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1. Introduction

1.1 East London NHS Foundation Trust (The Trust) recognises the need to support standards and a programme of education for all staff to deliver high quality, compassionate care to service users who have an advanced life limiting illness in the community or in hospital and provide support to their carers.

1.2 This guidance is underpinned by the NICE Quality Standards (2011, updated 2021) End of Life Care for Adults, NICE Quality Standards (2017) Care of Adults in the Last Days of Life and NICE (2019) End of Life Care for Adults: Service Delivery.  

It is also supported by NHS England (2021) Ambitions for Palliative and End of Life Care: A national framework for local action 2021 – 2026 and Hospice UK (2022) Care after Death: Guidance for staff.

The target audience for the policy is all staff working with adults in East London NHS Foundation Trust.  Staff caring for young people should refer to separate guidance.

1.3 The tools to support this policy include:

1.3.1	The Gold Standards Framework (GSF) which:

· Identifies patients in the last year of life
· Assesses their care needs and preferences
· Develops a proactive plan of care

Further information about the GSF can be found on the Gold Standards Framework website.

1.3.2	The five priorities of care for the dying person set out in:  One Chance to Get it Right:
· Recognise
· Communicate
· Involve
· Support
· Plan & Do

1.3.3	The Supportive & Palliative Care Indicators Tool (SPICT)


 2.0 	Purpose of Guidance

2.1 	To give staff the confidence to recognise that a patient or service user is entering the last year of life and begin to plan their care accordingly.

2.2	To support staff to work with the wider integrated team to have conversations with patients who may be in the last year of life and to enable advance care planning.  

2.3	To enable teams to work in partnership with specialist palliative care teams and other teams supporting patients at the end of life.

2.4	To support staff to develop person centered holistic care plans that ensure that symptoms are as controlled as possible and that consider the physical, psychological, spiritual, social and cultural end of life care needs of the patient.

2.5	To support patient choice at the end of life, including supporting patients to choose their preferred place to die as far as is reasonably possible.

2.6	To ensure that patients are treated with dignity and respect at the end of life.

2.7	To ensure that family, carers and others who are important to patients are supported, appropriately informed, enabled and empowered throughout the end of life of their relative or friend.

2.8	To improve staff confidence, communication and partnership working through the provision of standards of practice and education.


3 	Consent

3.1 	Patients have a fundamental legal and ethical right to determine what happens to them.
The practice of seeking consent is further endorsed by the requirements of  the Human
Rights Act 1998.

3.2	The Trust’s  Consent to Treatment Policy sets out standards and procedures that define consent as a patient’s agreement for a health professional to provide care.

3.3	Consent may be indicated non-verbally, orally or in writing for consent to be valid.  It is essential that all healthcare professionals clearly document patient consent to interventions.


4 	Capacity

4.1	The Trust has a duty to support people with impaired mental capacity so that they can make their own decisions about health and social care that they receive. People needing such support might include people with severe and enduring mental illness, people with dementia, people with learning disabilities and people at the end of a terminal condition.

4.2	Where an adult patient lacks the mental capacity (temporarily or permanently) to give or withhold consent for himself/ herself, no one else can give consent on their behalf unless there is an identified ‘Lasting Power of Attorney’ in relation to health matters as well as financial matters.

4.3 	Treatment may be given if it is in the patients’ best interests as long as it has not been refused in a valid and applicable Advance Decision to Refuse Treatment (ADRT), as stipulated in the Mental Capacity Act (2005) Code of Practice.  In determining best interests, any Advance Statements the patient has made (verbal or written) should be taken into account during the decision-making process.  This must be clearly documented in the patient’s notes.


5.	Identifying people approaching the end of life and other people who are important to them 

5.1 	In line with NICE guidelines and to enable advance care planning, teams should aim to identify patients who might be at risk of dying within the next 12 months.  Patients or service users may be identified as likely to be in the last year of their life by any health care professional involved in their care.

5.2	Tools available to identify people who may be approaching the end of their lives include the Supportive & Palliative Care Indicators Tool (SPICT) [Appendix 1] and the Gold Standards Framework (GSF) Prognostic Indicator Guidance [Appendix 2].  

5.3	Teams should also aim to identify carers and other people who are important to patients or service users who may be approaching the end of their lives.  This may include children, partners, friends and other family members.



