning should
be universal. These discussions should
be between the person nearing the end
of life, those important to them (as they
wish) and their professional carers.

The potential elements of the plan
should be broad. It should allow people
to express their preferences for care
and set personal goals for the time

they have left. The offer should include
the possibility of recording preferences
that might guide others if the person
were to lose the mental capacity to
make their own decisions (advance care
planning). However, the offer should
also encompass the chance to appoint

a person with lasting powers of attorney
or allow the person to trust their
professional carers to act in their best
interests. Such conversations must be
ongoing with options regularly reviewed,
revisited and revised.





To ensure the plan can guide a person
centred approach, it has to be available
to that person, so that they can review,
change and update it themselves.
Subject to that person’s consent, or, if
they lack mental capacity, in their best
interests, the plan should also be shared
with all those who may be involved in
their care. All electronic systems for
sharing health related preferences must
encompass the recording and sharing of
preferences at the end of life. There
should be ambitious local targets for the
rollout of systems for sharing digital
records. These targets should help
ensure that the opportunity to have
preferences recorded and shared is offered
to an increasing number of people with
non-malignant diseases. The widespread
use of electronic systems should be
encouraged across health and social care
providers in the statutory, voluntary and
private sector. This will require support
for, and investment in, the use of IT.

To ensure a better response to dying,
death and bereavement, the local
organisations that give care need
accurate and up to date information that
can help them improve services. Service
providers across all sectors, as well as
the professionals who work within them,
should participate in national initiatives to
collect comprehensive, robust and
anonymous data. These data should
inform judgements about the quality and
the accessibility of services, and support
quality improvements. All those who are
part of the local health and social care

system that cares for the dying and
bereaved should also seek to sensitively
collect and use a wide range of
information so that they can assess
progress towards our ambitions.
Palliative and end of life care
organisations need to take data
seriously, become data literate and
invest in collecting and using data.

This should include seeking insights
from the people to whom they give care
and those who are important to them.
Those who provide services at the end of
life should also regularly contribute to
research as well as assessing and
applying the growing evidence base
arising from research into the most
effective and innovative ways of ensuring
a high quality service for all. Those who
fund research must be cognisant of the
need for strengthening the evidence base
for palliative and end of life care.

Good palliative and end of life care
includes giving care and support to
families, friends, carers and all those
who are important to the dying person.
This must encompass good bereavement
and pre-bereavement care, including for
children and young people. It must also
respond to the needs of those who are
affected by death caused by sudden
illness or trauma, including suicide. As
well as caring for them as individuals
who are facing loss and grief, there
needs to be recognition and support for
their role as part of the person’s caring
team, if they and the dying person wish
them to be regarded in that way.
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5. Education and training

Every professional needs to be
competent and up to date in the
knowledge and practice that enable them
to play their part in good end of life care.
It is vital that every locality and every
profession has a framework for their
education, training and continuing
professional development, to achieve and
maintain this competence. That
framework must allow expertise and
professionalism to flourish in the culture
of every organisation and every caring-
contact. It should offer practical
examples of how care can be delivered in
a way that is tailored to the person. If our
ambitions are to be achieved there must
be a consistent and common use of such
educational resources for palliative and
end of life care. The Local Education and
Training Boards must support
educational and service providers to use
to their full potential the opportunities
for learning and development that exist
locally, and where needed to develop new
opportunities.

6. 24/7 access

Every person at the end of life should
have access to 24/7 services as needed
as a matter of course. The distress of
uncontrolled pain and symptoms cannot
wait for ‘opening hours’. This is a
necessary system-wide expectation and
good end of life care cannot be achieved
without it. All commissioners and
providers have to engage in defining how
their services will operate to ensure expert
responsiveness to needs at any time of
day and night.

7. Co-design

Systems of end of life care are best
designed in collaboration with people
who have personal and professional
experience of palliative and end of life
care. Organisations that provide care
should have these connections and
clinicians will have valuable day-to-day
relationships with patients and relatives.
Many local and national voluntary
organisations are built on the experience
of such people and service providers will
find they have similar aspirations to
many of these organisations. New
partnerships will create the new impetus
for developing the care that people need
at the end of their life. All health and
social care systems should involve
people who have personal experience of
death, dying and bereavement.
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8. Leadership

The leadership of CCGs and Local
Authorities and, in particular Health and
Wellbeing Boards, is needed to create the
circumstances necessary for action. In
our vision, these bodies will come to a
local arrangement where there is clear
responsibility either from one
organisation or a number of
organisations, to oversee the process.
This would include identifying the local
work needed to bring these ambitions into
place, such as driving forward the use of

Personalised Evidence and
24/7 access

Education

personal budgets and working to support
cross-organisational leadership and
collaboration. It would mean championing
an approach to commissioning that is
collaborative, population based and
proactive, and supporting the work of
those who promote the public discussion
of dying, death and bereavement. Clinical
leadership must be at the heart of
individual service provider organisations
and is vital to ensuring that each person
receives the care they need at the

right time.

Those important to
the dying person

Co-design Leadership

and training

Foundations for the ambitions
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Ambition One:
Each person is seen as an individual

I, and the people important to me, have opportunities to have honest, informed and timely
conversations and to know that | might die soon. | am asked what matters most to me.
Those who care for me know that and work with me to do what's possible.

What we already know

® Having our personal needs and wishes ignored or overridden is a deeply rooted fear
for those who are dying, their families, and the many people who are carers, as well
as those who have been bereaved®.

® We know that much about recognising dying and impending death is uncertain and
challenging. However, timely identification and honesty where there is uncertainty is
key to the quality of care - all else follows®.

® We know that despite the difficulty that can be associated with talking about death,
people want repeated opportunities to consider whether to engage in such honest
conversations about their future''.

® We know that people want to be involved in their care, and should be given all the
information, advice and support they need to make decisions about it'0 '35 3¢.37.38.83

® We know that with effort, collaboration and system leadership health and social
care can be designed around the wishes of the person approaching death®.

® We know that asking, recording and working to support choices requires those who
lead organisations and the care professionals who work in them to be innovative in
how to enable choices to be met, particularly within resource constraints''.

The building blocks necessary to realise our ambition
Honest conversations

Everybody should have the opportunity for honest, sensitive and well-informed
conversations about dying, death and bereavement, whether they are the person dying,
their family, their carers or those important to them. We recognise that the ‘when’ and
‘how’ of such conversations need to take account of the preparedness and the
perspective of the individual nearing the end of their life. However, professionals have to
be sure that opportunities for honest and sensitive conversations about the future are
clearly offered. Where possible these offers to talk should be early enough to enable
people to reflect on their circumstances, to adapt and to plan. All local and national
organisations with responsibility for the care of dying people should use their
leadership to promote and encourage these conversations and to take steps to break
down barriers about how dying, death and bereavement are discussed.

18





Systems for person centred care

Effective systems for person centred care need to encompass: systematic ways of
reaching people who are approaching the end of life, effective assessment as well as
effective decision making support, care coordination, care planning, and care delivery.
It also requires effective ways of managing the timely and sometimes repeated input of
Specialist Palliative Care services or dedicated children’s palliative care services, when
needed. Such systems should identify the goals of the person nearing death. Part of
the approach should include the appropriate use of person centred tools to measure
the quality and impact of care on the dying person within the context of local audit and
reflection. We urge local health and care systems to adopt such approaches.

Clear expectations

People should know what they are entitled to expect as they reach the end of their
lives. Those who commission local systems of care should tell people what they might
reasonably expect of their health and care services as they approach death, and make
sure this is publicised. This should include services to help people who are bereaved.
This must be informed by the obligations and the legislation under which they act as
well as the guidance from NICE. There is a significant and welcome shift towards
recognising the importance of person centred care. In our view, making sure people
are clear about what they can expect is crucial to enabling person centred care.

Access to social care

People must be supported with rapid access to needs-based social care. The reality of
care at the end of life is that it encompasses what professionals see as a mix of
‘health” needs and ‘personal and social care’ needs. Expertise in both is important for
the best clinical assessment of need and the best delivery and management of hands-
on care, in the right environment, right through until death. National and local
statutory and voluntary organisations must find ways of working together to deliver all
the personal care, health care and social care that people need to live their last days,
weeks, months and years as well as possible.

Helping people take control

Helping people take control at the end of their life should be our goal. Although people
can be vulnerable and less resilient as they die, this must not become a reason for not
helping people to have control where possible, or at least supporting people to retain
as much control as they wish to have. National and local organisations should see
personal budgets and integrated personalised commissioning as potentially powerful
tools for enabling the delivery of tailored and personal care for many more people.
Education and training on the application of these tools should be widespread, as they
can ensure that an improvement in personalised care is put at the heart of local plans.

Integrated care

Creating the individual person centred care that is at the heart of our ambitions means
ensuring palliative and end of life care is part of the new models of integrated health
and social care. Such systems are being promoted, supported and developed across
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the NHS, the voluntary sector and the wider health and social care system over the
next 5 years. We urge national and local organisations to use the planning guidance for
the Better Care Fund and the Five Year Forward View. We also suggest they look at the
Association of Directors of Social Services’ proposals for the Next Five Years alongside
a range independent reports and recommendations, many of which support plans for
this integrated and personalised offer of holistic care, for every individual.

Good end of life care includes bereavement

Caring for the person as an individual means understanding and bringing sensitivity to
the need to support their unique set of relationships with family, friends, carers, other
loved ones and their community. Providers of palliative and end of life care must seek
to support this network by helping them to help the person who is dying. Such help
includes supporting them in their own preparation for bereavement. This support must
be available, sensitive and tailored to the context of their own needs, and their individual
lives. This obligation extends to the care that is needed in response to sudden death
and suicide where good end of life care encompasses support to help people manage
the impact of such unexpected or traumatic death on those who are bereaved.

Building blocks at a glance

Honest conversations Systems for person centred care

Effective systems need to reach people who are
approaching the end of life, and ensure effective
assessment, care coordination, care planning and
care delivery.

