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Request for Information – Feedback Summary Sheet
	Request made by:
	caroline.wilson2@nhs.net
andrea.berry2@nhs.net 
	Responses to be sent back to:
	As previous


	Date request made:
	31/01/2017
	Date sent out:
	01/02/2017


	Details of Request:
	Examples of critical care end of life paperwork / guidelines /policies.
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North Wales Critical Care Network 
Alison.Ingham@wales.nhs.uk
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Sent by Angela Himsworth 
Angela.Himsworth@uhb.nhs.uk
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	Rebecca Russell 
Senior Staff Nurse / Lead CiS Nurse
General Intensive Care Unit A600
Bristol Royal Infirmary
Rebecca.Russell@UHBristol.nhs.uk
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North of England Care Network 
[bookmark: _GoBack]Julie.Platten@nth.nhs.uk
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Please complete and return this form to Claire.horsfield@lthtr.nhs.uk  12 weeks following request for information.
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Wales_Critical_Care_End_of_Life_Guidance.pdf
Name: gofal lliniarol
| i A i S
palliative care o

Date of Birth:

Address:

Care Decisions for the Last Days of Life

For use in Critical Care Units
Please use this document to record the decisions of the clinical team
and the priorities of the ADULT patient and those important to them.

This document forms part of the patient’s confidential clinical record.

GUIDANCE ON USING THIS DOCUMENT

Wherever possible, medical and nursing staff should carry out a joint clinical assessment.

A senior clinician should be involved in initial decision making.

Discuss resulting care decisions with the patient (where practical) and those important to them.

Medical or nursing staff can complete page 1.

Medical staff should complete pages 2 and 3.

Nursing care decisions should be recorded on page 4.

Document the agreed plan of care briefly in this document and, if needed, more fully in the patient record.
The all Wales Symptom Control Guidance may be useful for patients having a more prolonged end of life
course. Local guidance may also be available. Consult palliative care team for complex cases.

Prescribe all medications in the appropriate prescription charts, as used locally.

e Record all further decisions and progress in the patient’s clinical notes.

e This document should be filed in the current section of the clinical case note.

IMPORTANT INFORMATION RELEVANT FOR THIS PATIENT
Note any key medical, nursing, social, or other information which may affect individual patient care.

ORGAN DONATION
Please refer all intubated patients to the Specialist Nurse for Organ Donation for consideration of organ donation.

Enter details of local services here

IDENTIFY RESPONSIBLE CLINICIANS

Critical Care Consultant responsible for the patient’s care:

Print Name: Signature: Date:

Registered Nurse responsible for the patient’s care:

Print Name: Signature: Date:

Health Care Professional completing this page to sign below

Print Name: Signature: Date:
Role:
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Name: Date:

Date of Birth:

Address:

CLINICAL ASSESSMENT Medical team to complete
Do the clinical team agree that the patient is in the last days of life? Please document how you reached this decision.

HYDRATION DECISIONS

Document any discussions and decisions regarding hydration (including the use of parenteral fluids) with the patient /
those important to the patient.

NUTRITION DECISIONS

Document any discussions and decisions about nutrition (including enteral and parenteral nutrition) with the patient /
those important to the patient.

AIRWAY AND VENTILATION

Document a clear plan for management of the patient’s airway and ventilation.
e Oxygen Therapy Continue I Stop O

OTHER CLINICAL DECISIONS

Document decisions on the following:

e Blood tests including blood sugar monitoring  Continue [ Stop O

e  Vasoactive infusions Continue O Stop | N/A |
e Dialysis / haemofiltration Continue O Stop | N/A |
e Nasogastric tube Leavein O Remove [ N/A O
e Physiotherapy Continue I Stop O N/A O

e Management of Implantable Cardiac Device
Enter details of local deactivation services here

Review the Need for Current Regular Medication

Prescribe anticipatory medication:

Analgesia / for breathlessness: An opiate e.g. morphine. Fentanyl or alfentanil may be better in renal failure.
Anti-emetic: e.g. cyclizine.

Anxiolytic: e.g. midazolam or possibly propofol if already running.

Anti-secretory: e.g. hyoscine hydrobromide 400mcg s/c 4hrly PRN or glycopyrronium bromide 200mcg s/c 4hrly PRN.

Doctor completing this page to sign below

Print Name: Signature: Date:
Role:
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Name: Date:

Date of Birth:

Address:

CPR STATUS — NATURAL ANTICIPATED and ACCEPTED DEATH Medical team to complete

If not already recorded, document any discussion with patient and those important to them about allowing natural death
to occur, and complete appropriate forms.

CORONER

Are there any circumstances for which you need to refer to the Coroner? Yes O No O
Are other health care professionals aware of how this affects care?

Document reason and discussions with team and nominated next of kin:

VERIFICATION OF EXPECTED DEATH

Can verification of death be carried out by a suitably trained health care professional (other than a doctor) according to
the management of an ‘expected death’? Yes O No O

ADVANCE CARE PLAN

Has the patient expressed wishes in an Advance Care Plan (ACP) including an Advance Decision to Refuse Treatment

(ADRT)? Yes 0 No O Don’tknow O
Details:
Is there a Lasting Power of Attorney (LPA) for Health and Well being? Yes 0 No O Don’tknow [
If so, does it at an enhanced level include life/death decisions? Yes 1 No O Don’tknow [
Details:

TISSUE DONATION

Has the patient / those important to them expressed wishes around tissue donation? Yes [ No O Don’t know [

Enter information about local tissue donation services here

PATIENT UNDERSTANDING AND PRIORITIES

Document any discussions with the patient and those important to them about the patient’s awareness of dying.
Record any priorities or concerns they have/are known to have had.

Doctor completing this page to sign below

Print Name: Signature: Date:
Role:
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Name: Date:

Date of Birth:

Address:

UNDERSTANDING AND PRIORITIES OF THOSE IMPORTANT TO THE PATIENT Nursing staff to complete

Document discussion held with those important to the patient.

What are their concerns at this time?

Name of individual:
Relationship:

INDIVIDUAL PLAN OF NURSING CARE Update existing nursing care plans and risk assessments

Document agreed nursing plan.

Update existing nursing care plans and risk assessments, and consider the following:

®* Communication * PRN medication * Elimination
® Symptom assessment * Mouth care ® Environment / Single room
® Bedside monitor and alarms ® Pressure area care ® Other

RELIGIOUS, CULTURAL AND SPIRITUAL BELIEFS

Consider individual needs of the patient and those important to them.

Document actions that need to be taken.

ONGOING REVIEW Refer to Symptom Assessment Chart
Continue to monitor symptoms such as pain, agitation, nausea and respiratory secretions.
Document nursing assessments and care plans in nursing documentation. Liaise with doctor if any concerns.

e Sign the front page.
e Complete regular symptom review.
e Discuss patient progress with the multi-disciplinary team.

e  Consult your local Specialist Palliative Care Team for further advice if required.

If the clinical situation improves and these decisions are no longer appropriate, then the clinical team
should discuss an alternative medical management plan.

Nurse completing this page to sign below
Print Name: Signature: Date:
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Last days of Life Symptom assessment on Critical Care.pdf
Name: Date:

Date of Birth:

Address: Care Decisions in the Last Days of Life

Patient Symptom Assessment Sheet

NHS Number: For use in Critical Care Units

Use this chart to record patient symptoms at the time of your assessment. Mark each symptom in the appropriate
section: 0 - None, 1 - Mild, 2 - Moderate, 3 - Severe, 4 — Overwhelming.
Contact doctor to review medication if symptoms severe and/or persisting.

Year: ( ) dd/mm
Use 24 Hour Clock Time
Alert
Drowsy/Sleepy
Difficult to rouse
Unrousable
Pain
2
1
Agitation / Distress
1
0
Nausea
(Score 0 if unrousable)
2
1
0

Vomiting

Respiratory “rattle”

0
Add other symptoms below to monitor

2
1

[

Initials

Symptom Assessment Sheet based on Betsi Cadwaladr documentation, August 2015 Version 7
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Wye Valley NHS Trust ICU EOL Care Record 2016 (version 1) (3).pdf
Name D.O.B.

Address Tel no.
Wye Valley m

NHS No: NHS Trust
Intensive Care Record for Adults
for the Last Days of Life

This record is to be used in ICU once a patient is declared as needing end of life care.
It outlines a ‘whole team approach’ providing prompts to the discussions and aspects of care
important during this time and acts as an auditable record of care given.

CONTENTS Page
Signature sheet: Record of use 1

Section 1: Diagnosing dying; treatment limitations in ICU & withdrawal of active intensive care

interventions 2
Section 2: Record of communication following the diagnosis of dying 4
Section 3a: Ongoing Assessment — Nursing Record 6
Section 3b: Ongoing Assessment — Multidisciplinary Record 10
Section 4: Care given after death 12
Appendix 1: Plan of Care for the Last Days of Life 13
Appendix 2: Palliative Care Symptom Control Guidelines - incl. medication 14
Appendix 3: Contact Details for Advice 21
Appendix 4: Feedback / Audit sheet: TO BE RETURNED AFTER THE PATIENT’S DEATH 23

OR IF CARE RECORD IS DISCONTINUED

Patient’s current place of care: (please amend with dates if it changes)

Acute Hospital: ... . (name of ward)
Community Hospital: ... . (name of CH)

Lo T oL I & [0 ] 5 2 1= (name of Care Home)
g Lo T o o 1= (own home or other)
[0 14 3 1= - . (please specify)
Lead General Practitioner/ Consultant: ... s s s r e nas
Date Care Record cOmMmeENCEd: .......c.iciciieimimeimimmmereierrasrss s sassassassassassnsassans

If you have any problems regarding this document, please contact the specialist palliative care team (see
page 21 for contact details)






Name D.O.B.

Address Tel no Wye Va”ey m

NHS No: NHS Trust

This is a multi-disciplinary document and can therefore be completed by any member of the team.

ALL PERSONNEL COMPLETING THIS CARE RECORD PLEASE SIGN BELOW

Name (print) Full signature Initials Professional title Date

Wye Valley NHS Trust, ICU Version 1, 2016 1






Name D.O.B.

Address Tel no Wye Va”ey m

NHS No: NHS Trust

SECTION 1: DIAGNOSING THE LIKELIHOOD OF DYING; WHEN THE PATIENT IS ENTERING THE
FINAL DAYS OF LIFE

This can only be diagnosed when all reversible causes for the current condition have been considered. If
further active treatment is considered to be futile or inappropriate then care needs to refocus on ensuring
the patient’s comfort and dignity.

=TT e [ =T 1 [0 1< £SO URPRURS .
Other relevant co-mOrbiditie@s: e et reearae .
Reasons for diagnosSing dYiNG: e et e et et e steente e nresreesreenee e s .

Patient’s Wishes: Does the patient have:
An Advanced Decision to Refuse Treatment (ADRT): YES / NO

An Advance Statement (AS): YES / NO

A Lasting Power of Attorney (LPA): YES / NO
Are decisions about this patient’s care to be predominantly based on ‘best interests’ assessment,
particularly with regard to patients with diagnoses such as dementia. YES / NO
Summary of patient and family wishes / prefere@nces: ...

Responsible Doctor/Senior Nurse
SIGNATUIE. e
PriNEEd NAME . e
DeESIgNAtioN: e
[ | <

Wye Valley NHS Trust, ICU Version 1, 2016 2





Name D.O.B.

Address Tel no Wye Va”ey m

NHS No: NHS Trust

ICU medical interventions and treatment limitations (to be completed by ICU consultant):

DNACPR form has been completed: YES / NO
ICDs have been deactivated*: YES / NO / Not applicable
*See ICD Guideline - ICD Consent at Fitting and Deactivation at the End of Life Guideline, WV Cardiology Intranet site.

Airway management and ventilation
Indicate preferred option

Ventilated patient

A Extubation, no ventilator assistance and no supplemental oxygen

B Disconnection of ventilator but keep ETT in situ, no supplemental oxygen

C Continue ventilation and reduce FiO, to 0.21. Change to CPAP/pressure support. Limit pressure
support to no greater than 10cm H,0

D Delay change in airway and ventilation management for purposes of family/friends
communication with patient then choose option A B orC

Non ventilated patient

A Maintain face mask oxygen

B Remove oxygen

NIV is unsuitable for patients receiving palliative care

Cardiovascular management
Indicate preferred option

A Discontinue all inotropic support immediately

B Delay discontinuation of inotropes for purposes of family/friends communication with patient

Turn off bedside CVS monitoring once inotropes have been discontinued

Anxiolytics and sedation
Indicate preferred option

A Continue with current levels of iv sedation and analgesia

B Use end of life care record guidance on the control of pain and agitation.
Drugs may be given iv on ICU

Feed and fluids

Circle yes or no as indicated

1 Discontinue feed Y/N
2 Discontinue iv fluids Y/N
3 Remove ng tube Y/N

Use Appendix 2 to guide symptom control for nausea and vomiting, respiratory tract secretions and
dyspnoea - page.

Drugs may be given iv on ICU

Review the drug chart and discontinue any unnecessary drugs

ICU Consultant 1] Lo 1= Lo U1 =SSR
g 11 (=Te I g T=1 0 0 LS
10 1= )

Wye Valley NHS Trust, ICU Version 1, 2016 3






Name D.O.B.

Address Tel no Wye Va”ey m

NHS No: NHS Trust

SECTION 2: RECORD OF COMMUNICATION AFTER DIAGNOSING THE LIKELIHOOD OF DYING

A. Communication regarding the diagnosis of the likelihood of dying: Including a prognosis of
days whilst acknowledging the inherent uncertainty when making this clinical judgment.
Complete this section after end of life discussion with family/friends.

Who did you talk to?

What was said?

Were any concerns raised & if so, what was said/done in response to these concerns?

Doctor and/or nurse’s Signature: Date:

B. Communication regarding plan of care now: Include information about a plan of care which will now
change to a focus on ensuring comfort and dignity which may involve - see plan of care, page 13.

(i) discontinuing any inappropriate interventions/treatments e.g. blood tests, xrays & scans, NEWS obs., O,
therapy

(ii) acknowledging a ceiling of treatments e.g. DNACPR
(iii) assessment of main symptoms requiring attention e.g. pain, nausea & vomiting, agitation etc

(iv) review medication - discontinue unnecessary medicine; prescribe anticipatory EOL medication; consider need
for syringe driver depending on previous analgesics/antiemetics etc. See Symptom Control Guidelines,
page 14.

Who did you talk to?

What was said?

()

(ii)
(iii)

(iv)

Were any concerns raised & if so, what was said/done in response to these concerns?

Doctor and/or nurse’s Signature: Date:

Wye Valley NHS Trust, ICU Version 1, 2016 4





Name D.O.B.