6.	Co-ordination of Care

6.1	Care for people nearing the end of life should be well co-ordinated both within and across different services and organisations, and there should be an integrated approach to care planning.

6.2	Patients approaching the end of life should be added to the local palliative care register and be allocated a named nurse to lead on the co-ordination of the patient’s care.

6.3	Regular multi-disciplinary discussions should be held, including specialist palliative care teams.  There should be regular reviews of advance care plans and of care and support needs.

6.4	With the consent of the person or if they lack capacity in their best interests, wishes around advance care planning should be recorded and shared with all those involved in their care. 

6.5	In community settings discussions around advance care planning should be documented in the shared Universal Care Plan (UCP) or System one records where these exist or in emergency treatment plans such as ReSPECT or PACT.  
	            

7 	Advance Care Planning

7.1	Patients approaching the end of life should be offered the opportunity to have an honest, informed and sensitive conversation about death and dying and to create a personalised advance care plan.  Opportunities to talk about advance care planning and to review existing plans should be offered regularly.  

7.2 	Advance care plans should allow people to express their preferences for their future care and what matters to them most, including their preferred place of care and place of death.  They might also include setting personal goals for the time that they have left.  

7.3	Where the person approaching the end of life agrees, carers and other people who are   important to them should also be offered the chance to be involved in the discussions around advance care planning.  

7.4	Additional support should be sought where needed to support advance care planning for example for people with learning disabilities or dementia

7.5	Advance care planning may also involve setting up Lasting Power of Attorney, whereby someone appoints another person to make decisions on their behalf in the event that they lose their mental capacity in future.  Lasting Power of Attorney must be registered with the Court of Protection and there must be valid documentation to show this.

7.6	Advance Decision involves clarifying any specific treatments that people may not want to receive in future.  For example, someone may make an advanced decision to refuse to be ventilated or to have other life sustaining treatment.  In order to be valid advanced decision may only be made by someone who has mental capacity.  


8.	Patients Making a Will

8.1	Patients wishing to make a will in community settings should be supported to do so, by referring on to local support services such as Age UK.  If patients express a wish to make or alter a will whilst in in-patient settings, the team should seek advice from the Trust’s Mental Health Department.

8.2	For inpatient settings, the Responsible Clinician (RC) in charge of the patients medical care should sign and date in the patient’s records that the patient is capable of making a will (has mental capacity) and comment about the patient’s mental state and where there are any doubts about the patient’s ability to write a valid will.

8.3 	Health care staff including non-clinical staff involved with a patient cannot act as witnesses for the signing of the will.  Staff should be aware of the vulnerability of patients to pressure from those who might have an interest in the will.


9	Resuscitation

9.1	Considering whether or not to attempt CPR is an important part of good quality end of life care and advance care planning.   

9.2	The DNACPR decision should be made on the basis of a careful assessment of the person’s individual situation.  Where a patient is nearing the end of life and it is appropriate to consider a DNACPR decision, this should be done at the earliest possible opportunity.  

9.3	The DNAPR decision should be made by the most senior clinician in charge of the patient’s care and discussed with the wider health care team. In community settings (such a district nursing) this will usually be the GP.  

9.4	DNACPR decisions should be discussed with and explained to the patient and those close to them, and the opportunity to challenge the decision provided.   Discussions about DNACPR may be sensitive and complex and should only be carried out by experienced clinical staff.  

9.5	Where there is uncertainty about whether CPR is appropriate, resuscitation should be started straight away.  



Please see Trust Decisions Relating to Cardiopulmonary Resuscitation Policy for further information.  

10.	Identifying that someone is in the Last Days of Life

10.1	In addition to identifying patients who may be approaching the end of life to enable advance care planning, teams should also aim to identify when someone may be entering the last days of their life or may die in the next few days or hours [Appendix 3 – Priorities of Care for the Dying Person].  This may not always be easy; however advice can be sought from the specialist palliative care team / palliative care nurses.  Reversible causes such as opioid toxicity should be ruled out. 

10.2	Signs & symptoms that could indicate that someone is in the last days of their life include:
· progressive weight loss, deterioration in consciousness, noisy respiratory secretions, mottled skin, agitation
· increased fatigue, reduced desire for food & fluid, deterioration in swallow
· deteriorating mobility & social withdrawal

10.3	Where it is felt that someone is in the last days of life, this should be discussed with the integrated team 


11 	Communication with Patients at the end of life and their Care rs

11.1	Where it is felt that someone may be in the last days of life, a discussion should be held with the patient and their carer and / or those who are important to them explaining the potential for dying and the rationale for this.  The team should decide who may be best placed to have this discussion.