Clear expectations Access to social care

People should know what they are entitled to People must be supported with rapid access to
expect as they reach the end of their lives. needs-based social care.

Helping people take control Integrated care

Personal budgets and integrated personalised
commissioning are some of the potentially
powerful tools for delivering tailored and personal
care for many more people.

Everybody should have the opportunity for honest
and well-informed conversations about dying,
death and bereavement.

End of life care is part of new models of integrated
health and social care being promoted across the
health and social care system.

Good end of life care includes bereavement

Caring for the individual includes understanding the need
to support their unique set of relationships with family,
friends, carers, other loved ones and their community,

including preparing for loss, grief and bereavement.
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Ambition Two:

Each person gets fair access to care

I'live in a society where | get good end of life care regardless of who | am, where [ live or the
circumstances of my life.

What we already know

® People from black and minority ethnic (BAME) communities and deprived areas
report a poorer quality of end of life care®® 42, similarly those who are living with
non-malignant illnesses, people living in more deprived areas®, the homeless* * or
imprisoned* “’, and those who are more vulnerable or less able to advocate for their
own care®.

® The quality of end of life care is poorer and harder to access for people who live in
very rural or other isolated areas®.

® There remain unacceptable inequities and inequalities in access to palliative
and end of life care particularly for those with learning disabilities, dementia and
non-malignant long term conditions®®>". There is a collective responsibility on all of
those involved in the commissioning and provision of end of life care to put this right”.

® There are unacceptable variations in aspects of palliative and end of life care such
as access to pain control, related to different care settings® 22°".52,

The building blocks necessary to realise our ambition

Using existing data

Local end of life care organisations must use aggregate data to understand and
remedy the partial reach of their services. Data collected by a range of organisations:
the National Council of Palliative Care; the National End of Life Care Intelligence
Network; Together for Short Lives as well as the Association of Directors of Social

Services, can be used to shape the local plans that are needed to ensure fairness in
care for those facing the last stage of their lives.

Community partnerships

Dying, death and bereavement affects everyone, so everyone must be able to get care
that works for them personally, for their family and carers and for their communities.
Local plans should include the development of community partnerships between
different faith groups and cultural communities, as well as the diverse organisations
that support children and young adults, people living with different life shortening
illnesses, and those managing the difficulties of older age.
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Individual organisations and local systems of care should engage with initiatives to
generate much more robust and useful statistical data. A national data collection that
records anonymised individual outcomes for a wide range of groups is vital. These data
can inform local and national progress, can drive organisational strategies and guide
care. Their utility far outweighs the burden of data collection and has multiplying
positive impact.

Generating new data

Unwavering commitment

To achieve equity in access and responsiveness requires unwavering commitment.
Local systems of care must demonstrate progress and establish accountability
mechanisms to ensure this ambition is kept at the centre of the day-to-day
organisation and delivery of care. This should be backed up by local contracts that
embed evidence-based measures of equity in provision.

Population based needs assessment and commissioning

Locally, Health and Wellbeing Boards should lead the development of population based
needs assessment for end of life care services. Commissioners and providers will need
to demonstrate that this assessment has influenced their organisation of care and
demonstrate outcomes to illustrate increasingly equitable outcomes.

Indeed when commissioning services, organisations should take into account the
duties placed on them under the Equality Act 2010 with regard to reducing health
inequalities, as well as duties under the Health and Social Care Act 2012. Service
design and communications should be appropriate and accessible to meet the needs
of diverse communities.

Person centred outcome measurement

National as well as local organisations have to find effective systems to embed this
ambition into the incentives that shape organisational and professional actions -
including the comprehensive use of person centred outcome measures. Such
measures should be used to hold all services to account. With independent analysis of
a consistent anonymised data set, improvement can be tracked and regulatory actions
taken to ensure all providers are enabling fair access to care.
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Building blocks at a glance

Using existing data Community partnerships

Local plans should include partnerships between
different faith groups and cultural communities,
as well as the diverse organisations that support
children and young adults, people living with
different life shortening illness, and those
managing the difficulties of older age.

Generating new data Unwavering commitment

Local end of life care organisations must use
aggregate data to understand and remedy the
partial reach of their services.

Individual organisations and local systems of care To achieve equity in access, provision and
should engage with initiatives to generate much responsiveness requires unwavering commitment.
more robust and useful statistical data. This can This should be backed up by local contracts

guide care, drive organisational strategies and that embed evidence-based measures of equity
inform local and national progress. in provision.
Locally, Health and Wellbeing Boards should The comprehensive use of person centred outcome
lead the development of population based measures will enable services to be held to account.
needs assessment for end of life care services. With independent analysis of a consistent data set,
Commissioners and providers need to use this to improvement can be tracked and regulatory actions
influence their organisation of care so that they can taken to ensure all providers are enabling fair
demonstrate increasingly equitable outcomes. access to care.
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Ambition Three:
Maximising comfort and wellbeing

My care is regularly reviewed and every effort is made for me to have the support, care and
treatment that might be needed to help me to be as comfortable and as free from distress
as possible.

What we already know

® Many people approaching death are fearful of being in pain or distress®. Dying and
death can be powerful sources of emotional turmoil, social isolation and spiritual or
existential distress®.

® We know that distress from pain and symptoms can be relieved with expert
palliative care and that inadequate and misguided clinical interventions are features
of patients” and their families” poor experiences'® 4%,

® We know that access to good and early palliative care can improve outcomes for life
expectancy as well as improve the quality of life®.

® A comfortable death can help those who are bereaved to adjust to their loss in ways
that secure their future health and wellbeing®”% .

The building blocks necessary to realise our ambition
Recognising distress whatever the cause

Many people with life shortening illness will experience some distress at some point,
whether this is related to physical, psychological, emotional, social or spiritual
reasons, or a combination of these. The distress may be related to the disease,
treatment or the consequences of the illness or condition on the person, their life and
those close to them. Promptly recognising, acknowledging and working with the
person to assess the extent and cause of the distress, and considering together what
might be done to address this is important. This must be available in every setting.

Skilled assessment and symptom management

Poorly controlled symptoms will dominate thoughts and feelings and prevent people
addressing the things that are important to them. Attending to physical comfort, pain
and symptom management is the primary obligation of clinicians at this time of a
person’s life and their skills and competence to do so must be assured and kept up to
date, commensurate with their role and level of responsibility. Decisions about plans
for symptom management and comfort measures that have been agreed between the
attending clinician and person must be shared as appropriate with relevant others, and
reviewed and updated regularly and shared with those providing care. Skilled
assessment and an understanding of what matters most to the person will assist
symptom management decisions.
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Bringing comfort has to include managing physical pain and symptoms but must also
encompass and seek to alleviate all the different forms of distress. The experience of
suffering associated with physical symptoms may be exacerbated, or sometimes
caused, by emotional or psychological anguish, or social or spiritual distress.
Addressing this requires professionals to recognise, understand and work to alleviate
the multidimensional causes of such suffering. Attending to all sources of pain has
to underpin efforts to ensure that our care is effective in alleviating distress

wherever possible.

Addressing all forms of distress

Priorities for care of the dying person

People approaching death should expect local systems to accord with the five priorities
for care identified by the Leadership Alliance for the Care of Dying People. This should
include developing individualised plans of care that include explicit consideration of
food and drink, symptom control and the provision of psychological, social and spiritual
support. Policies to ensure these priorities are addressed need to be in place wherever
someone may be dying.

Specialist palliative care

People approaching the end of life should have access to Specialist Palliative Care
when this is needed. Specialist Palliative Care staff should be able to demonstrate how
they have met the duties upon them to develop the capability of generalist staff to
understand and support the physical and psycho-social needs of dying people. This
should include a clear understanding of how to access medicines, equipment and
expert advice as part of the rapid response to changing needs.

Rehabilitative palliative care

All members of the health and social care team should work collaboratively to
maximise the person’s independence and social participation to the extent that they
wish, even while acknowledging the inevitability of death. This includes working with,
and supporting, the person, their carers and those involved in helping them to achieve
their personal goals. All the local and national organisations that play a role in shaping
care for long term conditions, frailty at any age, and care of older people, should
ensure this rehabilitative approach. This should include a realistic assessment of the
needs that people will have if, or when, their condition threatens to shorten their life,
and how these needs can be addressed.
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Building blocks at a glance

Recognising distress whatever the cause Addressing all forms of distress

The experience of suffering associated with

It is important to recognise all sources of distress physical symptoms may be exacerbated, or
quickly, to acknowledge distress and to work with sometimes caused, by emotional, or psychological
people to assess its extent, its cause and what anguish, or social or spiritual distress. Addressing
might be done. this requires professionals to recognise,

understand and work to alleviate the causes.

Skilled assessment & symptom Specialist palliative care
management

Attending to physical comfort, pain and symptom People approaching the end of life should have
management is the primary obligation of clinicians access to Specialist Palliative Care when this is
at this time of a person’s life and their skills and needed. This should include a clear understanding
competence to do so must be assured and kept up of how to access medicines and equipment as part
to date. of the rapid response to changing needs.
Priorities for care of the dying person Rehabilitative palliative care
People approaching death should expect local Maximising the person’s independence and social
systems to accord with the priorities identified by participation to the extent that they wish requires
the Leadership Alliance for the Care of professionals to work with, and support, the person
Dying People. in helping them to achieve their personal goals.
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Ambition Four:
Care is coordinated

I get the right help at the right time from the right people. | have a team around me who
know my needs and my plans and work together to help me achieve them. | can always
reach someone who will listen and respond at any time of the day or night.

What we already know

® Fragmented and disjointed care is a source of frustration and anxiety for the dying
person and for all those important to them™ 22,

® Carers often testify to the difficulties of multiple professionals and organisations
working with little awareness of each other. This lack of coordination causes
significant distress' .

® Poor communication and a failure to share information about the dying person is a
recurrent failing when care is not good enough'*¢'.

® We have to find a way to provide the social care that people need regardless of
financial circumstances®? ¢ ¢,

® We know that 24/7 expert palliative and end of life care services need to be available
and that their availability around the clock is key to building a system of high quality
care® .