Address Tel no Wye Va”ey m

NHS No: NHS Trust

C. Communication regarding the patient’s intake of food and fluids: the patient and carer/relative
should be supported to enable the patient to take food & fluids by mouth for as long as tolerated but a reduced need
for food and fluid is part of the normal dying process so overall intake will naturally fall. Symptoms of thirst / dry
mouth do not always indicate dehydration but are often due to mouth breathing or medication so for most patients
clinically assisted (artificial) nutrition/hydration will not be required and could even be detrimental to patient comfort.
Good mouth care is essential. If hydration support is necessary, consider a reduced rate / volume according to
individual need and the s/c route.

Who did you talk to?

What was said?

Were any concerns raised & if so, what was said/done in response to these concerns?

Doctor and/or nurse’s Signature: Date:

D. Communication regarding patient & family wishes / preferences: Including a discussion about the
patient’s preferred place to die and whether/how this may be achieved.

e For patients wanting to stay at home, consider fast tracking for a care package.
e Transfers from the acute hospital to the hospice need to go through the Hospital Palliative Care Team.

e See discharge guideline for EOL care for patients being discharged home from the acute hospital, includes
consideration for fast track for care package.

e Ensure provision for appropriate spiritual / religious care and support is accessed and put in place

Who did you talk to?

What was said?

Were any concerns raised & if so, what was said/done in response to these concerns?

If applicable, why was the patient’s preferred place to die not achieved?

Doctor and/or nurse’s Signature: Date:

Wye Valley NHS Trust, ICU Version 1, 2016 5






Name D.O.B.
Address Tel no
NHS No:

Wye Valley

NHS Trust

SECTION 3A: ONGOING ASSESSMENT — NURSING RECORD

Undertake an MDT assessment & review of the current management plan if:

Improved conscious Concern expressed

level, functional

regarding management

i : lan from either the
ability, oral intake, p ) .
mobi}lity ability to and patient, relative or team
’ or member
perform self-care

and
or

It is 3 days since the
last full MDT
assessment

Consider the support of the specialist palliative care team as required.

Codes to be recorded at each timed assessment (a moment in time):

... either A= Achieved OR NA (Not Achieved) = document assessment/action in next section - 3b MDT record

Record an A or NA not a signature 0200

0600

1000 1400 1800

2200

A: The patient does not have pain

Verbalised by patient if conscious, pain free on
movement. Observe for non-verbal cues. Consider need
for positional change. Use a pain assessment tool if
appropriate. Consider prn analgesia for incident pain

B: The patient is not agitated

Patient does not display signs of restlessness or distress,
exclude reversible causes e.g. retention of urine, opioid
toxicity

C: The patient does not have respiratory tract
secretions

Consider positional change. Discuss symptoms & plan of
care with patient, relative or carer

Medication to be given as soon as symptom occurs

D: The patient does not have nausea
Verbalised by patient if conscious

E: The patient is not vomiting

F: The patient is not breathless
Verbalised by patient if conscious, consider positional
change. Use of a fan may be helpful

G: The patient does not have urinary problems
Use of pads, urinary catheter as required

H: The patient does not have bowel problems
Monitor - constipation / diarrhoea. Monitor skin integrity

I: The patient does not have other symptoms
Record symptom here.. ...
If no other symptoms present please record N/A

J: The patient’s comfort & safety regarding the
administration of medication is maintained

If CSCI in place — monitoring sheet in progress

S/C butterfly in place if needed for prn medication
location:......ccccovvvvveeveen

The patient is only receiving medication that is beneficial
at this time. If no medication required please record N/A

Wye Valley NHS Trust, ICU Version 1, 2016






Name D.O.B.

Address Tel no Wye Va”ey m

NHS No:

NHS Trust
SECTION 3A: ONGOING ASSESSMENT — NURSING RECORD DATE ......ccvvvnennne
Codes to be recorded at each timed assessment (a moment in time):
... either A= Achieved OR NA (Not Achieved) = document assessment/action in next section - 3b MDT record

0200 0600 1000 1400 1800 2200

K: The patient receives fluids to support their
individual needs

The patient is supported to take oral fluids / thickened
fluids for as long as tolerated. Monitor for signs of
aspiration and/or distress. If symptomatically dehydrated
& not deemed futile, consider clinically assisted (artificial)
hydration if in the patient’s best interest. If in place
monitor & review rate/volume. Explain the plan of care
with the patient and relative or carer

L: The patient’s mouth is moist and clean
See mouth care policy. Relative or carer involved in care
giving as appropriate. Mouth care tray at the bedside

M: The patient’s skin integrity is maintained
Assessment, cleansing, positioning, use of special aids
(mattress / bed). The frequency of repositioning should
be determined by skin inspection and the patient’s

N: The patient’s personal hygiene needs are met
Skin care, wash, eye care, change of clothing according
to individual needs. Relative or carer involved in care
giving as appropriate

O: The patient receives their care in a physical
environment adjusted to support their individual
needs

Privacy is maintained, screens if required, clean
environment, sufficient space at bedside, consider
fragrance, silence, music, light, dark, pictures,
photographs, method to call relative / nurse (e.g. call
bell, baby alarm) accessible

P: The patient’s psychological well-being is
maintained

Being at the bedside can be a sign of support and caring.
Respectful verbal and non-verbal communication, use of
listening skills, information and explanation of care given.
Use of touch if appropriate. Spiritual/religious/cultural
needs - consider support of a chaplaincy team

Q: The well-being of the relative or carer attending
the patient is maintained

Just being at the bedside can be a sign of support and
caring. Consider spiritual/religious/cultural needs,
expressions may be unfamiliar to the healthcare
professional but normal for the relative or carer — support
of a chaplaincy team may be helpful. Listen & respond to
worries/fears. Age appropriate advice & information to
support children/adolescents available to parents or
carers. Allow the opportunity to reminisce. Offer a drink

Signature of the person making the assessment

Designation

Wye Valley NHS Trust, ICU Version 1, 2016 7





Name D.O.B.
Address Tel no
NHS No:

Wye Valley

NHS Trust

SECTION 3A: ONGOING ASSESSMENT — NURSING RECORD

Undertake an MDT assessment & review of the current management plan if:

Improved conscious
level, functional
ability, oral intake,

and

Concern expressed
regarding management
plan from either the
patient, relative or team

mobility, ability to

or
perform self-care member

and
or

It is 3 days since the
last full MDT
assessment

Consider the support of the specialist palliative care team as required.

Codes to be recorded at each timed assessment (a moment in time):
... either A= Achieved OR NA (Not Achieved) = document assessment/action in next section - 3b MDT record

Record an A or NA not a signature

0200

0600

1000 1400 1800

2200

A: The patient does not have pain

Verbalised by patient if conscious, pain free on
movement. Observe for non-verbal cues. Consider need
for positional change. Use a pain assessment tool if
appropriate. Consider prn analgesia for incident pain

B: The patient is not agitated

Patient does not display signs of restlessness or distress,
exclude reversible causes e.g. retention of urine, opioid
toxicity

C: The patient does not have respiratory tract
secretions

Consider positional change. Discuss symptoms & plan of
care with patient, relative or carer

Medication to be given as soon as symptom occurs

D: The patient does not have nausea
Verbalised by patient if conscious

E: The patient is not vomiting

F: The patient is not breathless
Verbalised by patient if conscious, consider positional
change. Use of a fan may be helpful

G: The patient does not have urinary problems
Use of pads, urinary catheter as required

H: The patient does not have bowel problems
Monitor - constipation / diarrhoea. Monitor skin integrity
Bowels last opened:.......ccccveniennnne

I: The patient does not have other symptoms
Record symptom here.......ccoiiiiiieieeesee e
If no other symptoms present please record N/A

J: The patient’s comfort & safety regarding the
administration of medication is maintained

If CSCI in place — monitoring sheet in progress

S/C butterfly in place if needed for prn medication
[[oYor=Yu[o] o V-

The patient is only receiving medication that is beneficial
at this time. If no medication required please record N/A

Wye Valley NHS Trust, ICU Version 1, 2016






Name D.O.B.

Address Tel no Wye Va”ey m

NHS No:

NHS Trust
SECTION 3A: ONGOING ASSESSMENT — NURSING RECORD DATE ......ccvvvnemnnne
Codes to be recorded at each timed assessment (a moment in time):
... either A= Achieved OR NA (Not Achieved) = document assessment/action in next section - 3b MDT record

0200 0600 1000 1400 1800 2200

K: The patient receives fluids to support their
individual needs

The patient is supported to take oral fluids / thickened
fluids for as long as tolerated. Monitor for signs of
aspiration and/or distress. If symptomatically dehydrated
& not deemed futile, consider clinically assisted (artificial)
hydration if in the patient’s best interest. If in place
monitor & review rate/volume. Explain the plan of care
with the patient and relative or carer

L: The patient’s mouth is moist and clean
See mouth care policy. Relative or carer involved in care
giving as appropriate. Mouth care tray at the bedside

M: The patient’s skin integrity is maintained
Assessment, cleansing, positioning, use of special aids
(mattress / bed). The frequency of repositioning should
be determined by skin inspection and the patient’s

N: The patient’s personal hygiene needs are met
Skin care, wash, eye care, change of clothing according
to individual needs. Relative or carer involved in care
giving as appropriate

O: The patient receives their care in a physical
environment adjusted to support their individual
needs

Privacy is maintained, screens if required, clean
environment, sufficient space at bedside, consider
fragrance, silence, music, light, dark, pictures,
photographs, method to call relative / nurse (e.g. call
bell, baby alarm) accessible

P: The patient’s psychological well-being is
maintained

Being at the bedside can be a sign of support and caring.
Respectful verbal and non-verbal communication, use of
listening skills, information and explanation of care given.
Use of touch if appropriate. Spiritual/religious/cultural
needs — consider support of a chaplaincy team

Q: The well-being of the relative or carer attending
the patient is maintained

Just being at the bedside can be a sign of support and
caring. Consider spiritual/religious/cultural needs,
expressions may be unfamiliar to the healthcare
professional but normal for the relative or carer — support
of a chaplaincy team may be helpful. Listen & respond to
worries/fears. Age appropriate advice & information to
support children/adolescents available to parents or
carers. Allow the opportunity to reminisce. Offer a drink

Signature of the person making the assessment

Designation

Wye Valley NHS Trust, ICU Version 1, 2016 9





Name D.O.B.
Address Tel no
Wye Valley /15
NHS No:
° NHS Trust
SECTION 3B ONGOING ASSESSMENT — MULTIDISCIPLINARY RECORD
Date/time Record significant events/conversations/medical/nursing reviews/visit | Signature and designation

by other specialist teams e.g. palliative care / second opinion if sought

Wye Valley NHS Trust, ICU Version 1, 2016
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Name D.O.B.
Address Tel no
Wye Valley [\'/75
NHS No:
° NHS Trust
SECTION 3B ONGOING ASSESSMENT — MULTIDISCIPLINARY RECORD
Date/time Record significant events/conversations/medical/nursing reviews/visit | Signature and designation

by other specialist teams e.g. palliative care / second opinion if sought

Wye Valley NHS Trust, ICU Version 1, 2016
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Name D.O.B.

NHS No:

NHS Trust

Address Tel no Wye Va”ey m

SECTION 4 - CARE AFTER DEATH

i.e. - respecting Spiritual, Religious & Cultural needs of the deceased and their family
- practical issues as per local policy
- Last Offices
- Management of ICDs
- Tissue Donation
- Management of patients valuables and belongings
- destroy patients own medication
- advice re contacting the Hospital General Office / Funeral Director
- advice regarding obtaining the Death Certificate.
- providing information i.e. DWP1027 Booklet ‘What to do after a death’.

Date/time| Document care given Signed

Bereavement Care

i.e. - provide information i.e. WVT 'Help with your Bereavement' leaflet
- advice regarding local support
- opportunity for questions

Date/time| Document care given Signed

Wye Valley NHS Trust, ICU Version 1, 2016
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Name D.O.B.

Address Tel no Wye Va”ey m

NHS No:

NHS Trust

APPENDIX 1: PLAN OF CARE FOR THE LAST DAYS OF LIFE

Our goals are to ensure that ...

1.

The possibility that a patient is approaching the end of their life is recognised and communicated
clearly and decisions are made and actions are taken in accordance with the person’s needs and
wishes, and these are regularly reviewed and decisions revised accordingly.

Sensitive communication takes place between staff and the person who is dying, and those
identified as important to them who are involved in decisions about treatment and care to the
extent that the dying person wants.

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

This plan of care, including issues to do with food and drink, symptom control and psychological,
social and spiritual support, is agreed, coordinated, delivered with compassion and documented in
the patient’s notes.

Our actions will encompass ...

1.

2.

Timely assessment, diagnosis and communication about the dying phase of a patients illness

Sensitive communication with the patient and those important to them explaining:
a. the change in focus of care to ensuring comfort and dignity
b. what the plan of care will be following this for the last days of life
c. the assessment and appropriate management of fluid and nutrition requirements
d. how the patients wishes and preferences will be respected and met as far as possible e.g.
preferred place of dying

A holistic assessment of the patients needs including an evaluation of the following:

a. Physical symptoms e.g. pain, nausea & vomiting, agitation, dyspnoea, excess respiratory
secretions

b. Psychological needs e.g. anxiety & distress relating to their diagnosis and its implications,
symptoms experienced, other fears and concerns for themselves or their family

c. Family and others important to the patient i.e. their needs and concerns including
information about practical support e.g. car parking and relative accommodation at HCH;
contact details for support for OOH services for patients at home. NB Patient and relative
information leaflets.

d. Spiritual needs e.g. taking into account any religious beliefs & traditions, values and
appropriate avenues of support

Avoiding unnecessary medical and nursing interventions including investigations & treatments
including CPR.

Appropriate prescribing for the stage of their illness including:
a. Discontinuing medication that is no longer appropriate
b. Continuing medication still required in the appropriate preparation and route of
administration e.g. analgesics and antiemetics via a syringe driver
c. Prescribing anticipatory medication for treating pain, nausea & vomiting, excess respiratory
secretions & agitation according to the End of Life Symptom Control Guidelines (Appendix
2)

Ongoing assessment, monitoring, management and documentation of symptoms and care needs in
the patients notes.
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Name D.O.B.

Address Tel no Wye Va”ey m

NHS No: NHS Trust

Appenpix 2: END OF LIFE SYMPTOM CONTROL GUIDELINES

ALL DRUG CHARTS SHOULD HAVE THE FOLLOWING PRESCRIBED PRN:

This will avoid a delay in controlling distressing symptoms.
Consider inserting a butterfly needle for s/c administration of repeat doses of PRN medication.

For Pain:

An OPIOID e.g. Morphine Sulphate subcutaneous (s/c) 2.5-5mg* prn 2-1 hourly to get pain controlled,
seek advice if more than 3 doses in two hours.