11.2	A person-centered, holistic care plan should be discussed with both the patient and those who are important to them.  Patients should be offered the chance to be involved in all aspects of their care including their preferred place of care and place of death.

11.3	In order to support patients to participate in the decision making at end of life, information should be provided taking into account their communication needs and preferences.

11.4	Communication should be sensitive and appropriate to individual circumstances and preferences.  Information should be offered including what to expect, medications including anticipatory prescribing, practical support available and care options. 

11.5	The contact numbers of carers and others who are important to patients should be confirmed as well as who to contact if the patient’s health should deteriorate.  In in-patient settings times for family or next of kin to be contacted should also be agreed and documented.  

11.6	If patients are in a hospital setting, carers should be offered the opportunity to support their relatives / friends at all times if appropriate to the patient’s wishes.  This should be supported by professional staff and overnight facilities provided in patient areas where possible. 



12.	Person Centered Care Planning

12.1	A holistic needs assessment should be carried out with the person approaching the end of life and those who are important to them, in order to enable the right support to be provided.  

12.2	Where possible in order to support co-ordination of care and to reduce duplication, the holistic needs assessment should be completed with the patient and those who are important to them by the multi-disciplinary team.   A person-centered care plan should then be agreed with the patient and shared with all those involved in the patient’s care.

12.3	The individualised care plan should be completed according to local protocol and may include communication, symptom control, psychological support, social support and spiritual support and care after death.   

12.4	The care plan should manage physical pain and symptoms but should acknowledge that distress may be caused by or exacerbated by emotional or psychological anguish, social or spiritual distress.  

12.5	The practical and emotional support needs of those who are important to the dying person / carers should also be assessed.  Carers should be supported to access a carer’s needs assessment where applicable.  

12.6	A Fast Track (Continuing Health Care) assessment should be also completed where appropriate in order to access urgent care support.  In community settings patients and their families may be offered support from voluntary organisations such as Marie Curie.  

12.7	Contact numbers for support services should be provided for patients and those who are important to them, including for out-of-hour support.
.


13.	 Anticipatory Prescribing

13.1	For patients at the end of life, it is important also to consider anticipatory prescribing as part of the care plan, explaining the rationale to the patient and family clearly.  Medications should be prescribed in anticipation of symptoms to enable rapid relief if a patient develops distressing symptom.  This should be documented in the patient’s electronic care record.

13.2	Medications should be prescribed based on the individual needs of the person.  These should be prescribed in advance and as early as possible to avoid delay in obtaining medicines that may be needed quickly.   Advice may be sought on what to prescribe from the Specialist Palliative Care team. 

13.3	Prescriptions and authorisation charts should specify the indications for use of any anticipatory medication prescribed and the dosage, starting with the lowest effective dose.

13.4	If patients are not able to swallow or tolerate oral medication, subcutaneous injections should be given.

13.5	Where more than 2 or 3 doses of an as required medication are given in a 24 hour period, continuous medication via a syringe pump should be considered. If already on established dose of oral medications, predicted dose should be converted in collaboration with specialist palliative care.


14.	 Eating and Drinking in the Last Days of Life

14.1	It is common to lose interest in food in the last days of life and everyone with a terminal illness eventually stops eating and drinking.  This is not usually distressing for the person who is dying however it can be very difficult for family and friends.  

14.2	Family and friends often ask about artificial hydration for example subcutaneous fluids.  For some conditions this may be an option however for other conditions at end of life there is no evidence that artificial hydration will either extend life or improve the quality of life.

14.2	Staff should explain to family that eating and drinking less in the last days of life is normal.  Where the dying person and / or their family ask about subcutaneous fluids, this should be discussed with the multi-disciplinary team and the risks and benefits explained.  (See Adminstration of Subcutaneous Fluids Policy for further guidance)


[bookmark: _Hlk17005339]15 	Transfers to another Care Setting e.g. Hospice

There may be instances when a patient’s needs are best met in another care setting, for example in a hospice, care home or acute hospital.  Decisions such as these should be made at the earliest opportunity involving the patient and their carers and / or those who are important to them wherever possible. Trust staff will support continuity of care throughout the transfer process by providing a comprehensive handover of care and treatment to the receiving care team


16 	Verification and Procedure for Expected De ath

16.1 	When the patient is known to have an advanced, incurable terminal illness and there is no active intervention to prolong life, this is regarded as an expected death.  An expected death is recognised as a death that was anticipated as imminent by the patient, carer and by the multidisciplinary team.