® We know that access and trust in the services available in the community are crucial
to sustaining care outside of hospitals - most people’s preferred environment'".

The building blocks necessary to realise our ambition
Shared records

To move from ambition to actuality requires an ability to share care records for all
people living with a long term condition — ensuring that their integrated primary health
and social care record encompasses their needs as they near death. This sharing
needs to be achieved electronically.

This should be with the consent of the person. When it comes to sharing access to
information within the team providing care, then consent can be implied. However, if
the person might be unsure about the team’s make-up, or anything else, their explicit
consent should be sought. If the person lacks the mental capacity to make the
decision, sharing must only be in their best interests.

Local systems for the effective sharing of care plans should also include information
about the services that are available to meet the needs of those who are dying.
Variation and incompatibility between IT systems has to be rapidly resolved, as does
the continued difficulty of access to statutory IT systems.
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Systems of care may be immature in different respects and may need to be guided
towards greater sophistication by the work of commissioning partnerships that are
knowledgeable about the specific requirements of good palliative and end of life care.
Organisational leadership is vital. Information for families, carers and individuals
should be joined up in a way that provides a clear oversight of the respective roles and
responsibilities of both service and education providers. The roles of these providers
should reflect the frameworks set by national regulators.

Clear roles and responsibilities

A system-wide response

As new models of care emerge from the development of the NHS Forward View and
the Directors of Adult Social Services’ blueprint for the next five years, approaches
have to develop to enable a better system-wide response to dying people, using a full
range of coordinated services deployed in the community. To achieve this will require
systems of care coordination that add to the effectiveness and speed of this community
response. However, these need to be implemented in ways that do not inhibit or
restrict responsiveness by adding extra layers of process to the delivery of care. These
systems must also include enabling dying people and their families to access expert
and experienced professionals as needed at any time of the day or night.

Everyone matters

Joined up care should mean an emphasis on responding effectively to the widest range
of difficulties people experience, and an awareness of the need for anticipatory and
pro-active care. Local systems of care have to encompass the needs of dying children
and young adults, people who are frail including in older age, and people living with
dementia and learning disabilities. They should also anticipate and support those who
will have to live with loss. Too often these needs are considered peripheral to the
response required for people living with more predictable illness.
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Delivering continuity of care requires individuals and organisations to think and work in
a joined up way so that each is aware and acts in full knowledge of the other. This will
require active partnerships particularly between the NHS, social care and the voluntary
sector. These will be partnerships of provision and partnerships in commissioning.
Expertise and insight should be shared to ensure that system wide specifications and
joint accountability for outcomes for care are developed and delivered. This is at the
heart of systems leadership.

Continuity in partnership

Information sharing agreements will help support working together, although their
absence should never obstruct necessary and appropriate sharing. Central to all this
should be the appreciation that a person centred approach to care requires attention
to the continuity of the relationships that are built with that person, the continuity of
the information that is shared with and about them, and the continuity of how their
care is managed.

Building blocks at a glance

Shared records Clear roles and responsibilities

Care records for all people living with a long term Organisational leadership is vital and information
condition must encompass their needs and their for families, carers and individuals should be
preferences even as they approach the end of life. joined up in a way that provides a clear oversight
With the person’s consent, these records should be of the respective roles and responsibilities of
shared with all those involved in their care. providers within that system.

A system-wide response Everyone matters

Local systems of care have to put the needs of
dying children and young adults, those living with
frailty including at older age, and the need to
anticipate and support those who will have to live
with loss, at the centre of their thinking.

Continuity in partnership

Joined up care requires joined up thinking
and working by individuals and by organisations.
This will require active partnerships particularly

between the NHS, social care and the
voluntary sector.

As new models of care emerge approaches have to
develop to enable a better system-wide response
to dying people, using a full range of coordinated

services deployed in the community.
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Ambition Five:

All staff are prepared to care

Wherever | am, health and care staff bring empathy, skills and expertise and give me
competent, confident and compassionate care.

What we already know

® Caring for the dying, looking after the bodies of the dead and supporting people
facing loss and grief, before and after death, is difficult and distressing. It challenges
the resilience and fortitude of those working in end of life care® ¢ 7848,

® Most health and care staff look after people who are nearing death, so if care is to
improve they must be trained in those aspects of end of life care that are
appropriate to their role! % ¢8.67,

® Too often the employers of health and care professionals have not acted
systematically to help their staff avoid the debilitating effects of burn out, avoidance
or helplessness resulting from lack of education, training and support®.

® Staff can only provide compassionate care when they are cared for themselves and
must be supported to sustain their compassion so that they can remain resilient,
and use their empathy and apply their professional values every time’.

® We know that good pain and symptom management benefits both the dying and
those who spend time with them?!0-527,

® [f we are to make deaths at home more achievable, we know that we have to do
more to ensure sufficient support for those paid carers who may be vital to
sustaining the viability of care at home'".

The building blocks necessary to realise our ambition
Professional ethos

To ensure people receive the care they need, end of life care has to be considered as
everybody’s business and all paid carers and clinicians at every level of expertise need
to be trained, supported and encouraged to bring a professional ethos to that care.
They should know how to listen to people and to help them make decisions. They must
be allowed to use their judgement, their values and their authority to ensure that the
care is right for the individual and that nothing is allowed to get in the way of that goal.
To do this requires leadership and means ensuring that the needs of the dying person
always come first.
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Support and resilience

Delivering care at the end of life has its own difficulties. Providing such care for people
with learning disabilities or dementia and giving care across a range of settings
including the busy intensity of a hospital ward is demanding. Nobody is immune from
the traumatic nature of death and dying. To give care day in and day out requires
organisational and professional environments in all settings that ensure psychological
safety, support and resilience. This could range from individual support through
clinical supervision to communities of practice through networks. Local and national
organisations are duty bound to pay attention to the health and wellbeing of all their
staff if they are to remain engaged in this difficult and emotionally demanding work.

Knowledge based judgement

Only well-trained, competent and confident staff can bring professionalism,
compassion and skill to the most difficult and intensely delicate physical and
psychological caring. It is clear, knowledgeable, responsive and confident professional
judgement that is the best guarantee of good care. Health and social care regulators,
of both organisations and professions, need to ensure this is in place everywhere for
people who are facing the last days, weeks, months and years of their lives. They must
assure the education that people receive is good and well delivered and this must be
part of their inspection of service providers. This is the starting point from which to
secure support for each and every professional working with dying people, and those
who are important to them.

Awareness of legislation

All those who provide palliative and end of life care should be aware not only of the
encouragement towards person centred ways of doing things but of the legislation that
seeks to ensure an individual approach. To secure our ambition, all organisations who
provide end of life care should understand and ensure that they comply with - amongst
others - the Children and Families Act, the Care Act and the Mental Capacity Act, as
well as their duties for safeguarding adults and children. Similarly, it is vital that
equality duties and commitments are understood and that diversity is put at the heart
of service development and practitioner training. A widespread lack of knowledge
about the way different communities may approach the challenges of dying, death and
bereavement is not acceptable.

31






Ambitions for Palliative and End of Life Care

05

People access, use and expect information from across a wide range of platforms and
in diverse formats. To support those delivering good palliative and end of life care we
have to help them make safe use of new technology to build relationships with those
who are approaching death. The better use of this technology can help to bring support
directly to the person and their family and carers. Professionals have to adapt to new
ways of interacting with the people they are supporting and they need help and
guidance to do so.

Using new technology

Indeed, technology and simulation can also play a role in enhancing their own learning
and development and they must be encouraged to take advantage of this, balancing
these learning opportunities with face-to-face experiential learning.

Executive governance

The accountability for ensuring environments that support all professionals to give
their best lies with the executive governance of the organisation. Every organisation
should have clear governance at Board level for high quality palliative and end of life
care and environments in which all staff can provide the best of their professionalism
and humanity.

Building blocks at a glance

Professional ethos Support and resilience

To ensure people receive the care they need paid
carers and clinicians at every level of expertise
need to be trained, supported and encouraged to
bring a professional ethos to that care.

Knowledge based judgement Using new technology

Professionals have to adapt to new ways of

To give care day in and day out requires
organisational and professional environments that
ensure psychological safety, support and resilience.

Only well-trained, competent and confident staff learning and of interacting with the people they
can bring professionalism, compassion and skill are supporting and they need help and guidance to
to the most difficult and intensely delicate physical do so. Technology can also play a significant role
and psychological caring. in enhancing the professionals’ own learning and
development.

Every organisation should have clear governance

All those who provide palliative and end of life care at Board level for high quality palliative and
must understand and comply with legislation that end of life care and environments in which all
seeks to ensure an individualised approach. staff can provide the best of their professionalism

and humanity.
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Ambition Six:
Each community is prepared to help

I'live in a community where everybody recognises that we all have a role to play in
supporting each other in times of crisis and loss. People are ready, willing and confident
to have conversations about living and dying well and to support each other in emotional
and practical ways.

What we already know

® Dying, death and bereavement are not primarily health and social care events; they
affect every aspect of people’s lives and experience’.

® Dying and bereaved people often feel disconnected or isolated from their
communities and networks of support™ 7.

©® Despite some real progress and the growing reach and impact of the Dying Matters
Coalition there remains a continued need to address and dissolve the taboo that
many people feel when it comes to talking about dying, death and bereavement and
facing up to their own mortality and that of the people important to them %7,

® There are ways to foster and support compassionate communities and to put end of
life care at the heart of community health and wellbeing’¢77.78.7,

® Supporting and working with communities, to develop their capacity to play a
significant role in supporting individuals and those important to them, at the end of
life and through bereavement, can help achieve the best outcomes for those with
pressing needs'.

® Volunteers are a significant resource in creating good end of life care and must be
valued more highly and used more effectively®8'" 8

The building blocks necessary to realise our ambition
Compassionate and resilient communities

Much is known about helping to nourish compassionate and resilient communities,
and build capacity to provide practical support. This is now being applied in palliative
and end of life care, and we are starting to see public health approaches to palliative
care in England, such as the Dying Well Community Charter pathfinders and the
Compassionate Cities approach. This now needs to be accelerated and to become the
norm. To achieve our ambition local initiatives must build both on the work of the Dying
Matters Coalition and follow these public health approaches to capacity building in
communities.