*unless already on MR morphine & require a larger breakthrough dose

See page 15 for further guidance.

For Nausea/Vomiting:
CYCLIZINE 50 mg s/c 6hrly. Max 200mg over 24 hrs
See page 16 for further guidance.

For agitation/restlessness:

MIDAZOLAM 2.5-5mg s/c (up to 10mg) Can be given 2 - 1 hourly to get restlessness under control.
NB: Choose a dose at lower end of range (2.5-5mg) if elderly frail patient or only mild restlessness.
See page 17 for further guidance.

For excess respiratory secretions:
HYOSCINE HYDROBROMIDE 0.4mg s/c 4hrly.
See page 19 for further guidance.

SYRINGE DRIVERS

These are not always necessary but are extremely useful if the patient has required regular analgesia but:
e Is nauseous or vomiting

Is unable to swallow

Is too weak to take oral medication

Is unconscious

has poor oral absorption

CME T34 is the syringe driver used in this situation. No other syringe driver should be used.
See Syringe Driver Protocol and Guidelines.

We would advocate the subcutaneous route (s/c) at this stage as intra muscular (i/m) is more painful. All
drugs recommended here can be given by s/c route. Consider s/c butterfly Saf.T. intima cannula for
regular breakthrough doses.

All the drugs in the guidelines are compatible in mixtures in a syringe driver.
Precipitation may occur with higher concentrations of Cyclizine.
Water for injection to be used to dilute all drugs. If problems use 0.9% saline.

If needing more than three drugs to be mixed in a syringe driver, consult the palliative care team for
advice.

N.B Medication via a syringe driver may take 6-8hrs before it has effect. Therefore if the patient is in

pain, nauseated, agitated or has noisy breathing they will need a stat dose. The dose will be the same as
their subsequent prn dose.

FOR GUIDANCE AT ANY STAGE PLEASE CONTACT
SPECIALIST PALLIATIVE CARE SERVICE: SEE PAGE 21
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Name D.O.B.

Address Tel no Wye Va”ey m

NHS No:

NHS Trust
PAIN
Is the patient already taking oral morphine or another
strong opioid?
Yes No
v v
e Review current oral analgesia, Prescribe MORPHINE SULPHATE
is it adequate? 2.5-5mg oral (if able to take
e Consider converting to s/c orally) AND 2.5-5mg s/c PRN
route if unable to take orally* ¢
e Continue to give PRN dose as )
symptom occurs** e After 24 hrs review
medication
e If 3 or more doses are
required PRN then consider
use of a continuous
subcutaneous infusion (CSCI)

* When the patient is established on ORAL MORPHINE SULPHATE: use Morphine Sulphate for
injection. For conversion from oral to s/c Morphine Sulphate divide by 2.
i.e.Morphine Sulphate MR 15mg bd orally = 30mg/2 = Morphine Sulphate 15mg by CSCI over 24hrs.

* When the patient is established on ORAL OXYCODONE: use Oxycodone for injection. For
conversion from oral to s/c Oxycodone divide by 2.
i.e. Oxycodone MR(OxyContin) 15mg bd orally = 30/2 = Oxycodone 15mg by CSCI over 24hrs.

** Breakthrough Analgesia: The dose of opioid for PRN medication is 1/6" of the total 24hr dose
i.e. For Morphine Sulphate MR 15mg bd orally,(15x2=30/6=5) prescribe Oramorph 5mg orally PRN
For Morphine Sulphate 15mg/24hrs CSCI, (15/6=2.5) prescribe 2.5mg s/c PRN

For patients in the last days of life who are using Fentanyl patches for pain control and are now unable to
take oral medication for breakthrough pain: It is recommended that a Fentanyl patch is NOT
removed but supplemented with Morphine Sulphate as follows:

If pain is controlled:

1. Leave the Fentanyl patch on and continue to change every 3™ day.

2. Prescribe the appropriate PRN dose of Morphine Sulphate for subcutaneous injection*.

If pain is escalating:

1. Give a PRN dose of subcutaneous Morphine Sulphate for immediate effect.

2. And set up a syringe driver with the equivalent of 3-4 breakthrough doses of subcutaneous Morphine
Sulphate over 24 hrs.

e.g. for a 25mcg Fentanyl patch. The breakthrough PRN dose is Morphine Sulphate 7.5mg s/c.
Therefore 7.5 x 3 = ~25mg subcutaneous Morphine Sulphate by CSCI over 24 hours.

If pain persists consider other causes of distress: bone pain, neuropathic pain, anxiety, fear, full bladder
or constipation.

* See West Midlands Palliative Care Symptom Control Guidelines
(Herefordshire Palliative care Intranet Site)
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Name D.O.B.

Address Tel no Wye Va”ey m

NHS No:

NHS Trust
NAUSEA & VOMITING
PRESENT ABSENT
y y
Prescribe CYCLIZINE Is the patient already
50mg s/c stat & 6hrly PRN* on a regular antiemetic?
Yes No
\ v
e Review after 24hrs Consider converting to
e If 2 or more doses are required CSCI if unable to take
PRN then consider use of a CSCI oral medication:
with 150ma/24hrs* a
e.g. Cyclizine 150mg/24hrs OR
¢ Metoclopromide 30-40mg/24hrs
OR Haloperidol 3-5mg/24hrs
e If symptoms persist consider
additional® or alternative® v
antiemetic depending on the Prescribe CYCLIZINE
cause of the nausea & 50mg s/c 6hrly PRN
vomiting**:
®Haloperidol 0.5-1.5mg s/c PRN ... this anticipatory prescribing will
2.5-5mg CSCI/24hrs avoid delay in responding to any
*Levomepromazine e et v
6.25mg s/c 6hrly PRN y
6.25-12.5mg/24hrs (Usual max.
dose for nausea is 25mg/24hrs. Can also
be given as single nocte SC inj. if no
other medication required via CSCI)

* Total dose of Cyclizine should not exceed 150mg/24hrs therefore supplement with alternative
breakthrough antiemetic e.g. Haloperidol 0.5-1.5mg s/c PRN OR Levomepromazine 6.25mg s/c PRN.
Always use water for injection when making up Cyclizine.

N.B. Cyclizine is not recommended in patients with heart failure. Use alternative antiemetics such as
Haloperidol or Levomepromazine as above.
N.B. Cyclizine and Metoclopromide should not normally be prescribed together
** See West Midlands Palliative Care Symptom Control Guidelines
(Herefordshire Palliative care Intranet Site)

If bowel obstruction present: contact Palliative Care Team for advice. See page 21
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Name D.O.B.

Address Tel no Wye Va”ey m

NHS No:

NHS Trust
AGITATION & RESTLESSNESS
PRESENT* ABSENT
v h 4
Prescribe MIDAZOLAM** Prescribe MIDAZOLAM 2.5-5mg
2.5-5mg s/c PRN s/c PRN
(Esp. when agitation &
restlessness occurs with ... this anticipatory prescribing will
dyspnoea, myoclonus or avoid delay in responding to any
previous convulsions***) agitation or restlessness that develops
* in the last hours or days of life

e Review after 24hrs

e If 2 or more doses are required
PRN then consider use of a

y

Continue to give PRN doses
accordingly & review dose in the CSCI
as necessary

*Exclude possible reversible causes e.g. urinary retention, faecal impaction, opioid toxicity.

** The management of agitation and restlessness does not usually require the use of Opioids unless it is
thought to be caused by pain. A dose of Midazolam 2.5-5mg is usually adequate, occasionally up to 10mg
may be required.

**x**xprescribe Midazolam dose in syringe driver according to PRN requirement. Dose = 10-
40mg/24hrs, usual max 60mg/24hrs.

***Alternative/additional preparations: Particularly if agitation and restlessness occur with nausea,
confusion and no history of convulsions

Haloperidol 2.5-5mg s/c PRN; 5-10mg/24hrs, usual max 20mg/24hrs

Levomepromazine 12.5-25mgs s/c PRN; 25-50mg in 24hrs, usual max 100mg/24hrs
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Name D.O.B.

Address Tel no Wye Va”ey m

NHS No: NHS Trust

DYSPNOEA

PRESENT Absent

v

Is the patient already taking oral
morphine for breathlessness?

4/\

Yes No
\4
Prescribe
MORPHINE SULPHATE v
2.5-5mg s/c PRN
A Prescribe MORPHINE

e Consider converting to the s/c SULPHATE 2.5-5mg s/c PRN

route if unable to take orally this anticipatory prescribing will
o Consider use of CSCI & titrate to avoid delay in responding to any

the patients individual need. breathlessness that develops in the last
hours or days of life

If the patient is breathless and anxious: Consider Midazolam 2.5mg s/c PRN.

N.B. Also consider other methods of relieving breathlessness, such as positioning, use of a fan, opening
a window, sponging the face with a cool flannel and making sure where possible that the patient is not

left alone.
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RESPIRATORY TRACT SECRETIONS

PRESENT

A

Prescribe and give
HYOSCINE HYDROBROMIDE
400mcg s/c bolus &
CSCI 1200mcg/24hrs

|

ABSENT

Continue to give PRN doses accordingly

l

If symptoms persist then consider
increasing the total 24 hr dose to
2400mcg/24hrs

Prescribe
HYOSCINE HYDROBROMIDE
400mcg s/c PRN

... this anticipatory prescribing will
avoid delay in responding to any noisy
breathing that develops in the last
hours or days of life

¢ Noisy breathing is a symptom that does not normally cause the patient distress but can be very

upsetting for family.

e Consider patient repositioning e.g. semi-recumbent, use of pillows.

e Treat early with Hyoscine Hydrobromide to avoid it getting worse, however only 50% respond

therefore reassure family again that it does not normally cause the patient distress.

e Glycopyrronium 200mcg s/c PRN & 600-1800mcg/24hrs may be used as an alternative to Hyoscine
Hydrobromide.

e Suction rarely helps and can make it worse.
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Name D.O.B.

Address Tel no Wye Va”ey m

NHS No: NHS Trust

MANAGING SYMPTOMS AT THE END OF LIFE IN PATIENTS WITH SEVERE RENAL
IMPAIRMENT

For patients with severe renal failure (ie chronic kidney disease with GFR< 30ml/min or any acute kidney
injury / acute renal failure) it is important to choose medication that is least likely to accumulate and
cause adverse effects. The GFR is a guideline alongside careful clinical assessment for determining when
the following adjustments to EOL medication may be required. The usual preparations and starting doses
for the last days of life in patients with severe renal impairment are as follows:

PAIN & DYSPNOEA: Conventional opioids (including Codeine) accumulate in severe renal failure and are
not recommended for repeated dosing as they may cause respiratory depression; however for initial acute
pain relief one dose of conventional opioid is acceptable. If the patient is already taking opioids other than
below then avoid giving repeat doses and contact the Palliative Care Team for advice. Otherwise:

PRN: Use the following opioids which are equivalent to Morphine Sulphate 2.5mg s/c:

1. Alfentanil 125mcg s/c PRN: - |east likely to cause toxicity but this has a very short half life and
therefore PRN doses may only last 1-2hrs.

2. Oxycodone 1mg s/c PRN - can use if opioid with a longer duration of action is required. However

may accumulate, therefore monitor for signs of opioid toxicity and consider reducing the dose &
increasing the time between doses.

If 3 or more PRN doses are required over 24hrs start a CSCI with Alfentanil, usual dose 500mcg-
1mg/24hrs.

NAUSEA & VOMITING: Haloperidol 0.5-1.5mg s/c PRN

Usual CSCI dose: Haloperidol 1.5-3mg/24hrs
RESPIRATORY SECRETIONS: Glycopyrronium 200mcg s/c PRN

Usual CSCI dose: Glycopyrronium 600-1800mcg/24hrs
AGITATION & RESTLESSNESS: Midazolam 2.5mg s/c PRN

Usual CSCI dose: Midazolam 5-10mg/24hrs

See Herefordshire CCG website: http://www.herefordshireccg.nhs.uk/ for information on
pharmacies in Herefordshire which stock an extended range of medicines used to support
palliative care patients at home.

FOR GUIDANCE AT ANY STAGE PLEASE CONTACT
SPECIALIST PALLIATIVE CARE SERVICE: SEE PAGE 21
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APPENDIX 3: CONTACT DETAILS FOR HEALTH PROFESSIONALS:

For patients in the County Hospital:

For patients in the community:

1) Supervising Medical/Surgical Team

1) G.P

During | 2) WVT Hospital-based Palliative Care 2) WVT Community based Palliative Care
working Team Extn. 4414 / 5778 Team Tel. 01432 851356
hours 3) St Michaels Hospice advice line
Tel. 01432 851000
1) Supervising On-call Medical or Surgical | 1) Primecare via tel 111
Team 2) WVT Community based Palliative Care
Out of | 2) St Michaels Hospice advice line Team 7 days/week, 9-5pm.
hours Tel. 01432 851000 Tel.01432 851356

3) St Michaels Hospice advice line
Tel. 01432 851000

See Wye Valley NHS Trust Pharmacy Intranet site (Community Pharmacy) for health care
professional information on pharmacies in Herefordshire which stock an extended range of medicines
used to support palliative care patients at home.

See Herefordshire CCG website (Palliative care advice and out of hours information) for public
information on which pharmacies stock an extended range of drugs.
http://www.herefordshireccg.nhs.uk/ under ‘your services’ / ‘community pharmacy’

3k 3K 3k 3k 3k 3k %K 3k %k %k %k %k %k kK %k %k %k %k 5k %k 5k %k %k Xk kK %k kK k k %k
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APPENDIX 4:

FEEDBACK/AUDIT SHEET
FOR COMPLETION Wye \N/iureuz NHS

PLEASE COMPLETE AFTER THE PATIENT'S DEATH OR WHEN THE CARE RECORD IS DISCONTINUED

NHS/RLQ Number (Do not use hospital label):

GP Surgery:

Number of days patient cared for using Care Record: days

What was the patient’s Preferred Place of Dying (PPOD):

What was the patient’s Actual Place of Death:

Where relevant, give reason why PPOD was not achieved:

Please Circle your answers below:
1. Who completed and signed the Diagnosis of Dying Form on Page 2? Doctor / Nurse

2. Was section 2 completed adequately:

A. Communication regarding the diagnosis of dying Yes / No

B. Communication regarding plan of care now Yes / No

C. Communication regarding the patient’s intake of food and fluids Yes / No

D. Communication regarding patient & family wishes / preferences Yes / No

3. Were appropriate anticipatory medications prescribed on the patients medication chart ...
Pain Yes / No

Nausea and vomiting Yes / No

Agitation Yes / No

Excess respiratory secretions Yes / No

5. Was Section 3A. Nursing record of Ongoing Assessment symptom management appropriately
completed? Always / Often / Rarely / Never

6. Was a DNA CPR form signed? Yes / No

Please add any additional comments below:

Clinician’s Signature: Printed name:
Designation: Date:

NOW PLEASE DETACH AND SEND COMPLETED FORM TO:

C/o Michelle Price,
Palliative Care Office,
Macmillan Renton Unit,
Hereford County Hospital,
Union Walk,

Hereford,

HR1 2ER

Please email specific concerns c/o michelle.price@wyvt.nhs.uk

THANKYOU FOR YOUR PARTICIPATION
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AAEOL CHECKLIST.docx
[bookmark: _GoBack][image: ]Checklist - When Caring for a Deceased Patient on A600

⃝- Give the family the booklet ‘Following a Bereavement, What you need to do;

You will need to highlight Patient Affairs phone number and opening times. They will need to ring them on the next working day. These booklets can be found in the bereavement box and provide the family written information on what to do next. If there are young children in the family there are a limited number of books aimed at various age groups to try and help children with the grieving process. These may be found in the resource room.