16.2  	Verification of death refers to confirmation that life has ceased, based on a physical assessment by someone who is competent to do so.  Death can only be verified by a doctor or nurse who has been trained in verification of death. 

	If a patient dies at home, their family or friends should be supported to contact the deceased patient’s GP, the out of hours service or a nurse able to carry out verification of expected death where relevant.  The time the death is verified is the official time of death. 

16.3	A registered medical practitioner who has attended a deceased person within the last 28 days prior to death is required to issue the Medical Certificate of the Cause of Death, stating the cause of death "to the best of his/her knowledge and belief". 

	The certificate requires the doctor to state the date on which they saw the deceased person alive and whether or not they have seen the body after death.  The doctor is not obliged to view the body, but good practice requires that if they have any doubt about the fact of death, the doctor should satisfy themselves in this way

	Patients identified as nearing the end of life i.e. a prognosis of weeks, should receive regular reviews from their GP to ensure that the above arrangements are met and to avoid any unnecessary delays after death.  

16.4	Where a patient has not been seen by their GP within 28 days before their death, the death may need to be referred to the Coroner.  Other circumstances where a death should be reported to the Coroner include: the cause of death is not known, the death was sudden or unexplained, the death was violent or unnatural, or the death may have been caused by an industrial disease.   

16.5 	All deaths of patients currently being seen by the Trust must be reported using the Trust incident reporting system (DATIX).  

The deaths of any mental health patients discharged from the Trust’s care within the last 12 months should also be reported via DATIX.  Additionally the death of any community health service patient discharged from our care within the last 6 months should also be reported.
	


17.	 Informing Relatives when a Patient dies

17.1	It is also important to consider if a patient’s next of kin or carer wishes to be contacted if the patient is noted to be deteriorating and to document this in the record.  This is important in both hospital settings and in community settings where the patient may live alone.  It should also be noted whether the carer or next of kin wishes to be contacted at night 

17.2	If relatives or other key contacts are not present when the person dies, sensitive and honest communication should take place with them.  Informing relatives of a patient’s death, can be very difficult and stressful for staff. Staff should receive training in the skills of breaking bad news and support as required after a patient dies.

17.3	In the event of the patient not having any known family or friends or that the family are unable to be with the dying patient, it is good practice for staff to contact someone able to provide spiritual support, such as the hospital chaplain or to make arrangements for a staff member to be with the patient. This would depend on the patient’s preferences if known.

17.4   	If the named next of kin or carer cann ot be contacted after six hours staff should inform the police station local to the named relative.  The police may be requested to call at the home and notify the next of kin/carer in person. Alternatively the police can leave a message asking the relatives to contact the hospital, home or community team.

17.5   	If a third party is requested to contact the family, the nurse in charge must check with the third party (e.g. the police) to ensure that this communication has taken place. 

17.6 	It is noted that there will be occasions in both hospital and community settings where patients may die in sudden and unexpected ways.   Staff may also be exposed to difficult and challenging deaths.  In these instances it is important that staff are supported according to local protocols. 


18	Patients Detained Under the Mental Health Act, Mental Capacity Act (DoLs) and Patients under the Care of the Forensic Directorate

18.1	If a patient is detained under the Mental Health Act (1983) at the time of death or subject to a Community Treatment Order, the Care Quality Commission (CQC) must be informed within 72 hours, as well as the relevant Trust Mental Health Act Administration Team. The Trust’s local Mental Health   Law office should also be notified.

18.2	The death of a patient at the time that they are deprived of their liberty under the Mental Capacity Act 2005, is also the subject of a coroner’s investigation.  This means that the person is considered to be ‘in state detention’ at the time of death if subject to a deprivation authorisation. In these circumstances, the coroner must be informed of the death as soon as possible. 