This means unleashing what the Five Year Forward View referred to as the “renewable
energy” of people and communities to provide practical support. There is no doubt that
the wider energy and resources of our communities can help. Recognising what
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communities are already doing and supporting them to do more, as well as
encouraging and developing the ability of all of us to discuss dying, death and
bereavement in better-informed and more confident ways, will help dying and
bereaved people be better supported and ensure that they do not become isolated
from their communities.

Change will be informed by sharing stories that illustrate both the challenges of
nearing the end of life and the possibility of excellent care and support. All relevant
organisations should work to improve public awareness of the difficulties people face
and create a better understanding of the help that is available. Every opportunity
should be taken to use media of all types to encourage everyone to play a part in
supporting people nearing the end of their lives, including what people can and want to
do for themselves, such as making wills and advance care planning.

Communities need greater recognition and support for the help that they can provide
for people with end of life care needs. Local health, care and voluntary organisations
should find new ways to work alongside families, neighbours and community
organisations as well as to give them practical support, information and training.

By the same token, care must be taken to respect privacy. Confidential personal
information should only be disclosed, with explicit consent, to people not involved in
direct care. Local action should include work with local employers, communities of all
faiths and local schools. Commissioners should include public health approaches in
their plans.

Palliative and end of life care has a strong attraction to a vast number of volunteers
working across the statutory, private and voluntary sector. The volunteers’ contribution
can be used to far greater effect. To achieve our ambition more should be done locally
and nationally to recruit, train, value and connect volunteers into a more integrated
effort to help support people, their families and communities. This will need to be an
area of future national and local initiative.
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Building blocks at a glance

Compassionate and resilient communities Public awareness

Public health approaches to palliative and end Those who share our ambition should work to
of life care need to be accelerated and support improve public awareness of the difficulties people
given to people and communities who can provide face and create a better understanding of the help
practical help and compassion. that is available.

To achieve our ambition more should be done
locally and nationally to recruit, train, value and
connect volunteers into a more integrated effort to
help support people, their families
and communities.

Local health, care and voluntary organisations
should find new ways to give the practical support,
information and training that enables families,
neighbours and community organisations to help.
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What should happen next?

We expect all those with influence over care for those who are approaching the end of their lives,
the bereaved, their families, their carers — both paid and unpaid, and their communities, to
continue to use our framework for local action to break the cycle of bad care highlighted in critical
reports and recommendations. We need your help. As a Partnership, we will also undertake to
use our collective and individual influence to build and maintain momentum.

The 2019 NHS Long Term Plan articulates a clear vision for health and care system
improvement. That vision includes delivering care that is more tailored, responsive and
personalised. This framework supports practical action to turn that vision in to a reality.

Since the framework was first published in 2015, the architecture of the health and care system
has continued to develop and adapt, with a much greater focus today on collaboration and
integration.

These new structures and new ways of working provide an ideal opportunity to ensure that the
delivery of these ambitions, which requires all partners to work together in a whole-systems
approach, can be achieved.

As a partnership

These ambitions and the framework that supports them is a milestone on a longer journey
for the Partnership. Our collaboration and drive will continue and we will hold ourselves to
account as well as challenge others to show improvement. Our determination will continue
to act together in pursuit of these ambitions and we will work tirelessly both individually and
collectively to reach them. Many partners are national organisations who will support local
action plans and seek opportunities to share best practice and inspirational examples.

If you are an Integrated Care System

Turning these ambitions in to reality requires leadership. It also needs the whole health and

social care system to work together. We ask you to make improving palliative and end of life
care a system-wide priority. Not only will this send an important signal to your local system,

but it will also help you galvanise practical action.

If you are a CCG, Local Authority or a Health and Wellbeing Board

In a world in which localities are encouraged to work collaboratively, working together to
achieve improvement is more important than ever. We ask you to publicly designate an

organisation to lead on making these ambitions the reality for the communities that you

serve.

In every local health and social care system we expect you to activate your partnerships
with health, social care, commissioning, public health and voluntary sector organisations to
galvanise support. We expect you to work collectively and to create the impetus that is
needed. We expect you to bring people together and to public a local action plan that
includes tangible steps that you and others will take to bring these ambitions to reality.

If you are a primary care network

Primary and community care has a vital role to play in supporting good palliative and end of
life care, and is the engine room for delivering personalised care. We ask that you consider
how the delivery of personalised community care and support can help deliver these
ambitions for palliative and end of life care.
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If you fund, commission, organise or deliver care

Care for those approaching the end of their lives, those who are important to them, their
carers and the bereaved, is the measure of a compassionate society. Death and dying is
unlike any other part of our care system because it affects us all. For these reasons end of
life care must be fundamental to a responsive and integrated health and social care system.

We expect that you will use this framework to take strategic leadership, and purposeful
and practical steps, whether you are a commissioner, a provider, or a voluntary
organisation (or all three).

If you are a health or social care professional

We recognise your determination, compassion and commitment to ensure the best care is
delivered. We hope that these ambitions build on the motivations that inspire you to work in
the jobs that you do, give you the courage to start those difficult conversations with people
nearing the end of life, and the courage also to speak up when things are not good enough.

We ask you for your personal and professional support, as individuals and as networks or
communities of practice. We hope you will use the framework to guide the way you behave
as professionals, and the way you contribute your personal leadership to improve the
experience of palliative and end of life care, for the people themselves, those important to
them and your colleagues.

As a person in your own community

We want you to know that we have heard from people with personal experience of palliative
and end of life care and that their experiences have shaped our ambitions. To deliver on them
we need everyone to help. This work is everybody’s business.

By talking more openly about dying, death and bereavement and discussing your end of
life wishes, and the wishes of those close to you, you can make a difference. Health and
social care is important, but we all have a responsibility to support each other in times of crisis
and loss. We encourage you to initiate timely conversations with honesty and openness.

We ask you to consider what it is that you can do within your own communities to help and
support others, not only being open to conversations, but also through practical help
and connection. If you lead a community group, consider what your group might do
to contribute to this work.






The Partnership uses ‘end of life” and ‘palliative care” as they are defined in the One
Chance to Get it Right report, produced in June 2014 by the Leadership Alliance for the
Care of Dying People. For the avoidance of doubt these definitions are as follows:

Patients are ‘approaching the end of life’ when they are likely to die within the next 12
months. This includes patients whose death is imminent (expected within a few hours
or days) and those with: a) advanced, progressive, incurable conditions; b) general
frailty and co-existing conditions that mean they are expected to die within 12 months;
c) existing conditions if they are at risk of dying from a sudden acute crisis in their
condition; d) life-threatening acute conditions caused by sudden catastrophic events.

In General Medical Council guidance the term "approaching the end of life" also applies
to those extremely premature neonates whose prospects for survival are known to be
very poor, and to patients who are diagnosed as being in a persistent vegetative state
(PVS) for whom a decision to withdraw treatment may lead to their death.

The World Health Organisation has defined palliative care as follows: Palliative care is
an approach that improves the quality of life of patients and their families facing the
problem associated with life-threatening illness, through the prevention and relief of
suffering by means of early identification and impeccable assessment and treatment of
pain and other problems, physical, psychosocial and spiritual. Palliative care provides
relief from pain and other distressing symptoms; affirms life and regards dying as a
normal process; intends neither to hasten or postpone death; integrates the
psychological and spiritual aspects of patient care; offers a support system to help
patients live as actively as possible until death; offers a support system to help the
family cope during the patient’s illness and in their own bereavement; uses a team
approach to address the needs of patients and their families; enhances quality of life
and may also positively influence the course of illness; is applicable early in the course
of illness, in conjunction with other therapies that are intended to prolong life, and
includes those investigations needed to better understand and manage clinical
complications. Palliative care can be provided by a range of health and social care staff
and may be done alongside treatment intended to reverse particular conditions.
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Foreword

Dying well wherever you are and whatever your background or circumstances are
fundamental aspects of human dignity. As part of a compassionate humane society, we
need to do everything we can to make sure that people who are facing their last months,
weeks and days of life receive the best possible palliative and end of life care. Those who
care for them, including their families, others important to them and staff around them,
equally deserve this consideration and support.

As co-chairs of the Ambitions Partnership, we are delighted that the Ambitions for Palliative
and End of Life Care Framework has been applied to the context of the prison setting and
interpreted as a Charter. To our knowledge, this is the first time anywhere in the world that
the principle of equity has been applied in such a practical way. This is truly a remarkable
first.

The articulation of a set of standards, which are a set of guidelines setting out best practice,
underpin each of the six ambitions and the development of a self-assessment tool to use
alongside it has the potential to make a huge difference. Our shared vision is: ‘1 can make
the last stage of my life as good as possible because everyone works together confidently,
honestly and consistently to help me and the people who are important to me, including my
carers’. No matter where any prison is on the trajectory towards that vision, they will be
able to use this Charter and self-assessment tool to help them continuously improve.

We recognise that the custodial environment is different to other settings in which clinical
care takes place, and that providing the best possible end of life care in prison is complex
and challenging. It is precisely because of that, that we welcome this publication so
enthusiastically.

We would strongly encourage commissioners, leaders, staff and supporters of prison
services to read this and, more importantly, use it to help them in their endeavours to
improve the way in which each person can live and die well in custody.

Prof Bee Wee Dr Jane Collins
National Clinical Director of End of Life Care Chief Executive Officer
NHS England Marie Curie, UK

Co-Chairs of the Ambitions for Palliative and End of Life Care Partnership





Introduction

It remains a contentious position that anyone should experience a planned death in prison.
However, for some individuals compassionate release to alternative premises in which they
can end their life is either not possible or unwanted and therefore there is a requirement
that those individuals who do have a planned death in a custodial setting experience the
highest standards of care.