⃝-Offer the family mementos

Resources to provide hair locks and handprints for the family can be found in the grey and yellow bereavement bag.  In addition, there are materials for ‘black and white’ hand prints in the band 7 office (1 per patient- these may be photocopied if more are required). If the family do not take them home at this time you may put them in a labelled envelope on top of the Patient’s notes to go to Patient Affairs where they will receive them at a later date.

⃝-Patient Property

This should be given to the family at time of death wherever possible. If not, it may be labelled and kept with the patient notes ready to go to patient affairs

⃝- Print off a second wristband and fill in two patient labels. These labels can be found in the bereavement box in the linen cupboard.

⃝-Perform Last Offices

DO

DO Wash the body all over.

DO Dress the patient in either a patient gown or own nightwear

DO Clean the dentures and put them in the patient’s mouth/ or alternatively put them in a labelled denture pot and send with the patient

DO Remove jewellery but you may leave the wedding ring insitu. Cover with tape and document on the checklist.

DO Ensure the patient has two wristbands insitu; 1x wrist 1xankle.

DO Use incontinence sheets to protect sites of potential leakage (The mortuary will need to be informed of any excessive leakage)

DO Wrap the body in a clean sheet and tape to secure

DO Place in a body bag

[image: ]DO Place a written patient label as a second method of identification both taped to the sheet and on the front of the body bag[image: ]

DO NOT

DO NOT Remove any lines. Leave all lines insitu and spigot or cap including catheter. Loosen ETT ties around the mouth as soon as possible after death 

DO NOT Shave the patient as this may cause bruising days later. This is usually undertaken by the funeral director unless it is specifically requested on the checklist accompanying the patient not to. 

DO NOT Wrap the sheet to tightly around the face



⃝-Complete Checklist Following the Death of a Patient’

Ensure each page is signed. Photocopy. One copy is to accompany the patient- the other copy is to be filed in the patient’s notes

⃝-Send bereavement card to the family

There is a box on the eastside nursing station. Cards can be found in the bereavement box. Please complete the relatives address and leave a note in the diary for two weeks time- for the card to be sent out

⃝-Complete GP notification of death on ICE

Guidance for this can be found in the bereavement box. Please print and put a copy inside Patient notes

⃝-Complete tissue donation referral

This should be done for 100% of patients. This includes patients who have gone for organ donation. If there is a specific family wish against tissue donation then there is opportunity to write this within the referral. Guidance for completing this can be found on the ‘green folder’.

⃝-Patient notes

These are to be taken to the ward clerk’s office. Along with any mementos or patient property the family did not take .

NB Specific guidance from different religious groups may be found on the Spiritual Webpage on Connect ‘Religious care for people of faith’ 

http://connect/governanceandquality/patientexperience/spiritualcare/SpiritualCare/ReligiousCareforpeopleofFaith/Pages/default.aspx 

Author – Debbie Allen, RN A600 Intensive Care Unit.  Version 1,  October 2016
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/ University Hospitals Bristol INHS \

Clinical Guideline

GUIDELINE FOR ADULT INTENSIVE CARE UNIT

PATIENTS AT END OF LIFE

SETTING Adult Intensive Care Unit (ICU)
FOR STAFF All staff working clinically in Adult ICU

PATIENTS All patients being cared for on Adult ICU that are having care withdrawn and/or
being commenced on the UH Bristol End of Life Care Tool.

CLINICAL GUIDELINE
Aim

e To improve the care of ICU patients at the end of life through the implementation of the
standardised evidence based UHBristol End of Life (EOL) care tool.

e To support the patient’s relatives/next of kin (NOK)

e To decrease occupational stress experienced by ICU health care professionals when
caring for patients at the end of life.

Preparation

An essential part of best possible EOL care is good communication with the patient (if they have
capacity to have the conversation) and/or their relatives in order to ascertain what the patient’s
wishes might be in terms of preferences of treatment & if they have any advanced directives.

Before having such conversations the Dr and nurse caring for the patient need to have
discussed what is going to be said so they are both delivering the same information.

10 step approach to breaking bad news
Preparation (translator/ all relevant NOK available at the same time/ referring medical-surgical team are present...)
Establish what the patient/relative knows
Establish what the patient/relative wants to know
Give a warning shot
Break bad news gently
Acknowledge distress and support expression of feelings
Identify and prioritise concerns
Check present information needs
Identify patients’ support systems

Make clear what support is available and what is going to happen next
(Developed by Plymouth Hospitals NHS Trust and based on work by Peter McGuire, Peter Kaye and Robert Buckman).

N /
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Preparation cont...

- If the patient is lacking capacity and does not have a recognised NOK (i.e. have no-one else
other than paid staff to support them) an IMCA (Independent Mental Capacity Advocate) must be
instructed and then consulted.

- Is the patient on the Organ Donation Register (ODR) 0300 123 23 23.
If the patient is on the ODR, refer to Specialist Nurses for Organ Donation (SNOD) 07659591642
South West pager number available 24/7.

Even if the patient is not appropriate for organ donation they could be appropriate for Tissue
donation.

- National referral centre for potential tissue donors: 0800 432 0559.

This new centralised service means that our patients can now be considered for additional
tissues such as skin and bone. (You will need to leave your name, location and contact number
and a specialist nurse will call you back to get the required information; if referring overnight
please give the NIC 01173427238 or DNIC 01173427237 as the return call will be the next day).

- SNOD have a wealth of communication skills knowledge and are available to provide support to
Doctors, nurses and NOK during breaking bad news communications.

Doctors & Nurses unless the family have declined or there is very clear exclusion criteria

discussed with a SNOD, please refer all patients
(ensure all discussions & referrals are documented on the Clinical Information System - CIS).

Actions:

The multidisciplinary team has agreed the patient is dying. Reversible causes of deterioration
have been considered and the patient is deteriorating despite optimal medical management. No
further active interventions are considered appropriate.

The patient (if they have capacity), their relatives/NOK are accepting and recognise that the
patient is dying. Consider consulting Centre for Ethics in Medicine, Trust Clinical Ethics
Committee or Trust Solicitor if no consensus can be achieved (it may be appropriate to instruct
an IMCA).

The patient is to be commenced on the UHBTristol End of Life Care Pathway

e Doctor clearly document (date and time) that the patient is dying and is to be commenced
on the UHBristol EOL care tool (intensivists review note on CIS).

\
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e Doctor and nurse have clear discussion regarding stopping interventions such as,
- extubating the patient/ reducing ventilation settings (turn off apnoea vent)
- vasoactive/antiarrhythmic drugs (turn off do not wean),
- CVVHDF (return blood and disconnect, remove Iine),
- feeding/ IV fluids,
- physiotherapy.
- If going for organ donation liaise with SNOD.

e Doctor complete
- the EOL care tool initial assessment (add document on CIS),
- Do Not Attempt Cardio-Pulmonary Resuscitation (add document on CIs),
- for guidance on CPR decision see the green folder or click here,
- prescribe anticipatory drugs for end of life in ITU (see green folder — first 24hours IV, >24hours
convert to sub-cut),
- deactivated Implantable Cardioverter Defibrillator/ temporary pacing wires (for
guidance click M)
- discontinue any unnecessary drugs.

e Nurses
- complete the EOL care tool initial assessment (cannot complete until Drs have commenced their
initial assessment),
- start symptom observation chart (paper chart or CIS once available),
- review need for observations,
- review need for nursing interventions eg blood gases....
- evaluation / assessment (to be completed on CIS)
- If going for organ donation liaise with SNOD.

Ongoing actions:

Nurses to complete Symptom observation chart every 1 — 4 hours as indicated.
Nurses to liaise with doctors to review any uncontrolled symptoms.

Nurses to preform regular mouth care.

Nurses & doctors to support the patient/NOK ask if they have any questions.
Doctors to convert EOL care drugs to sub cut if the patient is still alive >24hours.

Care is determined and initiated by symptom observation with the main aim of
treating the patient with respect and maintaining their dignity and comfort.

If you have any concerns or questions, please discuss them with the nurse in charge or the
doctor looking after the patient. If needed you can contact the Supportive and Palliative Care
team by ICE referral, or if urgent advice is needed, contact x22473/x23507 or bleep via switch.




http://nww.avon.nhs.uk/dms/download.aspx?did=14130

http://nww.avon.nhs.uk/dms/download.aspx?did=13796
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Discharging patient to the ward

Paper version of the UHBristol EOL care tool and symptom observation chart needs to be
completed (Doctors & Nurses).

Doctors to complete Trust paper DNACPR.

Doctors to complete TEPP (Treatment, Escalation, Personalised Plan).

Doctors to complete Trust paper drug chart prescribing Sub Cut anticipatory drugs at end
of life.

Nurses have informed NOK.

Sending patient to theatre for Organ Donation

DO NOT update Medway
Theatre staff will transfer the patient to theatres and document the death on Medway

Following the death of the patient

Doctors

Certify that the patient is dead (asar).

Confirm with nursing staff whether the ETT can be removed or not (dependent upon coroner case).
Complete ‘Following the Death of a Patient’ checklist, (paper /cis once available).

Log into ICE and complete the ‘Notification of Death Template’, print out a copy and place
in the patients notes (see green folder or bereavement box folder for guidance).

A doctor should be identified to complete the death certificate and cremation form during
office hours.

A referral to the coroner should take place at the earliest opportunity if it is required.

Nurses

Collect Bereavement box (Iinen cupboard West & East — contains folder of guidelines and list of contents).

Please consider the momento box (North corridor blood gas room).

Carry out the procedure for ‘last offices’ following hospital policy (copy in bereavement box or on DMS
can be accessed M).

Allow the family time to view the body, provide support.

Give & explain ‘Following a Bereavement’ & ‘Tissue Donation’ leaflet to the relatives. If
relatives want to participate in Tissue donation please phone - National referral centre for
potential tissue donors: 0800 432 0559.

Bereavement card to be written — note in diary (stating patients name) 2 weeks later for ward
clerk to post; - place card in East side discharge documentation box.

Complete nurses part of the ‘Following the Death of a Patient’ checklist (on paper /cis once

\
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University Hospitals Bristol INHS

available).

NHS Foundation Trust

e Once ‘Following the Death of a Patient checklist’ is complete you will need x2 copies: 1
copy to go with the deceased patient to the mortuary [this will then be given to Patient
Affairs by the Mortuary Staff], 1 copy to go in the medical notes (paper = photocopy with patient, ink
copy in notes /once on CIS print 2 copies).

e Ensure medway is updated.

e Give finished notes to ward clerk or place on ward clerks desk (notes to be sent to PALS ASAP).

RELATED
DOCUMENTS

SAFETY
QUERIES

Pathway for the dying patient and their family into bereavement
http://connect/ClinicalCare/endoflifecare/Pages/Pathwayforthedyingpatientandtheirfamilyintobereavement.aspx

End of Life Care — National guidance Documents

http://connect/ClinicalCare/endoflifecare/Pages/Nationalguidancedocuments.aspx

UHBFristol End of Life Care Tool
http://nww.avon.nhs.uk/dms/download.aspx?did=13652

Supporting Guidance UHBRISTOL END-OF-LIFE (EOL) CARE TOOL

http://nww.avon.nhs.uk/dms/download.aspx?did=15913

Treatment Escalation Plan
http://nww.avon.nhs.uk/dms/download.aspx?did=15959

Guidelines for the use of Cme Medical Mckinley T34 syringe drivers in adult

palliative care
http://nww.avon.nhs.uk/dms/download.aspx?did=16724

T34 Syringe pump checking chart

http://nww.avon.nhs.uk/dms/download.aspx?did=16887

Framework for Cardiopulmonary Resuscitation Decisions
http://nww.avon.nhs.uk/dms/download.aspx?did=14130

Any questions or concerns should be discussed with the nurse in charge.

If the query is about the patient’s care, contact the nurse in charge or clinical
team caring for the patient.

If the query is about the UHBristol EOL care tool, contact the Supportive and
Palliative care team by ICE referral, or if urgent advice is needed, contact
x22473/x23507 or bleep via switch board.
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1: Introduction

The primary goal of medical treatment is to benefit individuals, by restoring or maintaining their health as
far as possible, thereby maximising benefit and minimising harm. Prolonging life is usually in the
individual’s best interests providing treatment is not burdensome or disproportionate. Survival from acute
crisis is regarded as being in the individual’s best interest. If treatment fails, or ceases to give net benefit to
the individual, or the competent individual refuses treatment, this goal (survival) cannot be achieved and
the justification for providing the treatment is no longer valid.

A minority of individuals receiving care in a critical care facility do not respond to the sophisticated
technological support provided. In these circumstances continued aggressive care may cause considerable
distress to the individual and only prolong the dying process. Today the majority of deaths occurring in
critical care units are as a result of limitation, withholding or withdrawal of treatment.

2: Aim
The aim of these guidelines is to provide a framework to ensure:
e That all the decisions are made in the individual's best interests, as required by the Mental Capacity
Act.
e Decisions are transparent and accountable.
e That the default is shared decision making
e The dignity and comfort of the critical care individual remains the primary objective whilst all
measures are taken to relieve suffering
e That effective communication with, and support of the family or close friends is maintained
e Assist clinical staff deliver appropriate care for those critical care individuals approaching the end of
their life in whom active treatment has been judged to be inappropriate.
e Support relatives and staff through a distressing experience and facilitate effective communication
between all parties involved
e All careis individualised allowing them choice and respecting their needs and wishes

3: Definitions
Some treatment modalities may be limited, withheld or withdrawn in two situations:

a) An individual with capacity can refuse treatment directly or in advance through a legally binding, valid
and applicable advance decision to refuse treatment (ADRT).
b) The best interests process of the Mental Capacity Act in an individual who lacks capacity

Definition of these terms may be helpful in ensuring clarity and uniformity.