Therefore, all staff caring for the deceased need to ensure they are familiar with deaths that require such a referral   as this will facilitate the correct personal care and enable staff to prepare the family both for the potential delay in receiving the Medical Cause of Death certificate and the possibility of a post-mortem examination. Forms are usually completed by the team responsible for the deceased’s care. The Deprivation of Liberty Policy provides more detail as to the forms which are to be used.


[bookmark: _Hlk17006416]19 	Care after Death

19.1	Personal care after death in hospital settings (sometimes known as “last offices”) should be carried out by a Registered Nurse.  Personal care after death in community settings may be undertaken by family or carers of the person who has died.  However, community nurses should offer support with this if appropriate, especially if they are present when the person has died.  Please see Appendix 4 on the Procedure for Personal care after Death.

19.2	Personal care after death may include washing and dressing the person who has died and removing medical aids such as syringe drivers and catheters.  It is important always to ensure the privacy, dignity and respect of the person who has died.  

19.3	Care after death also includes supporting the spiritual, religious and cultural wishes of the person as well as their family and carers.
  
19.4	Other aspects of care after death may include arranging the removal of equipment and supporting with the disposal of controlled drugs.  (Please see Safe Management of Controlled Drugs in a Domiciliary Setting Policy for further guidance)



20. 	Registration of Death / Funerals

20.1  	The relatives where possible, should arrange for the death to be registered.  In order to do so, the relatives will need the Medical Certificate of Cause of Death which should be issued the next working day in hospital settings and can be obtained from the patient’s GP in community settings.

20.2	Relatives should be advised to register the death within 5 days and that funerals can only take place after the death is registered.

20.3	Where a person dies and they have no next of kin, or where their next of kin, family or friends are unable or unwilling to arrange a funeral, they are entitled to a public health funeral arranged by the local authority. 



21	Supporting and caring for those who are important to the dying person, including 	bereavement support

21.1   	Good palliative care also includes giving care and support to the families, friends, carers and all those who are important to the dying person.  This includes good bereavement care.  

21.2	Bereaved people should be offered support at the time of death, but may also need support on a longer term basis, as well as before the death.

21.3	Support for people dealing with bereavement may include:   
-	Preparing them for what to expect when the person dies
-	Acknowledging that everybody grieves in a different way and there is no right or wrong.
-	Answering any questions they may have about what happens next.
-	Supporting with self care for example getting enough sleep, taking a walk, getting outside

  
21.4	While many people find that talking to friends and family is the main support they need, when grieving, other people may find they need more support.  (Please see appendix 5 for national and local organisations providing bereavement support).  


22	Education, Development and Training

22.1	Staff should have access to appropriate training and education around caring for patients and service users at the end of their lives, enabling patients to die in a place of their choice wherever possible.  This should also include advanced communication skills training for core staff.

22.2	All staff have individual responsibility regarding their competency in the skills required to support patients with advanced life limiting illness and at end of life.

22.3	Team leads should ensure that this policy is disseminated to all staff and monitor its implementation.

22.4	Service leads must ensure that staff have access to appropriate training, and that team leaders are aware of their responsibility for the implementation of this policy.

22.5	Service leads should have strategies in place to support and nurture staff, so they are able to deliver compassionate care to patients at the end of their lives and those who are important to them.

22.6	Staff should be given time to debrief and reflect on end-of-life care, particularly when this has been emotionally challenging.





 23	Related Operational Documents

· Advanced Decision to Refuse Treatment Policy
· Decisions Related to Cardiopulmonary Resuscitation Policy
· Health and Safety Policy
· Infection Control Manual
· Mental Capacity Act (2005) Code of Practice
· Physical Healthcare Policy
· Pressure Ulcer Prevention And Management – Clinical Practice Guideline
· Safeguarding Vulnerable Adults at Risk – Policy Guidance for Trust Staff
· Verification of Death local guidelines
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	Personal Care After Death – Community ServicesAppendix 4



	A member of East London NHS Foundation Trust (ELFT) staff may attend the patient’s home if appropriate, for example to verify the death or to remove equipment.

During this visit the member of staff should offer to perform personal care if the patient’s family would like this.

	Procedure
	Rationale

	Apply gloves and apron
	Personal protective equipment (PPE) must be worn when performing Last Offices, and is used to protect yourself and all your patients from the risks of cross-infection (Fraise and Bradley 2009, E, HSAC 2003, C; Pratt et al. 2007, C, R2b; RCN 2005, C).