In the community close friends and family are key and central to the individuals care yet in
the prison environment are often forgotten or their role misunderstood when planning end
of life care. Also, the support for close ones is key to the holistic care of the individual.

Many of the people in prison who are coming to the end of their life have been in prison
for a number of years and are surrounded by staff and fellow prisoners with whom they are
comfortable. The staff may well have been a consistent presence in their lives during their
period of custody and their peers are their friends and support.

It is for these reasons that | truly welcome this Dying Well in Custody Charter. The Charter
mirrors the Ambitions for Palliative and End of Life Care and provides a framework

for establishments to act, help and support all staff who are involved in the care of an
individual preparing to die, many of whom will not have experienced supporting an
individual in their planned death. This framework provides a set of standards sitting
underneath 6 statements of Ambition which place the individual at the centre of the care
being planned and delivered.

The Ambitions and Standards in the Dying Well in Custody Charter ensure that care is co-
ordinated across the establishment and supports all staff being able to achieve a level of
competence and confidence in delivering professional care to these individuals with dignity
and calm.

End of life care is enormously important for the individual being cared for as it is for their
friends, families and carers. It is the last thing that can be done for a living person and it

is critical that it is done well. This Dying Well in Custody Charter enables those involved in
caring for individuals to manage this event with compassion, inclusivity and ensures that
there is dignity in the death irrespective of their place of death.

-
Kate Davies OBE

Director of Health & Justice, Armed Forces and
Sexual Assault Referral Centres (SARCs) NHS England





Dying Well in Custody Charter

Ambition 1: Each Person is seen as an Individual

| Statement: / and the people important to me have opportunities to have honest, informed and timely
conversations and to know that | might die soon. | am asked what matters most to me. Those who care
for me know that and work with me to do what’s possible.

Standards

A.
B.

Each prison will treat an individual with dignity and respect.

Each prison has a palliative end of life register to identify individuals and enable care,
support and holistic needs to be met.

Information and support will be provided to the individual, their family and significant
others and their concerns listened to.

A Family Liaison Officer should routinely be appointed, to support and co-ordinate care at
end of life including family access, unless otherwise indicated.

All care should be holistic, person centred, safe and decent with a process in place to
support appropriate self-management.

Open and informed honest conversations about individual expectations and preferences
are facilitated and acted upon.

Each individual is offered spiritual and religious support appropriate to their needs and
preferences.

The individual’s care and management is delivered in partnership to allow access to a
flexible, progressive prison regime according to need.

Ambition 2: Each Person Gets Fair Access to Care

| Statement: / live in a society where | get good end of life care regardless of who | am, where | live or
the circumstances of my life.

Standards

A.

Each individual’s needs are identified, assessed and met regardless of a prison’s location or
category.

An individual’s protected characteristics inform assessments and on-going care and steps
are taken to meet needs accordingly.

Each prison ensures access to 24/7 clinical advice for individuals on the palliative end of life
care register.

April 2018





Ambition 3: Maximising Comfort and Wellbeing

| Statement: My care is regularly reviewed and every effort is made for me to have the support, care
and treatment that might be needed to help me to be as comfortable and as free from distress as

possible.
Standards

A. Each prison has a clear process for timely assessment and care planning of any identified
and changing needs and preferences of the individual.

B. All assessments of need are made by an appropriately qualified individual.

C. Pain and symptoms are assessed and reviewed in a timely way using a multidisciplinary
team approach to enable delivery of safe and effective pain and symptom management.

D. Medicines are available in the prison for prompt access and supply or administration.

E. Anticipatory care including anticipatory prescribing, advance care planning and DNACPR
decisions, is reviewed at key trigger points in the individual’s care when required, and
recorded.

F. Joint assessments between healthcare and security will inform dynamic risk assessment for
restraints for individuals on the palliative care register.

G. Each prison has a process to initiate ‘open door’ protocol when required.

Ambition 4. Care is Coordinated

| Statement: / get the right help at the right time from the right people. | have a team around me who
know my needs and my plans and work together to help me achieve them. | can always reach
someone who will listen and respond at any time of the day or night.

Standards

A.

Each individual is offered the opportunity to be involved in the planning of their care which
is regularly reviewed and shared appropriately with health and care professionals and those
important to the individual, where requested.

Clear roles and responsibilities are identified and communicated to individuals and staff.
Each prison’s policy/guidance for palliative end of life care includes a clear outline of a
multidisciplinary approach which includes the individual, representatives, prison roles and
partners.

There is a prison and clinical lead for palliative end of life care with clearly identified roles
and responsibilities. This is outlined within local policy/guidance.

Each individual has named clinical key worker/s.

There is co-ordinated and clearly documented transfer/release plans for individuals using
national SystmOne clinical template to ensure continuity of care.

April 2018





Ambition 5: All Staff are Prepared to Care

| Statement: Wherever | am, health and care staff bring empathy, skills and expertise and give me
competent, confident and compassionate care.

Standards

A. All staff can identify and raise any concerns about an individual’s health and wellbeing.

B. Concerns/queries raised by other members of the community i.e. prisoners about
individuals on the palliative end of life care register, are listened to and acted upon.

C. Each prison includes access to education and training in generalist palliative end of life care
appropriate to staff role in their workforce and development plan.

D. All staff have access to supervision and time for reflective learning and are confident to
raise concerns.

E. Each prison has a system in place which provides up to date information and key contacts
at all times.

F. All staff involved in the care of an individual on the palliative and end of life care register
will adhere to ‘duties of confidentiality’.

G. All staff are able to recognise distress including physical, emotional, psychological, social or

spiritual as appropriate to their role and understand the referral process to the appropriate
agency for support.

Ambition 6: Each Community is Prepared to Help.

| Statement: | live in a community where everybody recognises that we all have a role to play in
supporting each other in times of crisis and loss. People are ready, willing and confident to have
conversations about living and dying well and to support each other in emotional and practical ways.

Standards

A.
B.

Each prison fosters and develops good relationships with internal and external partners.
Each prison has timely access to a suitable care environment and equipment to enable
delivery of quality palliative end of life care in the preferred and permitted place.
Sources of support required for people affected by or involved in the care of an individual
will be communicated to everyone involved in the care of the individual in a timely and
effective way.
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Foreword

Dying well wherever you are and whatever your background or circumstances are fundamental aspects of human dignity. As part of a compassionate
humane society, we need to do everything we can to make sure that people who are facing their last months, weeks and days of life receive the best
possible palliative and end of life care. Those who care for them, including their families, others important to them and staff around them, equally
deserve this consideration and support.

As co-chairs of the Ambitions Partnership, we are delighted that the Ambitions for Palliative and End of Life Care Framework has been applied to the
context of the prison setting and interpreted as a Charter. To our knowledge, this is the first time anywhere in the world that the principle of equity
has been applied in such a practical way. This is truly a remarkable first.

The articulation of a set of standards, which are a set of guidelines setting out best practice, underpin each of the six ambitions and the development
of a self-assessment tool to use alongside it has the potential to make a huge difference. Our shared vision is: ‘I can make the last stage of my life as
good as possible because everyone works together confidently, honestly and consistently to help me and the people who are important to me,
including my carers’. No matter where any prison is on the trajectory towards that vision, they will be able to use this Charter and self-assessment tool
to help them continuously improve.

We recognise that the custodial environment is different to other settings in which clinical care takes place, and that providing the best possible end
of life care in prison is complex and challenging. It is precisely because of that that we welcome this publication so enthusiastically.

We would strongly encourage commissioners, leaders, staff and supporters of prison services to read this and, more importantly, use it to help them
in their endeavours to improve the way in which each person can live and die well in custody.

Prof Bee Wee Dr Jane Collins
National Clinical Director of End of Life Care Chief Executive Officer
NHS England Marie Curie, UK

Co-Chairs of the Ambitions for Palliative and End of Life Care Partnership





Introduction

It remains a contentious position that anyone should experience a planned death in prison. However, for some individuals compassionate
release to alternative premises in which they can end their life is either not possible or unwanted and therefore there is a requirement that
those individuals who do have a planned death in a custodial setting experience the highest standards of care.

In the community close friends and family are key and central to the individuals care yet in the prison environment are often forgotten or their
role misunderstood when planning end of life care. Also, the support for close ones is key to the holistic care of the individual.

Many of the people in prison who are coming to the end of their life have been in prison for a number of years and are surrounded by staff and
fellow prisoners with whom they are comfortable. The staff may well have been a consistent presence in their lives during their period of
custody and their peers are their friends and support.

It is for these reasons that | truly welcome this Dying Well in Custody Charter. The Charter mirrors the Ambitions for Palliative and End of Life
Care and provides a framework for establishments to act, help and support all staff who are involved in the care of an individual preparing to
die, many of whom will not have experienced supporting an individual in their planned death. This framework provides a set of standards
sitting underneath 6 statements of Ambition which place the individual at the centre of the care being planned and delivered.

The Ambitions and Standards in the Dying Well in Custody Charter ensure that care is co-ordinated across the establishment and supports all
staff being able to achieve a level of competence and confidence in delivering professional care to these individuals with dignity and calm.
End of life care is enormously important for the individual being cared for as it is for their friends, families and carers. It is the last thing that
can be done for a living person and it is critical that it is done well. This Dying Well in Custody Charter enables those involved in caring for
individuals to manage this event with compassion, inclusivity and ensures that there is dignity in the death irrespective of their place of death.

Kate Davies OBE

Director of Health & Justice, Armed Forces and Sexual Assault Referral Centres (SARCs) NHS England





Implementation Guide - Preparing for Self-Assesssment

The following ACT & ADOPT checklist provides some suggestions to support the implementation of the Dying Well in Custody Charter (DWiCC) and
self-assessment process.

A Acknowledgement

e Secure organisational support for the implementation of the DWiCC across the prison estate
e Acknowledge that the DWICC aligns with the National Framework Ambitions for Palliative and End of Life Care and
that each establishment needs to consider how and when to implement the charter.