Limitation of treatment means a treatment, which might be beneficial is continued to a predetermined
upper limit, dose or time period. This approach is sometimes used when the potential for recovery is poor
but not completely hopeless e.g. setting an upper dose for vasopressor support: putting a time limit on the
period of haemodialysis; setting an upper limit for respiratory support (level of PEEP etc.). The decision to
limit specific treatments does not affect other care.
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Withholding treatment means treatment which might be beneficial and / or life-sustaining is not initiated
as it is deemed that it will not succeed and just in fact prolong the dying process due to severity of illness
or due to co-morbidities.

Withdrawal of treatment means a treatment, which might be beneficial and / or life-sustaining in a
different scenario or individual, is reduced and stopped. Most ethicists view withdrawing or withholding
treatment as equivalent.

4: Decision Making

The Mental Capacity Act requires that capacity is assumed unless:

a) The individual is comatose

b) There is an indication of an impairment or disturbance of the individuals mind or brain. In this case
capacity for this specific decision must be tested (see appendix A). This test only applies to that decision. If
a different decision is to be made a separate capacity test must be made for the new decision.

If an individual has capacity they must give informed consent to any treatment they receive through a
shared decision making process. The NHS constitution supports this in its pledge: “You have the right to
accept or refuse treatment that is offered to you, and not to be given any physical examination or
treatment unless you have given valid consent. If you do not have the capacity to do so, consent must be
obtained from a person legally able to act on your behalf, or the treatment must be in your best interests
(unless detained by the Mental Health Act 2005%).

If an individual lacks capacity, the Mental Capacity Act (2005) applies to any medical decision that is taken
on their behalf. If the individual has a valid Advance Decision to Refuse Treatment (ADRT) and this is
applicable to the current situation, this is legally binding on carers, regardless of what the carers believe to
be best for the individual. If there is no ADRT, decisions are made using the ‘best interests’ assessment
under the Mental Capacity Act involving other opinions not just a clinical judgement about what the doctor
thinks is clinically best for the individual. Unless a decision has to be made in an emergency, the Mental
Capacity requires the minimum of a nine point checklist to be considered and documented *(see Appendix
B). This includes consultation with all those who can speak for the individual or, if none are available, the
involvement of an Independent Mental Capacity Advocate (IMCA). If no new relevant facts emerge, the
decision made in this best interest’s process is binding on family and healthcare professionals, including
the senior accountable clinician and a Lasting Power of Attorney for Health and Welfare

*Within the Darlington & Co. Durham NHS Trust, Appendix B; MCA1 and Appendix C; MCA2 can be found
on the intranet site.

It is the responsibility of the consultant leading the critical care team to ensure that the process has been
open, accountable and complies with the Mental Capacity Act. Every individual diagnosed as dying should
have a clearly identified senior clinician accountable for their care during any ‘out of hours’ period. Unless
it is avoidable, urgent and clearly in the best interests of the individual, the decision to withdraw or not to
start a life-prolonging treatment should be taken in the cool light of day by the senior clinician in
consultation with the healthcare team.”

5: Recording and Reviewing Decisions.

The decision made by the individual with capacity, or the decision made by the best interests process,
must be documented, including the process used to make that decision.
The senior clinician should record the face to face conversation in which the end of life plan is discussed
with individual’s relatives or carers. The record of this conversation must include the following:
e That the clinician explained that the individual is now dying and when and how death might be
expected to occur, using language which is clear, direct and unambiguous.
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e If the family or carers do not accept that the individual is dying, the clinician has explained the
basis of that judgement

e That the relatives or carers had the opportunity to ask questions.

e Afull record of the best interests’ checklist.

6: Communication of Decision

All clinical staff caring for the individual must be aware of the decision. The individual’s family must be
informed of the decision as soon as is appropriate. Families may need time to come to terms with their
impending loss and should be given time for questions and supported through the process.

Rarely, it may be possible to discuss limiting/withholding/withdrawal decisions with the individual directly.
Most individuals with capacity and their relatives fear suffering at this time and reassurance should be
given that treatment will continue with the focus on palliation rather than cure.

7: Principles of Care
7.1 Symptom Control

In end of life care, the comfort and dignity of the individual must take priority over all aspects of care®. The
focus should change from cure to symptom control. All treatment aimed at cure may be discontinued; e.g.
vasopressors, haemodialysis and ventilator support reduced with the aim of ensuring minimal distress to
the individual. Enteral nutrition may be discontinued but intravenous fluids should be continued to ensure
the individual does not suffer the symptoms of dehydration. Please refer to DD2, PAGE 9.

Appropriate treatment of distressing symptoms is a minimum standard of care for everyone. These
include;

e Pain

e Distress, agitation, restlessness

¢ Nausea and Vomiting

e Breathlessness

e Pressure area management — frequency of positional changes and barriers to positional changes i.e.

breathlessness, pain and individual choice

e Mouth care

e Urine output and urinary retention

e Any deterioration or improvement in the individual’s condition

There should be a minimum of four hourly documentation detailing assessment and interventions given to
the above.

Distress should be minimised by the use of analgesics, anti-emetics and anxiolytics as required. Medication
should be administered in the smallest dose that is effective in controlling the symptoms and adjusted
accordingly. Any infusions that are commenced should be explained to the patient and the family prior to
them being commenced to ensure the understanding of its purpose. All drugs should have clear
documentation of timings and dosage. Additional prescriptions for drugs to control symptoms that
commonly occur should be pre-written to avoid any delay in administration.

Consideration should be given to involving the specialist palliative care team, especially when there is
complex symptom control, decision-making or complex communication issues.
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7.2 Spiritual Needs and Wishes individual’s current wishes, preferences, beliefs, values and
spiritual needs should be documented and considered when planning care. These can include;

The Individual’s current wishes, preferences, beliefs, values and spiritual needs should be documented and
considered when planning care. These include;

¢ Place of death — where would they prefer to die. Is their wish to go home to die? Is this possible?
For guidance refer to NOECCN — Discharge Home to Die Guidelines

¢ Religious rituals — Recognition of the spiritual and cultural needs of the individual and family is
essential and should be facilitated as required. The availability and experience of the chaplaincy
team should be made known to the family. Access to bereavement counsellors (if available) may be
helpful at this distressing time.

e Organ / Tissue Donation — the Specialist Nurse for Organ Donation is contacted when the decision
to Withdraw / withhold treatment is made.

7.3 Location

Ideally the individual should be nursed in a quiet area or side room, if available, with unrestricted access
for family. All alarms should be turned off and the need for monitoring reviewed. The room / area should
be cleared of any unnecessary medical equipment and adequate seating provided for family. A private
room where the family can support each other with refreshments should be made available.

7.4 Communication

There should be regular communication between professionals, the content and outcomes of these
discussions should be clearly documented and shared. It is recommended that there is a shared folder at
the bedside designed for communication between staff and the individual /relatives / carers.
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Appendices

Appendix A- Mental Care Act Flow Chart
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Appendix B- Testing Capacity
MCA 1- testing capacity
MCA1 Record of a Mental Capacity Assessment

wi2
This form must be completed by a healthcare professional. MCAT is not needed for babies and young

children or for minor decisions (eg. washing). For other individuals and for any key care decision, complete
MCAT if there is an indication of an impairment or disturbance of the individual's mind or brain.

Individual’s Name: dob: MEM
details

Assessor: Name: Status:

Observer (optional) Name: Status:

Description of the decision to be made in relation to the individual's care or treatment:

Date of assessment:

STAGE 1 - DETERMINING IMPAIRMENT OR DISTURBANCE OF MIND OR. BRAIN

Q1. Is there an impaiment or disturbance in the functioning of the individual's
mind or brain? YES NO

If you have answered YES to Question 1, proceed to stage 2
If you have answered NO to the above then the individual has capacity for the above decision witl
the meaning of the Mental Capacity Act and must give valid consent.

STAGE 2 — ASSESSMENT

Q2. Is the individual able to communicate their decision in any way? YES NO
If the answer is NO then Q3-5 are not needed
Q3. Can the individual understand and believe the information YES HNO

relevant to the decision and that this information has been
provided in a way that they can understand?

Q4. Do you consider the individual able to retain the information long YES NO
enough to use it to make a choice or an effective decision?

Q5. Do you consider the individual able to use or weigh that information YES NO
as part of the process of making the decision?

If you have answered YES to ALL questions 2-5, the individual is considered
on the balance of probability, to have the capacity to make the decision above.

If you have answered NO to ANY of the questions, on the balance of probability,
the impairment or disturbance as identified in STAGE 1 is sufficient that
the individual lacks the capacity to make this particular decision.

Outcome (cross out statement that does not apply)

Individual has the capacity to Individual lacks the capacity to make
make the decision above. the decision above. Go to MCAZ2
Signature: Date:
Summary added to patients notes on: Date:

Deciding right. Resources and information available on hitp/iwww.nescn.nhs.uk
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Appendix C - Best Interest Checklist
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MCA2 Record of actions taken to make a best interest decision

vi2

Individual's Name:

details
Dab: MRN

Use MCAZ if this is a baby or young child or if MCA 1 overleaf has confirmed a lack of capacity.
For key decisions (eg. surgery) or complex situations a best interests decision is best done at one
meeting where everyone is present. This is not always possible and one healthcare professional can
complete this form, especially for simpler decisions (eg. unnary cathetensation, cataract treatment).
However, they must document the views of those consulted (see Q1 below).

Description of the decision to be made in relation to the individual's care or treatment:

Date of assessment:

Determining best interests

Q1. Have you consulted others? You must consult with all those who can speak YES NO

for the individual (eg. pariner, parents, legal guardian, relatives, carer, health/social care
professional, health & welfare LPA, court appointeg). If time allows and there is no relative,

legal guardian or court appointee for amyone 16yrs or over, you must insfruct an
Independent Mental Capacity Advocate (IMCA)

Q2. Have you avoided making assumptions merely on the basis of the YES  NO
individual's age, appearance, condition or behaviour?

(3. Have you considered if the individual is likely to have capacity at YES  NO
some date in the future and if the decision can be delayed until that time?

Q4. Have you done whatever is possible to permit and encourage the YES  NO
individual to take part in making the decision?

Q5. Where the decision relates to life sustaining treatment, have you YES  NO
ensured that the decision has not been motivated by a desire
to bring about their death?

Q6. Have you determined the individual's wishes and feelings, beliefs YES  NO
and values, including any statement made when they had capacity?

Q7. Has consideration been given to the least restrictive option YES  NO
for the individual?
(8. Have you considered factors such as emotional bonds, family YES  NO

obligations that the person would be likely to consider if they were
making the decision?

Q9. Having considered all the relevant circumstances, what is the decision/action to be
taken in the best interests of the individual?

Please record summary in the patient's notes how and why you came to this best interests decision
(eg. nsks, benefits) Entry in patients notes dated: ISUUSUURIY ISSUUSURUNY SUSSR

Signature: Date
Deciding right. Resources and information available on httpffwww. nescn.nhs.uk
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Introduction

Delivery of high quality, evidence-based end of life care in an international healthcare priority (Word
Health Organisation,2004) with preferred place of care at the time of death a key consideration in end of
life acre, it is important that transfer home be considered for critically ill patients who want this as part of
their end of life care.

The mortality rate for patients admitted to critical care units in the UK is about 24% (Intensive Care
National Audit and Research Centre (ICNARC) 2013). A deliberate decision to withdraw or limit care is
made in a large proportion of these deaths, based on medical condition and response to treatment®. This
means that death is often an anticipated and managed event within critical care areas.

When it is deemed that treatment cannot succeed or the patient does not wish the intervention to
continue, considerable effort is being directed at providing patients and their families with a “good
dignified death”. What constitutes a “good dignified death” varies between individuals and dying in the
familiar surroundings of their own home is highly valued by many patientsz. Recommendations to support
this include the Department of Health’s (2008) End of Life Care Strategy: Promoting High Quality Care for
Adults at the End of Their Life — which states that patients should be able to choose were to spend their
final days wherever possible. This was strengthened by the recommendations from the National Institute
for Health and Care Excellence (NICE) 2011 — Quality Standard for End of life Care for Adults and also the
Leadership Alliance for the Care for the dying.

Due to the complexity of care given in critical care areas the patient’s autonomy in end of life decisions,
such as where they would like to die, was something that was very rarely considered as it was “too
difficult to organise and not achievable." However, challenging this preconceived idea; barriers have been
overcome allowing Critical Care patients to die in their own homes. This was achieved working
collaboratively across systems enabling staff to help fulfil a patient’s dying wish.

These guidelines are designed to assist with facilitating the process of discharging a patient home to die.

However, it needs to be acknowledged that all cases will be different and this document is just a guide to
the process.

This guidance can be divided into four sections:

1: Consideration of patients suitability for transfer

2: Facilitating safe transfer (preparation of home environment)

3: Actual transfer of the patient

4: Following transfer
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1.

1.1

Consideration of patients suitability for transfer

Assessing suitability for transfer

Patient stability and level of intervention are important factors in the decision-making process.

1.1.1

1.1.2

1.2

1.2.1

Patient groups in whom a discharge home to die MAY be possible

Patients with end-stage renal failure who do not wish to receive/are not appropriate for renal
replacement therapy.
e.g. Patients with concurrent incurable malignancy, multiple co-morbidities.

Patients with end-stage respiratory failure in whom weaning from ventilatory support has failed.
e.g. patients with end-stage lung diseases or neuromuscular conditions affecting the respiratory
muscle

Patients with end-stage cardiac failure who cannot be weaned off ventilatory support
and / or single inotrope treatment.

Patient groups in whom a discharge home to die is NOT possible

Acutely unstable patients and / or patients requiring multi-organ support.
Patients who are considered too unstable to survive the journey to their home.

Patients who require hospital-based interventions for symptom control (unusual). For the purposes
of this guideline this group includes patients who require oxygen therapy for symptom control .

Patients whose families do not wish the patient to be discharged from hospital for terminal care at
home.

*The complexities of risk assessing a home and then providing a secure supply of home oxygen mean that it is not a
service that can be arranged in a timely enough fashion for terminal discharge from critical care. In addition, from
previous experience, the provision of oxygen therapy complicates the clear message that the patient is going home to
die, in comfort, not to receive on-going organ support.

[s it achievable in practical terms?

Do the patient’s family/people that live with them fully support the idea of a
discharge home to die?

It is inappropriate to pressurise a family into accepting that their relative is sent home to die if the
family are unhappy about the idea or feel they cannot cope with the dying process. Support is
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1.2.2

1.2.3

1.2.4

1.3

1.1.3

available (see later) but the majority of care at home will still be delivered by family/friends and this
needs to be clearly explained to the family ensuring that they understand fully.