	If the patient is on a pressure-relieving
mattress or device, leave the mattress running.
	If the mattress deflates too quickly, it may cause a manual handling challenge to the nurses undertaking personal care after death

	 Lay the patient on their back with the assistance of additional nurses if required and straighten any limbs as far as possible (adhering to your own organisation's manual handling policy).
	To maintain the patient's privacy and dignity
(NMC 2008, C) and for future nursing care of the body. Stiff, flexed limbs can be difficult to fit easily into a mortuary trolley, mortuary fridge or coffin and can cause additional distress to any carers who wish to view the body. However, if the patient's body cannot be straightened, force should not be used as this can be corrected by the funeral director (Green and Green 2006, E).

	Remove any medical aids such as syringe drivers, heel pads and catheters once verification is complete. Apply gauze/tape to syringe driver sites and document disposal of medication (adhering to your own organisation’s disposal of medication policy.) Consider leaving prosthetics in situ as appropriate (e.g. limb, dental or breast prosthetics.)
	To prepare the body for burial or cremation

	Exuding wounds or unhealed surgical scars
should be covered with a clean absorbent dressing and secured with an occlusive dressing (e.g. Tegaderm). Stitches and clips should be left intact. Consider leaving intact recent surgical dressings for wounds that could potentially leak, for example large amputation wounds. Reinforcement of the dressing should be sufficient.
	The dressing will absorb any leakage from the
wound site (Naylor et al. 2001, R2b). Open wounds and stomas pose a health hazard to staff coming into contact with the body (RCN 2005, C). Disturbing recent large surgical dressings may encourage seepage and leakage (Travis 2002,E).

	Stomas should be covered with a clean bag.
	

	Wash the patient, unless requested not to do
so for religious/cultural reasons or carer's preference. Male patients should be shaved unless they chose to wear a beard in life.
If shaving a man, apply water-based emollient cream to the face.
	For hygienic and aesthetic reasons. As a mark
of respect and point of closure in the relationship between nurse and patient (Cooke 2000, C).


	It may be important to family and carers to
assist with washing, thereby continuing to provide the care given in the period before death.
	It is an expression of respect and affection, part
of the process of adjusting to loss and expressing grief (Berry and Griffie 2001, E).

	Mouth and teeth should be cleaned with
foam sticks or a toothbrush. Insert clean dentures if the patient normally used them. Apply petroleum jelly to the lips and perioral area.
	Teeth and mouth are cleaned for hygienic and
aesthetic reasons (Cooke 2000, C) and to remove debris. Petroleum jelly can prevent skin excoriation or corrosion if stomach contents aspirate.

	Dress the patient in personal clothing provided by the family.
	For aesthetic or religious and cultural reasons, and to meet the needs of the family. (Green and Green, C, 2006)

	Remove gloves and apron. Dispose of equipment according to local policy and wash hands.
	To minimise risk of cross-infection and contamination. (Fraise and Bradley, E, 2009)

	Discuss with the patient’s family regarding contacting a chosen funeral director once verification has occurred.
	To avoid decomposition which occurs rapidly,
particularly in hot weather and in overheated rooms. Many pathogenic organisms survive for some time after death and so decomposition of the patient's body may pose a health and safety hazard for those handling it ( Cooke 2000, E). Autolysis and growth of bacteria are delayed if the patient's body is cooled.

	Remove all equipment from the patient’s home, including any syringe drivers and consumables.
Do not remove medication, advise the patient’s family to return these to a pharmacy.
	

	Record all details and actions within the nursing documentation.
	To record the time of death, names of those present, and names of those informed. (NMC, 2015)








Appendix 5


National bereavement support services



Age UK 
Bereavement support for older people including carers. www.ageuk.org.uk

At a Loss
Support & signposting for all those who are bereaved:
www.ataloss.org

Child Bereavement UK
Support for children, young people, parents and families.  0800 02 888 40 or visit www.childbereavementuk.org

Cruse Bereavement Care
Support for all those who are bereaved - call for free on 0808 808 1677 or
visit www.cruse.org.uk

The Good Grief Trust
Run by people who have experienced a bereavement themselves: www.thegoodgrieftrust.org

Marie Curie
Support for all who are bereaved, including pre-bereavement – 0800 090 2309 or visit https://www.mariecurie.org.uk/help/support/bereavement

Macmillan
Advice and information if the person who died also had cancer.  Visit www.macmillan.org.uk/cancer-information-and-support/supporting-someone/coping-with-bereavement.