‘ Communication

e HMPPS, HealthCare Commissioners and Providers to advocate implementation of the DWICC in support of the
National Framework Ambitions for Palliative and End of Life Care
T Tactics

e Develop and agree an overarching dissemination plan e.g. Senior Leaders Bulletin, Intranet, Learning Bulletins





Implementation Guide - Preparing for Self-Assesssment Continued

Adoption

e Agree formal adoption of the DWICC and self-assessment with the establishments Senior Management Team

e Discuss and promote the benefits of adopting the DWiCC with key stakeholders including: service improvement aligning with
PPO, CQC, HMIP and commissioner’s expectations

e I|dentify an establishment and healthcare lead; agree who should be included in the self-assessment team ensuring healthcare
and operational representation, partner organisations could be involved e.g. Hospice, specialist palliative care staff

e Consider making adoption and self-assessment an establishment priority and agree timescales for implementation.

e Allocate time for self-assessment e.g. one working day or hours per week

e Review the self-assessment tool including evidence required — it is indicated who should take the lead in producing the evidence
required — Health, Prison, Joint

e Consider collating evidence in one place to demonstrate self-assessment and on-going review to visiting inspection teams

e Carry out self-assessment process, rate achievement against each ambition using the RAG scale; Red — to achieve, Amber -
working towards, Green - achieved

e Develop an action plan with agreed dates for review

e Consider liaising with other establishments to share best practice

e Consider as a minimum annual self-assessment

Dissemination

e Develop a communication strategy appropriate to the establishment which ensures inclusion of all staff, prisoners and external
partner agencies.





Implementation Guide - Preparing for Self-Assesssment Continued

0 Organisational Issues

e |dentify any enablers or barriers to implementation.
e |dentify resources to support enablers and address the barriers

P Policy / Procedure Revision

¢ |dentify which policies and procedures require review e.g. end of life care policy, open cell door, medication management

T Training

e Identify existing training / knowledge gaps in palliative end of life care for all staff groups (operational and healthcare staff) and
prioritise relevant groups e.g. nursing teams, FLOs, Safer Custody staff, operational staff working with individuals on the
palliative and end of life care register.






Ambition 1: Each person is seen as an individual

| Statement: / and the people important to me have opportunities to have honest, informed and timely conversations and to know that | might die soon.
I am asked what matters most to me. Those who care for me know that and work with me to do what’s possible.

A: Each prison will treat an 1. Evidence that the prison has Palliative End of Life Care Guidance for all involved in the care of the Joint
individual with dignity and individual. Guidance should be compliant with NICE standards.
respect. o https://www.nice.org.uk/guidance

o https://www.nice.org.uk/guidance/ng31
o Safer Custody Bulletins

2. Evidence the individual is offered the opportunity to discuss advance care planning and any Health
documented preferences are reviewed with the individual.
3. Evidence that those who care for and manage individuals on the palliative end of life care register are th
Healt

aware of any advance decisions.
4. Evidence the establishment seeks stakeholder feedback relating to the development and provision of Joint
palliative end of life care.

Review Date RAG Notes & Actions

B: Each prison has a 1. Evidence a palliative end of life care register is in place with a clear process for including and Health
palliative end of life register monitoring individuals via a multi-disciplinary team (MDT) approach.

to identify individuals and 2. Evidence that the individual is involved in their personalised care planning. Evidence the approach to

enable care, support and

o personalised care planning aligns with Health
holistic needs to be met.

o 5 Priorities for Care of the Dying Person
o The Governments 6 point commitment to end of life care
https://www.gov.uk/government/uploads/system/uploads/attachment




https://intranet.noms.gsi.gov.uk/groups/safer-custody/safer-custody-learning-bulletin-issue-25-palliative-and-end-of-life-care

https://www.cqc.org.uk/news/stories/priorities-care-part-new-approach-care-dying-people



3. Evidence that all staff are aware and key staff (health, safer custody, managers) understand the
approach to: Recording and communicating decisions around Cardio-Pulmonary Resuscitation.
o [Resuscitation — Decisions relating to cardio pulmonary resuscitation

Health

o Evidence applications for Early Release on Compassionate Grounds, or release on temporary Joint
licence are made in a timely way, when appropriate.
Review Date RAG Notes & Actions
C: Information and support 1. Evidence staff have access to and share information with the individual’s family and those important to | Joint
will be provided to the them, to prepare them for what happens when the individual is close to death.
individual, their family and o [What to Expect When Someone Important to You is Dying]
significant others and their
concerns listened to. 2. Evidence the prison has a holistic approach to bereavement and support .
Joint

o https://www.nice.org.uk/guidance
o PPO lessons learned (PDF Download)

Review Date

RAG Notes & Actions




https://www.resus.org.uk/EasySiteWeb/GatewayLink.aspx?alId=16643

http://www.ncpc.org.uk/sites/default/files/What_to_Expect_FINAL_WEB.pdf

https://s3-eu-west-2.amazonaws.com/ppo-prod-storage-1g9rkhjhkjmgw/uploads/2014/07/Learning_from_PPO_investigations_-_End_of_life_care_final_web.pdf



D: A Family Liaison Officer 1. Evidence a FLO has been appointed once the individual’s details are included on the palliative care Joint
(FLO) should routinely be register, or evidence the individual has declined FLO involvement.
appointed, to support co-
ordination of care at end 2. Evidence there is a process in place to support family visits at end of life, including out of hours )
of life including family regardless of the individuals’ location Joint
access, unless otherwise
indicated.
Review Date RAG Notes & Actions
E: All care should be 1. Evidence of a holistic approach to care planning. Health
holistic, person centred, 2. Evidence of an agreed holistic care plan in joint discussion with the individual.
safe and decent with a 3. Evidence of a process to enable and support self-management e.g. to remain on wing / current Health
process in place to support establishment where possible. Joint
appropriate self- 4. Evidence the individual is offered the opportunity to discuss advance care planning; any documented
management. preferences are reviewed as required with the individual. Health
5. Evidence of guidance/policy supporting assessment of mental capacity where appropriate. Health
6. Evidence of documented guidance for staff and individuals on:
o Advance Decision to Refuse Treatment [NHS Choices Guide] Joint
o Lasting Power of Attorney [NHS Choices Guide]
Review Date RAG Notes & Actions




https://www.nhs.uk/Planners/end-of-life-care/Pages/advance-statement.aspx

https://www.gov.uk/power-of-attorney



Joint

F: Open and informed 1. Evidence of discussions with the individual about personal preferences and future wishes for end of life
honest conversations about care are acted upon.
individual expectations and
preferences are facilitated, 2. Evidence of defensible decision making where wishes cannot be fulfilled. Joint
and acted upon.
3. Staff have access to palliative end of life care training that includes communicating with individuals

about end of life issues including advance care planning. Joint
Review Date RAG Notes & Actions
G: Each individual is offered 1. Evidence of involvement of chaplains or relevant religious leaders as required.
spiritual and religious 2. Evidence the individuals spiritual and religious needs are met during their illness and care after death whenever
support appropriate to possible.
their needs and
preferences.
Review Date RAG Notes and Actions
H: The individual’s care and 1. Evidence of multi-disciplinary team working. Joint
management is delivered in 2. Evidence of consideration to family / carer access to prison as the individual becomes more unwell and )
partnership to allow access at end of life Prison
to a flexible, progressive 3. Evidence of systems to ensure rapid access to needs based social care. Joint
prison regime according to 4. Evidence of central information point where staff can access clear information about local social / Joint

need.

palliative end of life care services.

Review Date

RAG

Notes & Actions






Ambition 2: Each person gets fair access to care

| statement: / live in a society where | get good end of life care regardless of who | am, where | live or the circumstances of my life.

A: Each individual’s needs 1. Evidence of a timely process to identify individuals requiring inclusion on the palliative care register. Health

are identified, assessed and 2. Evidence of consideration of any need for transfer to ensure individual’s holistic needs are met Joint

met regardless of a prison’s including application for Early Release on Compassionate grounds if appropriate.

location or category. 3. Evidence of personalised care planning assessment and on-going review with a multi-disciplinary Health
approach for patients included on the palliative end of life care register.

Review Date RAG Notes & Actions

B. An individuals protected 1. Evidence that the individuals protected characteristics e.g. gender, religion, ethnicity inform holistic | Joint

characteristics inform assessment and on-going review with a multidisciplinary approach.

assessments and on-going
care and steps are taken to
meet needs accordingly.

Review Date RAG Notes & Actions

C: Each prison ensures access 1. Evidence staff are aware of how to access medical advice 24/7. Joint
to 24/7 clinical advice for 2. Evidence staff are aware of how to access Specialist Palliative Care advice 24/7.

individuals. Health

Review Date RAG Notes & Actions






Ambition 3: Maximising comfort and wellbeing

| statement: My care is reqularly reviewed, and every effort is made for me to have the support, care and treatment that might be needed to help me to
be as comfortable and as free from distress as possible

A: Each prison has a 1. Evidence policies / guidance state clinical assessments should be reviewed in a regular and timely way. Health
clear process for timely Including review of care following any changes in condition, preferences, health status or following any

assessment and care outpatient reviews.

plann.ing of any o Links with NICE End of Life Care for Adults

identified and changing o Quality Standard 3: Assessment, care planning and review

needs and preferences 2. Evidence of communication with operational staff to enable appropriate changes required to support the = joint
of the individual. delivery of care.