Is there time for the patient to get home before he/she dies?

Considerations include how far away the patient lives, whether he/she is stable enough for an

ambulance transfer, and what arrangements will need to be put in place before discharge. The
possibility of the patient dying in the back of the ambulance must be clearly understood by the
patient and the family.

Are the patient’s home circumstances appropriate for discharge home to die?

Is there someone who can provide care for the patient at home? Is the house accessible to the
ambulance crew with a stretcher/wheelchair? Are sleeping and bathroom arrangements
appropriate with minimal changes only?

Could necessary nursing care/symptom control be provided at home?

This is usually possible, but in some cases essential care will be beyond the capabilities of
family/friends with the support of twice-daily district nurse visits. Such care may require a team of
trained carers e.g. if a patient has uncontrolled diarrhoea or vomiting, if a patient requires multiple
people to move/change/turn him or her. eg. morbidly obese, immobile patients.

[s it what the patient wants?

Only after establishing that discharge home to die is a practical possibility should the option be
offered to the patient and their family. The most appropriate person to broach the issue with is the
critical care consultant caring for the patient that day.

Before discussing discharge home to die, they must ensure that;

The patient already knows and understands that there is no further therapy that can be offered and
that he/she is dying.

The family/carers of the patient are supportive of the idea of going home to die.
All practical conditions can be met.

Should the patient be keen for discharge home to die, it must be made clear to him/her and the
family/friends involved, that whilst we will attempt to organise the discharge, sometimes it is not
possible to achieve. This may be because the patient dies before arrangements can be set in place,
or because an insurmountable problem becomes apparent during the process of organising the
discharge. Often such discharges take place “out of hours”; will this be acceptable to the patient
and family, or would they prefer to delay till the following day, bearing in mind the limited life
expectancy of the patient?
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2:  Organising a discharge home to die

Once it has been established that the patient and his/her family/carers want us to organise for terminal
discharge, the following should be considered:

2.1 There should be a current DNACPR form, which should have been discussed and agreed with the
patient / family. The original form needs to accompany the patient; this will be needed for the transfer
to the patient’s home and is recognised by the North East Ambulance Service. The patient’s home team
should be aware of and in agreement with the decision to go home to die.

2.2 Home environment must be considered. Are the stairs/doorways wide enough to allow ambulance
personnel access carrying a stretcher? Will the patient’s bedroom need to be relocated to the
downstairs of the house to permit access, and if so are bathroom arrangements adequate? In a block of
flats, is the lift in good working order, and will it accommodate an ambulance trolley?

2.3 Death Certification plans must be made. The doctor issuing a death certificate must have seen the
patient in the previous 24 hours. This may not be possible when a patient is discharged home to die. It
is necessary to discuss with the coroner prior to discharge to agree that the discharging hospital doctor
may need to issue the death certificate, or to agree that the GP will visit the patient at home
immediately after discharge. The coroner may also have reasons why going home to die is not possible.

2.4 The GP needs to be informed of the planned discharge, and agree to take over the patient’s continued
care. Plans for death certification should be agreed (see above). A copy of the discharge summary and
prescription should be faxed to the GP. There should be a discussion with the GP whether the
community palliative care team needs to be involved.

2.5 The Discharge team for the hospital need to be involved as this will ensure the process is seamless.
This team will organise delivery of all equipment needed for the patient at home (bed, mattresses,
commode etc.) with the exception of syringe pumps (see District Nurses.)

2.6 The District Nurse Team needs to be consulted about the discharge. They need to know about the
patient’s diagnosis, symptoms and current condition, and estimated timescale to death. Specific
handover of details about infusions, medications, dressings, presence of drains, urinary catheter, care
needs and estimated time of discharge should be included. The district nurses supply syringe pumps as
necessary. Assurance is required that the district nurse team are happy to continue necessary care at
home. A copy of the discharge letter and prescription will be faxed to the district nurses.

2.7 Discharge medication needs to be organised with the help of the critical care pharmacist (or on call
pharmacist out of hours). The Discharge Liaison Team will provide a “yellow form” prescription for
medication in the community. The patient and his/her family will need to be shown the discharge
medication, and receive explanations about the drugs to be used. Details of the prescription should be
included in the discharge letter faxed to the GP and the district nurses.
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3: Transfer Home.

3.1 Identify appropriate staff to take the patient home. If the patient requires on-going organ support
then a suitably experienced doctor and nurse will be needed to escort the patient home. Once the
patient is “settled in” and it is ensured that appropriate comfort care has been established, then
organ support should be withdrawn (i.e. Patient taken off the portable ventilator, or inotrope
discontinued), and the Critical Care team will leave the patient’s home, handing over care to the
family and district nurse team. The emotional demands of such a situation mean that senior and
experienced staff are needed to undertake the transfer.

3.2 If there is no on-going organ support in progress then there may be no need for a medical escort from
Critical Care.

3.3 ltis likely that a family member will want to travel in the ambulance with the patient. This is at the
discretion of the doctor organising the discharge, but should be encouraged. Discuss with ambulance
control in advance, particularly number of seats available, so personnel accompanying the patient can
be agreed. It may be that only one member of staff (nurse or doctor) is able to travel in the back of
the ambulance with the patient to give a safe seat for a relative.

3.4 Ambulance Control should be contacted and an appropriate ambulance booked; usually there is no
need fora paramedic ambulance. It should be made clear that the patient has a limited life expectancy
and an urgent ambulance transfer is required to take them home.

Use Adult Critical Care Transfer Request Proforma

One hour before you want the ambulance to collect the patient, telephone 0191 4143144
(ambulance control) and request a G2 transfer. This call is a 30 minute warning of an ambulance
booking. Request a job number. Inform ambulance control that the transfer involves taking a patient
with a very short life expectancy home to die, and that a DNAR will be in place. Discuss seating
available in the ambulance (see above).

When the patient is ready to go (i.e. Drugs, paperwork packaged and ready to go, patient on portable
ventilator (if appropriate), patient settled on transfer trolley), ring ambulance control again to inform
them that the G2 ambulance is now needed, and quoting the job number. The ambulance should
attend within 30mins.

3.5 When the ambulance crew collects the patient from Critical Care, the nurse in charge should ensure

that the district nurse team and the GP are telephoned to inform them that the patient has left the
hospital and is en-route home.
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4:  After discharge

4.1 Family support must be available after discharge

4.1.1 The family and patient should be informed about the involvement of the district nurses and given
their contact number.

4.1.2 If organ support (ventilation or single inotrope therapy) is to be withdrawn at home, then how this
happens should be discussed with the family/patient. It must be made clear that the Critical Care
team will leave as soon as this has been done, and on-going care is taken over by the family and
district nurses.

4.1.3 Each day the nurse in charge of Critical Care will telephone the family at home to ensure they are
receiving the necessary levels of support and to answer any questions, and the family should be
informed so that they expect the calls.

4.1.4 In addition, the family should be informed that they are welcome to telephone the Critical Care for
advice/help at any time, and given the appropriate contact details. It should be made clear that in
the unlikely event that the patient or family change their minds about being at home to die, and
then the Critical Care team will make arrangements for readmission to the hospital for appropriate
care.

4.1.5 If appropriate they should be given information and contact details for other nursing and home
support organisations (e.g. Macmillan nurses).

4.1.6 The family should be asked if they would mind completing a feedback form for us, so we can find
out if there is anything we can do to improve the care they experience, and if they agree, this
should be given to the family prior to discharge.

4.2 Service evaluation is essential so we can improve this service if necessary. It is clearly a difficult
and emotional time for families, but most people recognise that any feedback they can give us is
intended to help future families in the same position. Prior to discharge, the patient and family
should be asked if they would mind completing a feedback form for us, and if they agree, one will
be given in the “discharge pack”, with a stamped envelope.
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Appendix 1 - Transfer home to die from Critical Care

If the answer to any of the stages is “NO” the transfer is unlikely

Stage 1
Patient clinically stable

Stage 4

Family are supportive of patient going home to die.
There is enough time to organise the transfer.
There is concensus across clinical teams

Stage 5

Patient does not present any of

Tissue donor

T . . C h li
the characteristics listed to the right oroners case orhave police
involvement
. Family with complex issues that might
prevent discharge

. Requires intense manual handling (e.g.
morbid obesity)

. High gastrointestinal losses requiring
intensive nursing care (e.g. profuse
diarrhoea, high levels of wound exudate,
intractable vomiting)

Considering Potential for Transfer

Transfer home to die is a possibility

Follow rapid discharge checklist

C o oTANsERARGANGEMENTS

Follow NoECCN guidelines for Transfer of Critically lll Patient

Contact relatives for feedback
Communicate with community teams, GP, community nurses — highlight learning points
Clinical supervision for staff involved

Adpated from: Transfer home to die from Critical Care, University of Southampton.
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Appendix 2 - Going Home to Die - Discharge Checklist

Going Home to Die — Discharge Checklist

Patient Name: Hospital No: Date :

Yes No | Any Comment

Patient wishes to go home to die

Family, Carers support and understand that the patient will
be going home to die and they understand and are able to
offer end of life care at home

Are there any specific religious or cultural needs

Critical Care and Home team support discharge decision

Doctors have discussed with the Coroner, and they are happy
with the plan

GP aware of discharge and that the patient is expected to die:
agrees to take over continued care.

Home enviroment
Good access to home, stairs, lifts etc. The patient can be safely
transferred from ambulance to his/her bed.

Rapid Discharge Liason Team informed (if available)

Equipment Organised —bed, mattress etc. Relevant phone
numbers and contacts added to contact sheet.

Equipment Delivered

District Nursing Team involved regarding medications,
syringe dirvers, dressings, care needs. Estimated discharge
time.

Discharge Medication assessed and ordered and received

DNCPR completed - orginal copy to go with patient

All equipment is in place and services arranged

Ambulance booked - follow the Ambulance Booking
Proforma. Inform them of DNCPR status

District Nursing Team & GP— Inform them of ETA so they
can be at the home to accept the patient if possible.

Discharge plan explained to family / carers. Aware of
planned services and visits

Information pack given to the family / carers with all contact
numbers

Medication education given to the patient, family carers as
appropriate.

Feedback . Family/ carers aware of follow-up calls and asked
to complete feedback form

Clinical supervision for staff involved with discharge
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Appendix 3 - Useful Telephone Numbers

Useful Telephone Numbers

Patient Name:

Service: ‘ Contact Name ‘ Telephone Number
Critical Care Unit \ ‘ Direct line:
GP Daytime No:
Out of hours:
District Nurse Daytime No:

Out of hours:

Equipment supplies
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Appendix 4 - Critical Care Feedback Form

Critical Care Feedback Form

In order for us to improve the care and support we give to families, such as yours, who are prepared to care for a
loved one who is dying at home: we would ask if you could spend a few minutes to complete this form and return it
to us in the envelope provided.

We are very grateful to you for taking the time to fill in this form.

Yes No

Did you feel you were well informed throughout the process?

If ‘No’ why?

Did you feel you were prepared about what to expect? ‘ ‘

If ‘No’ why?

Did you feel supported throughout the process? ] ‘

If ‘No’ why?

Would more equipment have been useful? | ‘

If ‘Yes’ what?

Were you glad you were given the opportunity to take your loved one home to die? | ‘

If ‘No’ why?

Based on your experience, should critical care be offering discharge home to more patients
who are dying?

If you can, please tell us the reasons behind your answer to this question

Would you like a member of the critical care team to contact you in the future to discuss your experience
further/ answer any queries you may have?

If “yes”, please provide a contact telephone number and when is best to call.

Thank You
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Appendix 5

Appendix 5 - Adult Critical Care Transfer Request Proforma

Adult Critical Care Transfer Request Proforma

Patient name

Patient Number

Consultant Requesting transfer

Identify and confirm bed with receiving hospital and receiving Consultant

Hospital:
Unit:
Consultant:

Pre alert NEAS that a critical care transfer is necessary, give 30mins notice if possible:

0191 4143144
Pre —alert NEAS number:
Person Giving Pre Alert Name:
Speak to Operator Name:
Date and Time:

Dispatch NEAS job number:

Time:
Person Requesting Ambulance Name:
Operator Name:

Referring Department

Picking up point

Receiving Hospital

Receiving Department

Name of Patient

Principle diagnosis

Who is accompanying the patient.

How much Oxygen is required

Ambulance Arrived: Time:
Time:
Person Requesting Ambulance Name:
Speak to Duty Manager Name:
Problem - ETA
Time:
Person Requesting Ambulance Name:
Operator Name:
V2 17/07/15 12 |

Page





Appendix 6 - Contents of Discharge Pack

Contents of Discharge pack

1 Copy of Critical Care Department Discharge Letter

2 Copy of Critical Care Department Discharge Prescription
3 List of Useful Telephone Contact Numbers

4 Feedback form and Return envelope

5  Original DNCPR form
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Guidance on Documentation

Contents

DD1: MDT Decision / Diagnosis of Dying
DD2: Initial Assessment
DD3: On-going assessment of the plan of care
DDA4: Daily Assessment

DD5: Communication Log

All decisions should be discussed with the patient (if possible) and or relative / carer,
allowing them to have an input into their care.






DD1: MDT Decision / Diagnosis of Dying

This document identifies what interventions are appropriate for the patient on an individual
basis and allows for comment to justify the decision. The decision should not be made alone
and it should be a multi-disciplinary discussion involving ITU consultant, parent team
consultant and nursing staff.

The form also prompts the question of DNACPR decision, alongside the question of “Is the
patient in the last few hours / days of life” sign posting them to the End of Life Guidelines.

This form should be reviewed daily and if any changes then a new form
completed with details






Hospital Number:

MDT Decision / Diagnosing Dying

Would Intravenous therapy be an appropriate treatment?

If NO-why?

Would enteral nutrition be an appropriate treatment?

If NO-why?

Would oral antibiotics be an appropriate therapy?

If NO-why?

Would intravenous antibiotics be an appropriate therapy?

If NO-why?

Would physiotherapy be an appropriate therapy?

If NO-why?

Would blood transfusion be an appropriate treatment?

If NO-why?

Would cardiovascular support with inotropes be an appropriate therapy?

If NO-why?

Would non-invasive ventilation be an appropriate therapy?

If NO-why?

Would invasive ventilation be an appropriate therapy?

If NO-why?

Would renal replacement therapy be an appropriate therapy?

If NO-why?

Would it be appropriate to defibrillate a “shockable” dysrhythmia in a monitored patient?

If NO-why?

Would CPR be an appropriate treatment?

If NO-why?