Review Date RAG Notes & Actions

B: All assessments of 1. Evidence that clinical assessments are carried out by an appropriately trained healthcare professional. Health
need are made by an 2. Evidence of referrals to specialist teams, allied healthcare professionals. Health
appropriately qualified 3. Evidence training needs assessments include access to palliative and end of life care. Joint
person. 4. Evidence any shortfalls are included in recruitment and training plans. Joint

Review Date RAG Notes & Actions




https://www.nice.org.uk/guidance/qs13/chapter/Quality-statement-3-Assessment-care-planning-and-review



C: Pain and symptoms 1. Palliative End of Life Care policy / guidance includes a section on symptom and pain management which is | Health
are assessed and in line with local and national guidelines:
reviewed in a timely way o https://www.palliativedrugs.com/ (subscription required)
using an MDT approach 2. Evidence of regular pain and symptom management which include planned reviews. Health
to enable delivery of 3. Evidence of individual clinical review following any changes in condition, health status or following any Health
safe and effective pain outpatient reviews.
and symptom 4. Palliative medicines stock is held at the site for prompt access and is based on a local palliative care Health
management. formulary which is in line with national guidance.
5. Evidence of access to syringe pumps for people no longer able to take oral therapy used safely in line with | Health
evidence based guidance.
6. Evidence of anticipatory prescribing for people in the last days of life Health

o https://www.nice.org.uk/guidance/qs144

o https://www.nice.org.uk/guidance/ng31/chapter/Recommendations#anticipatory-prescribing
Review Date RAG Notes & Actions
D: Advance Care Plans 1. Evidence of policy / guidance that outlines an approach to initiating conversations about advance care Joint
including DNACPR planning and DNACPR discussions with the individual.
decisions are reviewed
at key trigger points in 2. Evidence policy / guidance includes involvement of the individual and his/her family and/or carers in | Prison
the individuals care and conversations at the individual’s request.
as required and
recorded.
Review Date RAG Notes & Action






E: Joint assessments 1. Evidence that policy / guidance includes a joint, safe and decent approach for the use of restraints. Joint

between healthcare and

security inform dynamic 2. Evidence that decisions regarding use of restraints are dynamic and risk assessments reflect the | Joint

risk assessment for individuals changing health and presentation in line with the Graham Judgement.

restraints for individuals

on the palliative end of

life care register.

Review Date RAG Notes & Actions

F: Each prison has a 1. Evidence of policy / guidance which outlines a clear process for identifying, requesting and implementing Joint

process to initiate ‘open open cell door to meet the changing needs of the individual and those who are in the last days of life.

cell door’ protocol when

required. 2. Evidence that all staff are aware of the policy/guidance and understand how to request and implement Joint
the process.

Review Date RAG Notes & Actions




http://www.ppo.gov.uk/app/uploads/2014/07/LLB_FII_Restraints_web_version.pdf



Ambition 4: Care is coordinated

| Statement: | get the right help at the right time from the right people. | have a team around me who know my needs and my plans and work together
to help me achieve them. | can always reach someone who will listen and respond at any time of the day or night.

A: Each individual is offered 1. Evidence that the individual is involved in planning of their care. Health
the opportunity to be involved

in the planning of their care 2. Evidence the individual has consented to sharing of information. Health
which is regularly reviewed

and shared appropriately with 3. Evidence any information shared is appropriate to the consent given. Joint

health and care professionals
and those important to the
individual where requested.

Review Date RAG Notes & Actions

|
B: There is a prison and 1. Evidence the role of the healthcare and prison palliative end of life care lead is outlined in local Joint
healthcare lead for palliative policy/guidance.
end of life care with clearly 2. Evidence the healthcare and prison leads drive the on-going development for palliative end of life Joint
identified roles and care in the establishment. )
responsibilities. This is 3. Evidence all healthcare and key prison staff are aware of the palliative end of life care leads and their Joint
outlined within policy / roles.
guidance.
Review Date RAG Notes & Actions






Joint

C: Policy/guidance includes a 1. Evidence policy / guidance state an MDT approach is required for care and management of
clear outline of MDT individuals on the palliative end of life care register. Joint
approach. 2. Evidence the individual has access to MDT meetings if requested.
Review Date RAG Notes & Actions
D: Clear MDT roles and 1. Evidence that individuals and staff are aware of roles and responsibilities of those involved in Joint
responsibilities are identified palliative end of life care within the establishment.
and communicated to
individuals and staff
Review Date RAG Notes & Actions
E: Each individual has named 1. Evidence there is a system in place for allocation of a clinical key worker/s. Health
clinical key worker/s. 2. Evidence the individual’s key worker/s are known to the individual. Health
3. Evidence all health and key prison staff are aware of the role of the key worker. Health
4. Evidence of involvement of the individual’s key worker /s at significant times in their care and at the | Health
individual’s request.
5. Evidence of involvement of the individuals Personal Officer at significant times in their care and Prison
management and at the individual’s request.
Review Date RAG Notes & Actions






F: There is co-ordinated and
clearly documented
transfer/release plans for
individuals using national
SystmOne clinical template to
ensure continuity of care.

1. Evidence that a system is in place to co-ordinate a safe transfer/ release to meet the needs of the

individual.

2. Evidence the SystmOne template is being used.

Joint

Health

Review Date

RAG

Notes & Actions






Ambition 5: All staff are prepared to care

| statement: All staff are prepared to care. Wherever | am, health and care staff bring empathy, skills and expertise and give me competent, confident
and compassionate care

S )

A: All staff can identify and 1. Evidence of a process in place to enable health and prison staff to raise concerns about an Joint
raise any concerns about an individual’s health and wellbeing.

individual’s health and 2. Evidence staff are aware of their roles and responsibilities related to raising a concern about the Joint
wellbeing. individuals health and wellbeing.

Review Date RAG Notes & Actions

B: Concerns/queries raised by 1. Evidence of a timely process to enable concerns and queries raised by other members of the | Joint
other members of the community to be listened to and acted upon.

community i.e. prisoners
about individuals on the
palliative end of life care
register are listened to
and acted upon.

Review Date RAG Notes & Actions






C: Each prison includes access 1. Evidence of access and attendance at education and training for all staff involved in palliative and Joint
to education and training in end of life care.
generalist palliative end of life 2. Evidence education and training includes holistic assessment e.g. physical, psychological, emotional,
care appropriate to staff role social and spiritual aspects of palliative end of life care. Joint
and their responsibility.
Review Date RAG Notes & Actions
D: All staff have access to 1. Evidence of a policy guidance for the provision and delivery of professional supervision for all staff Joint
supervision and time for involved in the care of individuals with palliative and end of life care needs.
reflective learning and are
confident to raise concerns.
Review Date RAG Notes & Actions
1. Evidence of a process/approach where information and key contacts are reviewed and updated. Joint

E: Each prison has a system in
place which provides
accessible up to date
information and key contacts

Review Date

RAG

Notes & Actions






F: All staff involved in the care
of an individual on the
palliative and end of life care
register will adhere to ‘duties
of confidentiality’.

1. Evidence of policy/guidance that supports all staff involved in the care of an individual on the

palliative and end of life care register to adhere to ‘duties of confidentiality’.

Joint

Review Date

RAG

Notes & Actions

G: All staff are able to
recognise distress including
physical, emotional,
psychological, social or
spiritual as appropriate to
their role and understand the
referral process to the
appropriate agency for
support.

1. Evidence of an approach where all staff are able to recognise, understand and support an
individual to alleviate all forms of distress as appropriate to their role.

Joint

Review Date

RAG

Notes & Actions






Ambition 6: Each community is prepared to help

| statement: / live in a community where everybody recognises we all have a role to play in supporting each other in times of crisis and loss. People are
ready willing and confident to have a conversation about living and dying well and to support each other in emotional and practical ways.

i A: Each prison fosters and 1. Evidence of whole a prison approach which includes all internal and external partners / Joint
develops good relationships stakeholders.
with internal and external 2. Evidence of agreements in place with local palliative care providers —including Hospices, local
partners (stakeholders). Specialist Palliative Care teams and other specialist services e.g. Tissue viability, continence. Health
Review Date RAG Notes & Actions

. . 1. Evidence of assessment and action for timely in cell adjustments e.g. toilet rails, pressure Joint
B: Each Prison has timely access o
. . relieving mattresses.
to a suitable care environment ) . ) i Joint
. 2. Evidence of local agreements with home loan/equipment services.
and equipment to enable ) . o . .
. . L 3. Evidence the prison has access to a palliative care suite, or enhanced environment. Joint
delivery of quality palliative : A .
. . 4. Evidence of the use of local transfer pathways to support the individuals preferred and permitted
end of life care in the preferred . . : . .
. place of care including when release is granted on compassionate grounds. Joint
and permitted place. . . . . .
5. Evidence patients die in their preferred place of care when possible. Joint

Review Date RAG Notes & Actions






C: Sources of support required
for people affected by or
involved in the care of an
individual will be
communicated to everyone
involved in a timely and
effective way.

1. Evidence that support services have been identified and communicated to those involved in the
individual’s care in a timely and effective way.

Joint

Review Date

RAG Notes & Actions






Examples of Evidence

Here are some examples of evidence, the list is not exhaustive, and establishments
may identify others relevant to their own practice

Policies - Guidance - Standard Operating procedures

Palliative and end of life care register — complex case register

Social Care Register — care plans — Continuing Healthcare Assessment
Advance Decision — DNACPR Documentation

Wing Books and Logs

FLO logs

Staff Training registers

ERCG — ROTL Documentation

Care Plans

MDT Terms of Reference- Minutes

Patient leaflets

SystmOne — CNOMIS

Key Worker system — patient information leaflets

Palliative Care Information Folder

Shared Drive

Supervision records (number and type of sessions offered/attended
Duty rotas, appraisal/PDP, staff discussion

Discussions with Healthcare — Nurses —Doctors - Administration Staff - Social Care Staff — Chaplaincy — IMB - Palliative Care Leads — Health
and Prison Staff — Safer Custody — Officers — FLO — palliative care champions - patients and prisoners - Specialist Palliative Care teams -
Mental Health team - Family Significant others

o Questionnaires — Audit Results

o Focus groups

o Education Sessions

© 0O O 0o 0o OO0 0o O o o0 o o o o0 o





Glossary of Terms

Advance Care Planning (ACP): is a voluntary process of discussion about future care between an individual and their care providers, irrespective of
discipline. An ACP discussion might include:

o theindividual’s concerns and wishes,

o theirimportant values or personal goals for care,

o their understanding about their illness and prognosis,

o their preferences and wishes for types of care or treatment that may be beneficial in the future and the availability of these.