IS THIS PATIENT FOR A CARDIAC ARREST CALL? I

If NO, please complete a DNACPR form and file in the notes with discussion with the patient / family

IS THE PATIENT IN THE LAST FEW DAYS / HOURS OF LIFE? ‘

If YES — commence GUIDELINES FOR END OF LIFE CARE
If NO — review form daily or if the clinical condition alters or the patient views are changed

Signature Print Name Position GMC

Date Time Review Date Time

Decisions reviewed: reconfirmation/cancelled/changed —if changed complete new form

Signed Print Name Date
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DD2: Initial Assessment

If the decision has been made that the patient is in the last few hours / days of life the initial assessment
should be completed outlining the plan of care for the patient. As outlined earlier the focus changes from
treatment to symptom control. Any specific considerations can be recorded on this assessment allowing
the care to be individualised to the patient.






Name: Hospital Number: Date:
Initial Assessment (joint assessment by doctor and nurse)

Diagnosed as in last few days / hours of life by : Doctors Name; Nurses Name;

Patients DOB: | m/E: | Ethnicity:

At the time of assessment is the patient:

Y N Y

In pain Able to swallow Confused

Agitated Continent (bladder) (Record below which is applicable)

Vomltlng Catheterised Consgous :

Dyspnoeic - Semi-conscious
Continent (bowels) -

Restless - Unconscious

Distressed Constipated Intubated

UTI problems Aware Respiratory Support

Ventilated
Experiencing respiratory tract secretions CPAP

Experiencing other symptoms (e.g. oedema, itch) BIPAP (NIV)
Face Mask
Other:

DIAGNOSIS & BASELINE INFORMATION

The patient is able to take a full and active part in communication
If NO ~why?

First Language: | Interpreter Y/N —Contact Number:
Does the patient have:

An Advanced Care Plan

An Advanced decision to refuse treatment (ADRT)

Does the patient have the capacity to make their own decisions at this moment in time?
If NO - Consider the support of an IMCA —please document below.

Name: | Contact details:

The relative/carer is able to take a full and active part in communication

If NO —why?

The patient is aware that they are dying?
Comment:

The relative or carer is aware that they are dying.
Comment

COMMUNICATION

Specialist Nurse for Organ Donation has been contacted?
Comment

Explored preferred place of death — if wish to go home refer to Discharge Home to Die Guidelines
Comment

Contact information:

1* Contact: At any time Not at Night-time
Relationship Telephone Mobile

2" Contact: At any time Not at Night-time
Relationship Telephone Mobile

N:O:K: - if different from above.

Name: Contact Number:
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Name: Hospital Number: Date:

The relative/ carer have had a full explanation for the facilities available to them and have
been given the visitor information. (Car parking / beverages / accommodation)

Comment:

FACILITIES

The opportunity is given to patient / carers discuss what is important to them. (wishes,
feelings, faith, values, organ donation) These are respected as far as practically possible.

Comment:

Religion identified: | Chaplaincy Service offered:
| Name: | Contact No:

External support:

Comment:

Needs now:

SPIRITUALITY

Needs at death:

Needs after death:

The patient has medication prescribed on a prn basis for the following symptoms which
may develop in the last hours of life.

Pain Comment:
Agitation
Respiratory tract secretions

Nausea / vomiting
Dyspnoea
Ensure the following is explained:

The patient is only receiving medication that the MDT agrees is beneficial at the time.

Anticipatory prescribing in this manner will ensure that there is no delay in responding to a symptom
if it occurs.

Medicines for symptom control will only be given when needed, at the time and just enough and no
more than is needed to help the symptom.

That when new medication is commenced (especially via infusion) rationale for this will be explained.

MEDICATION

Comment:
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Name: Hospital Number: Date:
The patient’s current interventions has been reviewed by the MDT and discussed with the
patient, relatives/carer.

Comment

Currently not being taken /

. . Discontinued Continued Commenced
or given / or in place

Routine Blood Tests
Intravenous Antibiotics

Blood Glucose Monitoring
Recording of routine vital signs

Oxygen therapy
Physiotherapy

I.V. vasoactive medications
Electronic Monitoring /alarms
Renal Replacement Therapy

NG tube (gastric secretions)
Current ventilatory support
Current ventilator support:

Changes:

Silence alarms (remember apnoea alarm)

Current Interventions

Comment:

Does the patient have a DNACPR in place

This has been explained and discussed with patient, relative or carer.

Please complete the appropriate associated documentation according to the policy and procedure.
Comment:

Implantable Cardiovertor Defibrillator (ICD) is deactivated YES

This has been explained and discussed with patient, relative or carer. YES

Contact patient’s cardiologist. Refer to the ECG technician and refer to local/regional — policy and procedure
Comment

The need for clinically assisted (artificial) nutrition is reviewed by MDT | YES | | NO |

Comment:

Nutrition

Decision discussed with patient / relative / carer. [ ves | [ no |
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Name: Hospital Number:
The need for clinically assisted (artificial) hydration is reviewed by MDT

Comment:

Hydration

Decision discussed with patient / relative / carer.
The patient’s skin integrity is assessed

Risk Assessment score:

Existing Pressure damage
Mattress in use / type
Frequency of positional changes

Comment:

Skin Care

A full explanation of plan of care is explained to the patient.

Comment:

A full explanation of plan of care is given to the relative / carer

Name of relative(s) / Carer (s) present Relationship to patient

Names of Healthcare professional present: Position

Comment:

[
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Communication log commenced and left at the patient’s bedside

Comment:

The patient’s primary health care team / GP practice is notified that the
patient is dying.

Comment:

Please sign on completion of the initial assessment

Doctor’s Name: Nurse’s Name:
Position: Position:
Signature: Signature:

Bleep: Extension Number:
Date: Date:

Time: Time:

Signature
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DD3: On-going assessment of the plan of care

This document allows all aspects of care to be assessed and any interventions recorded. The planned care
should be assessed at least 4 hourly, if not more frequently on commencement of the End of life Guidance.

A full assessment should be undertaken and care reviewed if:
There is improved conscious level, vital signs, functional ability, oral intake, mobility, ability to
perform self-care.
There are concerns expressed regarding management plan from patient, relative / carer or the
team.
It is 24 hours since last full MDT assessment

Dignified Death Working Version 08/07/2015 NoECCN






Hospital Number: Date:
ONGOING ASSESSMENT OF THE PLAN OF CARE
UNDERTAKE A MIDT ASSESSEMENT & REVIEW THE CURRENT CARE PLAN IF:

\l/ \l/

AND / OR

A/

Improved conscious level, vital Concerns expressed

It is 24 hours since last

AND / OR

signs, functional ability, oral
intake, mobility, ability to
perform self-care

regarding management
plan from patient,
relative /carer or team

full MDT assessment

PLANNED CARE SHOULD BE ASSESSED AT LEAST 4 HOURLY

ASSESSMENT

COMMENT

The patient has pain

Verbalised by the patient if conscious, pain free on movement. Observe
for non-verbal clues. Consider need for positional change. Use pain
assessment tool if appropriate. Consider PRN analgesia for incident pain

The patient is agitated

Patient does not display any signs of restlessness or distress, exclude
reversible causes e.g. retention of urine, opioid toxicity

The patient has respiratory tract secretions

Consider positional change. Discuss symptoms and plan of care with
relative / carer. Medication to be given as soon as symptom occurs

The patient has nausea

Verbalised by the patient if conscious

The patient is vomiting

Give medication as prescribed

The patient is receiving planned respiratory support

Monitor for signs of distress/ breathlessness. Amend the mode of basic or
advanced respiratory support given as appropriate. Explain to the relative
/ carer.

The patient has urinary problems

If catheterised is it patent and draining

The patient has bowel problems

Monitor constipation / diarrhoea. Monitor skin integrity.

Medication is administered safely

Monitoring sheet for infusions. The patient is only receiving medication
that is beneficial at this time.

The patient is receiving fluids as planned

The patient is supported to take oral fluids / thickened fluids for as long as
tolerated. Monitor for signs of aspiration / distress. Consider IV therapy if
in the patients best interest — if in place monitor and review rate /
volume. Discuss with relative / carer

The patients mouth is moist and clean

Adhere to mouth care policy. Relative / carer involved in care giving as
appropriate.

The patient skin integrity is maintained

Assessment, cleansing, positioning, use of special aids (mattress / bed).
Frequency of repositioning according to patients individual needs

The patients personal hygiene needs are met

Skin care, eye care, change of clothing according to individual needs.
Relative / carer involved in care giving as appropriate.

Appropriate physical environment

Side ward if available. Well-fitting curtains, sufficient space at the bed
side, silence / music, light / dark, nurse call bell available

Psychological well-being maintained

Staff just being at the bed side can be seen as a sign of support.
Respectful, verbal and non-verbal communication, use of listening skills,
information and explanation of care given. Use of communication log.
Spiritual / religious / cultural needs — consider use of the chaplaincy team.

Relative / Carer well-being maintained

Just being at the bedside can be seen as a sign of support and caring.
Consider spiritual / religious / cultural needs, expressions may be
unfamiliar to the healthcare professional but normal for the relative /
carer. Listen and respond to worries / fears.

TIME / DATE:

Comment
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Hospital Number:

Comment
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TIME / DATE:
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Hospital Number:

Comment

TIME / DATE:
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TIME / DATE:
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DD4: Daily Assessment

The documentation of the full MDT assessment to be completed daily and plan of care identified.






Name: Hospital Number:

MDT Daily Full Assessment
Diagnosed as in last few days / hours of life by : (Name)

At the time of assessment is the patient:

Y N Y
Confused
Agitated (Record below which is applicable)
Vomiting Conscious
Dyspnoeic Catheterised Semi-conscious
Restless Continent (bowels) Unconscious
Distressed Constipated Intubated

UTI problems Respiratory Support
Aware Ventilated

CPAP

BIPAP (NIV)
Experiencing respiratory tract secretions Face Mask

In pain Able to swallow

Continent (bladder)

Experiencing other symptoms (e.g. oedema, itch) Other:

DIAGNOSIS & BASELINE INFORMATION

Currently not being taken /

. | Discontinued Continued Commenced
or given / or in place

Routine Blood Tests

Intravenous Antibiotics

Blood Glucose Monitoring
Recording of routine vital signs
Oxygen therapy

Physiotherapy

I.V. vasoactive medications

Electronic Monitoring /alarms
Renal Replacement Therapy
NG tube (gastric secretions)
Artificial Nutrition

Artificial Hydration

Current ventilatory support
Changes:
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Silence alarms (remember apnoea alarm)
Comment:

PLAN OF CARE
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Name: Hospital Number:

Patient in the last hours/days of life?

IF YES continue with End of Life Guidelines

If NO discontinue End of Life Guidelines — review DNACPR

A full explanation of plan of care is given to the relative / carer

Name of relative(s) / Carer (s) present Relationship to patient

Names of Healthcare professional present: Position

Comment:

EXPLANATION OF CARE

Communication log completed

Comment:

Please sign on completion of the initial assessment

Doctor’s Name: Nurse’s Name:
Position: Position:
Signature: Signature:

Bleep: Extension Number:
Date: Date:

Time: Time:

SIGNATURE

End of Life Guidelines Working Version 08/07/2015 NoECCN






DD5: Communication Log

Communication is an important aspect of care for patient and / or relative / carer. The use of a
communication log can improve the communication between the healthcare professionals and the family.
The aim of the log is to record all communication of relevant information pertaining to the care of the
patient, and also can be used by the family to write down any questions they may have. It should be
recognised that the death of a loved one is a stressful time and the ability to retain and or process
information can be altered. The use of the log allows the family to read the information that has been
given to them allowing them to process what has been said in their own time. It also allows other members
of the family to be aware of exactly what has been said. Another aspect of the communication log is that it
can be used as a tool for the family to ask any questions, as they can write them down as they think of
them and also they may find it difficult to voice the questions they would like answering.






You matter because you are you, you
matter to the last moment of your life

and we will do all we can to let you die

peacefully.
Dame Cicely Saunders

Patient Name:

Communication Log





The purpose of the communication log is to improve communication between the
healthcare professionals and the family.

How to use it:

Healthcare professionals:

e Record any conversations / discussions that you have with the patient, relative or carer.

e Do not use medical terminology

Patient / relative / carer

e Used to recap information that you have just been given, helps you to process it in your own time

e Allows other family members to see what has been said
Allows you record any questions you may like to ask but slipped your mind or that you didn’t want to

voice.

The document will be kept by the bedside allowing ease of access.

This is not to replace face to face communication but to be used to augment the communication process.
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Customs and Religious Protocols

Different cultural beliefs at time of death

Living in a society represented by many cultures and religious beliefs
means that memorable events can be celebrated differently. In this
section we look at the different religious beliefs surrounding death &

dying and what funeral or burial rituals may be undertaken.

The information contained in these pages has been approved by
community religious leaders. If you are interested in more
detailed information, this can be obtained by contacting the

appropriate church.
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CHRISTIAN

BELIEFS

Christians trust they will go to heaven to be with God once they have died and so in
some respects a funeral is a time of joy, although also sadness, as the person will be
missed by friends and loved ones.

PREPARING

The church minister may come and visit the person and their family to discuss any
concerns and to help the person to prepare for their death. Depending on the form
of Christianity (i.e. Anglican, Presbyterian etc.) and the particular church, there may
be slightly different customs that will be followed.

AT THE TIME

The church minister will offer any comfort or assistance the family needs to help
them cope with the death and to organise the funeral. Friends will often send their
sympathies in the form of cards and/or flowers to the deceased’s family.

FUNERAL

A Christian may be either buried or cremated, depending on their preference. The
ceremony will typically be held at the deceased person’s church and conducted by
the minister, but it could also be held at a funeral home. The ceremony may involve
hymns, readings and prayer by both the minister and the deceased’s family and
friends. The casket may be present in the room during the ceremony and carried out
at the end by pallbearers — usually members of the deceased’s immediate family.
There is often the opportunity for people to view the deceased and to say their last
goodbyes before the deceased is buried.

BURIAL

If the deceased has been cremated the ashes may be scattered. Otherwise, the
ashes or body will be buried in a cemetery and marked with a gravestone to
remember the deceased.

AFTER

On special occasions such as the deceased’s birthday, Christmas or anniversary of
the death, family and friends may come and visit the grave. Often, flowers or other
objects to remember the deceased will be placed on the grave as a sign of respect.
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CATHOLIC

BELIEFS

Catholics believe that there is an afterlife and that once a person dies they will see
God face to face. If a person has committed a grave offence and has not repented at
the time of death then that person would not enter into the full glory of heaven.

PREPARING

The sick and the elderly can receive the Sacrament of the Anointing of the Sick on a
regular basis if they wish to. If they can’t get to church on their own they will be
taken there by other members of the church.

AT THE TIME

When a person is close to death the family or friends ask a priest to come and pray
with the sick person and the Sacrament of the Anointing of the Sick is administered.
This includes anointing with Holy Oils and the reception of the Sacraments of
Reconciliation and Holy Communion. After the person has passed away the priest
comforts the family and helps them prepare the funeral arrangements.

FUNERAL

The Catholic funeral rite is called the Order of Christian Funerals. Family and friends
pray for the soul of the deceased person and ask God to receive their soul into his
eternal glory. The Vigil of the Deceased (a prayer service) is held the night before the
funeral. On the day of the funeral a Requiem Mass for the deceased person is
celebrated. This includes scripture, prayers and hymns. Family and friends are invited
to take part in the service.

BURIAL

At the grave or place where the body has been entombed the Rite of Committal is
celebrated. Family members and friends along with the priest pray once again for
the deceased person as they commit the body or cremated remains to the final
resting-place. The gravesite is also blessed.

AFTER

Over the next year family members and friends often have Mass celebrated for the
peace of the soul of the deceased person. On special occasions such as the
deceased’s birthday, Christmas or anniversary of the death, family and friends will
often visit the grave. Flowers or other objects to remember the deceased are
sometimes placed on the grave as a sign of respect.
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JEWISH

BELIEFS

Beliefs may vary depending on whether the Jewish person is Orthodox, Reform or
Conservative. Jews believe that when they die they will go to Heaven to be with God.
This next world is called Olam Haemet or ‘the world of truth’. Death is seen as a part
of life and a part of God’s plan.

PREPARING
Family and friends will gather. A rabbi may be called to offer comfort and to pray for
the person who is dying.

AT THE TIME

The person’s eyes are closed, the body is covered and laid on the floor and candles
are lit. The body is never left alone. Eating and drinking are not allowed near the
body as a sign of respect. In Jewish law, being around a dead body causes
uncleanliness so often the washing of the body and preparations for burial will be
carried out by a special group of volunteers from the Jewish community. This is
considered a holy act.

FUNERAL

Jews may not be cremated or embalmed. In Israel a coffin might not always be used
but outside of Israel a coffin is almost always used. The body is wrapped in a white
shroud. Mourners have the opportunity to express anguish. Tears are seen as a sign
of sadness and show that the mourner is confronting death. Mourners also tear their
clothing as an expression of grief.

BURIAL

The burial takes place as soon as possible following the death. Pallbearers will carry
the casket to the grave. A family member will throw a handful of earth in the casket
with the body. This is to put the body in close contact with the earth. Jewish law says
each grave must have a tombstone to remember the deceased.

AFTER

A candle is lit after returning from the cemetery to mark seven days of mourning
called Shivah. This is when people can offer sympathies to the mourners. A meal is
prepared by friends to help the mourners regain their strength. Each year the
anniversary of the death is commemorated according to the Hebrew calendar. This
day is observed as a solemn day of remembrance.
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HINDU

BELIEFS

Hindus believe in reincarnation. When a person dies their soul merely moves from
one body to the next on its path to reach Nirvana (Heaven). So, while it is a sad time
when someone dies, it is also a time of celebration.

PREPARING
Family and a priest may come to pray with the dying person, sing holy songs and
read holy texts. The priest may perform last rites.

AT THE TIME
Family will pray around the body soon after death. People try to avoid touching the
body as it is considered unclean.

FUNERAL

The deceased will be bathed and dressed in white traditional Indian clothing. If a
woman dies before her husband she will be dressed in red. The procession might
pass by places that were important to the deceased. Prayers are said at the entrance
to the crematorium. The body is decorated with sandalwood and flowers. Someone
will read from the scriptures. The head mourner is usually a male or the eldest son
and he will pray for the body’s soul.

BURIAL
Hindus are cremated as they believe burning the body releases the spirit. The flames
represent Brahma (the creator).

AFTER

A priest will purify the family’s home with spices and incense. A mourning period
begins during which friends and relatives can visit the family and offer their
sympathies. After the funeral mourners must wash and change their clothing before
entering the house.

One year later Shradh occurs. This is either a one-off event or may become an
annual event. Shradh is when food is given to the poor in memory of the deceased.
Shradh lasts one month and a priest will say prayers for the deceased; during this
time the family will not buy any new clothes or go to any parties.
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MUSLIM

BELIEFS

There are two types of Muslims — Shi’ite and Sunni, so beliefs and customs may be
slightly different for each. Muslims believe that the soul continues to exist after
death. During life a person can shape their soul for better or worse depending on
how they live their life. Muslims believe there will be a day of judgement by Allah
(God). Until then, the deceased remain in their graves but on judgement day they
will either go to Heaven or Hell. Muslims accept death as God’s will.

PREPARING

Muslims should be prepared for death at any time, which is partly why daily prayers
are so important. A dying person may wish to die facing Mecca, the Muslim holy city.
Family members and elders recite the Muslim scripture called the Koran and pray for
the person.

AT THE TIME

The eyes of the deceased will be closed and the body is laid out with their arms
across their chest and head facing Mecca. The body will be washed by family or
friends. It will be wrapped in a white shroud and prayers will be said.

FUNERAL

The body will be buried within 24 hours as Muslims believe the soul leaves the body
at the moment of death. The funeral will take place either at the graveside and
involve prayer and readings from the Koran.

BURIAL

No women are allowed to go into the graveyard. Before burial a prayer will be
recited. Mourners are forbidden from excessive demonstrations of grief. The body
will not be cremated as this is not permitted in Islam. The deceased will be buried
with their face turned to the right facing Mecca. A coffin is usually not used but a
chamber dug into the grave and sealed with wooden boards so no earth touches the
body. The grave will usually be simple without any fancy decoration.

AFTER

Three days of mourning follows where visitors are received and a special meal to
remember the departed may be held. Mourners avoid decorative jewellery and
clothing. Male family members go to visit the grave daily or weekly for 40 days.
There will also be prayer gatherings at the home for 40 days. After one year there
will be a large prayer gathering of family and friends. After that, male family and
friends visit the grave and everyone remembers the deceased in prayers.
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CHURCH OF JESUS CHRIST LATTER
DAY SAINTS

BELIEFS

Church of Jesus Christ Latter Day Saints (or Mormons as they are also known) believe
that at death the body and the spirit separate. The spirit goes to the spirit world
before being reunited with the body. The judgement will then occur and after that
the person will live in Heaven with God.

PREPARING
The ward bishop and members of the church will offer support to the person who is
dying and their family.

AT THE TIME
The ward bishop will go to the deceased’s home and offer assistance to the family in
making arrangements for the funeral.

FUNERAL

Funeral services are generally conducted by the bishop in a ward chapel orin a
mortuary. Although people mourn the loss of a loved one, the funeral service is
viewed as a celebration of the life of the deceased. The service will consist of a
eulogy, doctrinal messages, music and prayer. The funeral is designed to bring peace
and solace, as church members believe families may be reunited in the life hereafter.
Mourners often send flowers to the family to show their support.

BURIAL

Church members who have received temple ordinances are buried in their temple
clothing. The grave is dedicated as a place of peace and remembrance for the family.
Cremation is generally discouraged.

AFTER

The gravesite is considered to be a sacred place for the family to visit and place floral
remembrances.
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SEVENTH DAY ADVENTIST

BELIEFS

Seventh Day Adventists believe that death is an unconscious sleep. When Christ
returns to the earth he will awaken all those who believe in him and they will all go
to be with God in heaven.

PREPARING

For a Seventh Day Adventist death is not something to be afraid of but is part of
God’s plan. The church minister or lay group leader may come and offer support to
the person who is dying as well as their family.

AT THE TIME
Friends may visit and offer sympathies to the family. The church minister or lay
group leader may offer assistance in helping with preparations for the funeral.

FUNERAL

The funeral will usually take place within a week. Friends may be able to view the
deceased if that is what the family wishes. The service will usually take place at the
church, a chapel or crematorium and include music, singing, scripture readings, a
sermon and prayers.

BURIAL

Seventh Day Adventists can be buried or cremated. There will be a committal
ceremony at the graveside or crematorium. The minister or lay group leader will pray
and read scripture as they commit the body to the earth.

AFTER

Friends may visit the family to offer help and offer words of comfort. They may also
send flowers or food to the house.
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SIKH

BELIEFS

Sikhs believe in reincarnation but also that if a person lives their life according to
God’s plan then they can end the cycle of rebirth in this life. They believe in an
afterlife where the soul meets God

PREPARING
Friends and relations will be with the dying person and recite from the Sukhnami
Sahib.

AT THE TIME

After passing away the deceased will be washed and dressed in clean clothes. If the
deceased has fulfilled the Sikh baptismal ritual then the five symbols of Sikh
membership will also be placed in the coffin.

FUNERAL

Friend and family drive in procession to the crematorium. Death is not seen as a sad
occasion but an act of God and so it is forbidden to cry. There may be an opportunity
to view the deceased. Hymns may be sung, prayers and the poem Sohila recited.

BURIAL

Cremation is the norm although Sikhs and only small children and babies will be
buried. A male family member will switch the cremation oven on. The ashes will be
spread in running water and are traditionally sent to India.

AFTER

Afterwards the mourners will come to the temple for more hymns and readings as
well as the distribution of parsad, a kind of bread/pudding, which is a symbol of
God’s blessing. For days after the death, Guru Granth Sahib will be read or sung
regularly in order to ease the sorrows of the family.
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BUDDHIST

BELIEFS

Buddhists believe in rebirth and that when they die they will be reborn again. The
goal is to escape the cycle of death and rebirth and attain nirvana or a state of
perfect peace. There are lots of different types of Buddhism and many different ways
of dealing with death.

PREPARING

The dying person may ask a monk or nun in their particular Buddhist tradition to help
them make the transition from life to death as peaceful as possible. Buddhists
believe that a person’s state of mind as they die is very important so they can find a
happy state of rebirth when they pass away. Before and at the moment of death and
for a period after death, the monk, nun or spiritual friends may chant from the
Buddhist scriptures.

AT THE TIME

Buddhists believe the spirit leaves the body immediately but may linger in an in
between state near the body. In this case it is important the body is treated with
respect so that the spirit can continue its journey to a happy state. The time it is
believed to take for the spirit to be reborn can vary depending on the type of
Buddhism practised.

FUNERAL

Because there are so many different types of Buddhist funeral traditions vary.
Funerals will usually consist of a simple service held at the crematorium chapel. The
coffin may be surrounded by objects significant to the person who has died. Monks
may come with the family to the funeral and scriptures may be chanted.

BURIAL
The person may either be cremated or buried depending on their tradition. There
may be speeches and chants on the impermanence of life.

AFTER

The grave may be visited by friends and family in remembrance of the person who
has passed away. The importance of the gravesite will depend on the particular
Buddhist tradition. Buddhists believe that it is just the physical body that lies in the
grave because the person’s spirit has been reborn. Buddhists will often do things to
wish for the happiness of the deceased person. For example in Southeast Asia lay
people give offerings to the monks in memory of the dead person.
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SCIENTOLOGIST

BELIEFS

Scientologists believe that humans are immortal spiritual beings called Thetans who
live several lives. Each Thetan has a body and a mind, which exists from lifetime to
lifetime. When a person dies they simply move into a new life.

PREPARING

The Scientology minister may visit the person who is dying and the family providing
guidance and assistance at this point in their lives. After the person has passed away
the minister will offer comfort to the family and help them to organise the funeral if
required.

AT THE TIME
There are no particular protocols after the person has died — it is up to the family
and the wishes of the deceased.

FUNERAL

The funeral service will be taken by the Scientology minister who will ask the
mourners to remember that the deceased has simply moved into a new life and to
wish them well. The minister will speak directly to the Thetan acknowledging it for its
contributions in this life, releasing it from any obligations and freeing it to move on
to its new life. There will probably be a eulogy and reading from the Scientology
scripture. It is up to family what else they want to include. The congregation is
encouraged to say goodbye to the person.

BURIAL
A scientologist will usually be cremated but may also be buried. If the family goes to
the gravesite some words will be said by the graveside.

AFTER

Usually families will receive mourners at their home after the funeral. Mourners may
give their sympathies with flowers or cards. The deceased will be remembered on
special occasions and flowers placed on the graveside.
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MAORI

BELIEFS

Traditional Maori believe that the spirit continues to exist after death and that the
deceased will always be a part of the marae (traditional meeting place). Once
someone has died they will go to the spirit world.

PREPARING
It is important for Maori to see the person before they die if possible so friends and
family will visit the person to pray and provide support.

AT THE TIME

Depending on the tribal group there may be slightly different customs followed
when someone dies. The ceremony of tuku will be carried out to free the spirit from
the body. The body will be prepared for example the deceased’s hair may be
traditionally oiled, combed and decorated with feathers. The person will be dressed
in fine clothes, perhaps traditional Maori garments if that is their wish. The body will
not be left alone at any time until it is buried. It will be taken to the marae so that
people can pay their respects. A karanga is performed welcoming the spirit and the
body onto the marae. Family and friends (whanau) share their grief openly and
loudly.

FUNERAL

The night before the burial whanau gather to sing songs to remember the dead. At
the funeral speeches are given and a eulogy by a close family member. After the
funeral mourners wash their hands and share food. After the meal a karakia
(invocation) is held, storytelling about the deceased and singing. A group of Maori
remains at the marae to remove the tapu (sanctity) from where the body lay.

BURIAL

The body is usually buried rather than cremated so it can be returned to
Papatuanuku (mother earth). There will be a short karakia and members of the
immediate family will be present.

AFTER

Once the burial has taken place the family is welcomed back onto the marae and
everybody gathers for a big feast. The family’s house is then blessed to make sure
the spirit of the deceased does not linger in it. Close relatives may stay longer to help
the immediate family get over their loss. Maori believe the dead should be
remembered and respected so the family will regularly visit the grave.
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JEHOVAH’S WITNESS

BELIEFS

Jehovah’s Witnesses believe that when they die they go into a kind of sleep until God
resurrects them from the dead. Those who gain entrance to heaven will live with
God but the vast majority of mankind will be resurrected to a restored paradise on
earth.

PREPARING
The church elders will visit the person, pray with them and share scripture to bring
the person comfort.

AT THE TIME
No rituals are performed at time of death but an elder will give comfort to friends
and family of the deceased.

FUNERAL

The funeral is usually held at the Kingdom Hall that the deceased attended or at the
funeral home. The body may either be cremated or buried depending on the wishes
of the deceased. Mourners will usually wear dignified clothing in muted colours out
of respect for the deceased. A church elder runs the service with a sermon, prayers

and singing.

BURIAL

A committal service may take place at the graveside if this is the wish of the family. It
would include prayers and scripture, which will once again be led by the church
elder.

AFTER

Mourners gather at the family’s house so friends and relatives can offer their
sympathies. Flowers and cards are usually sent. Family and friends may come and
visit the grave in the coming years to remember the deceased.
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