(Advance Care Planning: a Guide for Health and Social Care Staff NHS End of Life Care Programme, published February 2007, revised August 2008)
Advance decision: In the Mental Capacity Act this applies specifically to an advance decisions to refuse treatment (ADRT) - see below

Advance Directive/Advance Decision/Advance Decision to Refuse Treatment (ADRT): This is a decision to refuse specified treatment made in
advance by a person who has capacity to do so. This decision only applies at a future time when that person lacks capacity to consent to, or refuse,
the specified treatment. This is set out in section 24 (1) of the Mental Capacity Act. Specific rules apply to advance decisions to refuse life-sustaining
treatment.

o An advance decision to refuse treatment can be made by someone over the age of 18 who has mental capacity;

o is a decision relating to refusal of specific treatment and may also include specific circumstances;

o will only come into effect if the individual loses capacity;

o only comes into effect if the treatment and any circumstances are those specifically identified in the advance decision;

o can be verbal, but if an advance decision includes refusal of life sustaining treatment, it must be in writing, signed and witnessed and include
the statement ‘even if life is at risk’;

o islegally binding if valid and applicable to the circumstances.

Advance Statement: a statement that conveys a person’s preferences, wishes, beliefs and statement values regarding their future care. The aim s to
provide a guide to anyone who might have to make decisions in the person’s best interest if that person has lost the capacity to make a decision





Best interests (in the context of patients lacking capacity to make a particular decision): Any decisions made, or anything done for a person who
lacks capacity to make specific decisions must be in the person’s best interests. The Mental Capacity Act 2005 (England and Wales) sets out how a best
interests decision should be made. Any staff involved in the care of a person who lacks capacity should make sure a record is kept of the process of
working out the best interests of that person for each relevant decision.

Mental Capacity: The ability of an individual to understand the issues of a decision, retain that information, weigh up the facts and communicate their
decision. Capacity must be assumed in all individuals unless there is a suspicion of an impairment or disturbance of mind or brain. In this situation,
capacity for that decision must be tested (see MCA 1&2 form in the resources section of the Deciding Right website). A person with capacity can make
any decision they wish, even if others view that decision as illogical or unwise. Capacity is specific to the decision being made - therefore an individual
can have capacity for one decision, but not another. If an individual lacks capacity for a specific decision, carers must make the decision following the
best interest’s requirements of the Mental Capacity Act (see MCA1&2 form in the resources section of the Deciding Right website).

Do not attempt cardiopulmonary resuscitation (DNACPR): A decision to withhold CPR in the event of a future arrest. Communication is a key part of
making such a decision. Consent to refuse CPR is required if the individual has capacity for that decision and an arrest is anticipated and CPR could be
successful. A DNACPR form is completed by a clinician with responsibility for the child, young person or adult. A DNACPR decision can be made for an
individual who does not have capacity but must follow the best interest’s requirements of the Mental Capacity Act.

End of Life Care: Patients are ‘approaching the end of life” when they are likely to die within the next 12 months. This includes patients whose death is
imminent (expected within a few hours or days) and those with: a) advanced, progressive, incurable conditions; b) general frailty and co-existing
conditions that mean they are expected to die within 12 months; c) existing conditions if they are at risk of dying from a sudden acute crisis in their
condition; d) life-threatening acute conditions caused by sudden catastrophic events. In General Medical Council guidance the term ‘approaching the
end of life’ also applies to those extremely premature neonates whose prospects for survival are known to be very poor, and to patients who are
diagnosed as being in a persistent vegetative state (PVS) for whom a decision to withdraw treatment may lead to their death.

Family Liaison Officer: Is a member of prison staff who will act on behalf of the governor following a death in custody, a prisoner becoming critically ill
and/or receiving a terminal diagnosis and on other occasions where supporting a family is required. Provide immediate appropriate information to the
family concerning the death of their relative or other person. Offer to attend the funeral and act as the named point of contact for the family they
have been assigned, managing the day-to-day partnership between the prison and the family before and after the inquest. Support families leading up
to and during the inquest and offer support, practical help and advice. They will also liaise with other key agencies.

Guidance: this refers to local instructions issued to assist staff in the delivery of palliative end life care. These can be both clinical and operational.

Holistic Care: takes all of the individuals needs into consideration. This will include physical emotional psychological spiritual needs.





Key Worker: A qualified Nurse who, with the patient’s consent and agreement takes a key role in co-ordinating the patient’s care, promoting
continuity, ensuring the patient knows who to access for information and advice.

MDT: Multi-Disciplinary Team — the core MDT would usually comprise key workers, palliative care leads, safer custody, chaplaincy, FLO, GP, the
individual and their residential manager. Although grade is not important there needs to be involvement from people with authority to make
decisions.

Open Cell Door: A process to assess when up to 24-hour healthcare staff access is required to the individual’s cell to meet individual healthcare needs.
For example, to provide end of life care or when a syringe pump is in use.

Palliative Care: Palliative care is an approach that improves the quality of life of patients and their families facing the problem associated with life-
threatening illness, through the prevention and relief of suffering by means of early identification and impeccable assessment and treatment of pain
and other problems, physical, psychosocial and spiritual. Palliative care provides relief from pain and other distressing symptoms; affirms life and
regards dying as a normal process; intends neither to hasten or postpone death; integrates the psychological and spiritual aspects of patient care;
offers a support system to help patients live as actively as possible until death; offers a support system to help the family cope during the patient’s
illness and in their own bereavement; uses a team approach to address the needs of patients and their families; enhances quality of life and may also
positively influence the course of iliness; is applicable early in the course of illness, in conjunction with other therapies that are intended to prolong
life, and includes those investigations needed to better understand and manage clinical complications. Palliative care can be provided by a range of
health and social care staff and may be done alongside treatment intended to reverse particular conditions.

Palliative End of Life Care Register: A register of patients with supportive palliative and end of life care needs. The register identifies both cancer and
non-cancer patients who may be in the last year of life.

Preferred place of Care: The individuals preferred place of care and death.
Permitted place of care: The place the individual is allowed to be care for following risk assessment and multidisciplinary discussion

Person Centered Care: A term for healthcare and social services which reflect the individual’s unique preferences, values and needs, identified and
agreed upon in partnership with the individual.

Specialist Palliative Care: The active total care of individuals with progressive, advanced disease and (of) their families, care is provided by a
multidisciplinary team who have undergone recognised specialist palliative care training.

Stakeholder: may be patients, caregivers, clinicians, prison staff, researchers, advocacy groups, professional societies, businesses, policymakers.





Useful Links and References

Below you will find a list of helpful links for both healthcare and prison staff. Please ensure that you access the most up-to-date guidance and
information available. You will find the Dying Well in Custody Charter and Self-Assessment tool here - Ambitions website and Special Interest
Prisons including Dying Well in Custody Charter http://endoflifecareambitions.org.uk/tag/prisons/

O 0O 0O OO0 OO0 0o 0 o o o

All PPO Reports available www.ppo.gov.uk

Advance decision to refuse treatment [NHS CHOICES GUIDE]

Core Competencies end of life

https://www.nwcscnsenate.nhs.uk/files/7314/3505/4519/core_competencies_for_end_of life_care.pdf?PDFPATHWAY=PDF
Deciding Right « NECN Advance Decision Deciding Right « NECN

E Learning - https://www.nwcscnsenate.nhs.uk/strategic-clinical-network/our-networks/palliative-and-end-life-care/network-

groups/education-strategy-sub-group/e-elca/  http://www.e-Ifh.org.uk/programmes/end-of-life-care/

Graham Judgement.

Links to patient information NHS CHOICES GUIDE

Lasting Power of Attorney [NHS CHOICES GUIDE]

Macmillan Cancer Support https://www.macmillan.org.uk/

National Council for Palliative Care http://www.ncpc.org.uk/
NICE guidance https://www.nice.org.uk/guidance

https://www.nice.org.uk/guidance/ng31 — New Guidelines on Care of dying adults in the last days of life (NICE)
PPO bulletins / website PPO lessons learned (PDF Download)
Preferred priorities of care www.dyingmatters.org/sites/default/files/user/images/PPC final

5 Priorities for Care of the Dying Person

https://www.palliativedrugs.com/ (subscription required)

quick guide to identifying patients for supportive and palliative care

RESPECT https://respectprocess.org.uk/fags.php




http://www.necn.nhs.uk/common-themes/deciding-right/

http://www.ppo.gov.uk/app/uploads/2014/07/LLB_FII_Restraints_web_version.pdf

https://www.nhs.uk/Planners/end-of-life-care/Pages/advance-statement.aspx

http://www.necn.nhs.uk/common-themes/deciding-right/

http://www.ppo.gov.uk/app/uploads/2014/07/LLB_FII_Restraints_web_version.pdf

https://www.gov.uk/power-of-attorney

https://www.nhs.uk/Planners/end-of-life-care/Pages/advance-statement.aspx

https://s3-eu-west-2.amazonaws.com/ppo-prod-storage-1g9rkhjhkjmgw/uploads/2014/07/Learning_from_PPO_investigations_-_End_of_life_care_final_web.pdf

https://www.cqc.org.uk/news/stories/priorities-care-part-new-approach-care-dying-people

http://www.cheshire-epaige.nhs.uk/ePaige Documents/A_QUICK_GUIDE_to_Identifying_Patients_for_Supportive_and_Palliative_Care_V10%5b1%5d.pdf
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[Resuscitation — Decisions relating to cardio pulmonary resuscitation |

Safer Custody Group learning bulletins Safer Custody Bulletins
Supportive & Palliative Care Indicators Tool  https://www.spict.org.uk/

Palliative Care for People with Learning Disabilities network http://www.pcpld.org/

PPO Older Prisoners Report http://www.ppo.gov.uk/app/uploads/2017/06/6-3460 PPO Older-Prisoners WEB.pdf

The Gold Standards Framework http://www.goldstandardsframework.org.uk/
http://www.dc.nihr.ac.uk/themed-reviews/Better%20endings%20FINAL%20DH%20single%20page.pdf — Better Endings — right care, right
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