Sudden
Support for those affected by a sudden death.  0800 2600 400 or visit  www.sudden.org

Support after suicide
Support after suicide: supportaftersuicide.org.uk

Survivors of bereavement by suicide.  
https://uksobs.org/

Winston’s Wish
Support for children and young people.  www.winstonswish.org



Local bereavement support services
 Adult Services

Cruse Bereavement Care – Bedford area
Tel 0300 200 4108 or email bedfordshire@cruse.org.uk

City and East London Bereavement Service (CELBS)
specialist bereavement service for residents of Tower Hamlets & the City.
Visit www.celebs.or.uk

Newham Bereavement Service
delivered by Mind for adults living in Newham.  Visit www.mithn.org.uk
To make a referral call 0207 510 1081 or 0207 510 4268 or by emailing referral@mithn.org.uk.

NHS Talking Therapies (IAPT)
Offering psychological interventions for common mental health problems, such as anxiety, low mood.  Self-referrals are welcomed and encouraged. 
Newham: www.newhamtalkingtherapies.nhs.uk
or call: 020 8475 8080
Tower Hamlets: towerhamletstalkingtherapies.nhs.uk
or call: 020 8475 8080


Hospice Bereavement Services

Keech Hospice Care
Bereavement support for people in Bedfordshire
https://www.keech.org.uk/

St Joseph’s Hospice 
Specialist bereavement support available where the person who died was under the care of the hospice. (East London) www.stjh.org.uk

Sue Ryder St John’s Hospice  
Bereavement support for people in Bedfordshire
https://www.sueryder.org/how-we-can-help/sue-ryder-st-johns-hospice


Children’s Services

Child Bereavement UK East London 
specialist bereavement service for children, young people & their families in East London.  Visit londonsupport@childbereavementuk.org

CHUMS Bereavement Service
specialist bereavement service for children, young people & their families cross Luton & Bedfordshire.  Visit chums.uk.com/bereavement-service 
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@ Supportive and Palliative Care NHS
THE UNIVERSITY Indicators Tool (SPICT™) Nt

of EDINBURGH SCOTLAND

e
The SPICT™ is used to help identify people whose health is deteriorating.
Assess them for unmet supportive and palliative care needs. Plan care.

Look for any general indicators of poor or deteriorating health.
» Unplanned hospital admission(s).

= Performance status is poor or deteriorating, with limited reversibility.
(eg. The person stays in bed or in a chair for more than half the day.)

»= Depends on others for care due to increasing physical and/or mental health problems.
» The person’s carer needs more help and support.

» Progressive weight loss; remains underweight; low muscle mass.
= Persistent symptoms despite optimal treatment of underlying condition(s).

= The person (or family) asks for palliative care; chooses to reduce, stop or not have treatment; or
wishes to focus on quality of life.

Look for clinical indicators of one or multiple life-limiting conditions.

Cancer Heart/ vascular disease Kidney disease

Functional ability deteriorating Heart failure or extensive, Stage 4 or 5 chronic kidney

due to progressive cancer. untreatable coronary artery disease (eGFR < 30ml/min) with
disease; with breathlessness or deteriorating health.

Too frail for cancer treatment or chest pain at rest or on minimal

treatment is for symptom control.  gec s Kidney failure complicating
. other life limiting conditions or
Dementia/ frailty Severe, inoperable peripheral treatments.
Unable to dress, walk or eat UEEBIEN ClEEEED Stopping or not starting dialysis.
U TCIE ) Respiratory disease Liver disease
E;#ilcr:‘gltanv?/iingvlvgl?ol\iis:; Severe, chronic lung disease; Cirrhosis with one or more
y = with breathlessness at rest complications in the past year:
Urinary and faecal incontinence. or on n;m;.mal effort between o elETte e ET feEEs
Not able to communicate by exacerbations. * hepatic encephalopathy
speaking; little social interaction. Persistent hypoxia needing long * hepatorenal syndrome
term oxygen therapy. + bacterial peritonitis

Frequent falls; fractured femur. e ra walteesl Blesak

Recurrent febrile episodes or eSSl el el el

; : - : respiratory failure or ventilation is Liver transplant is not possible.
infections; aspiration pneumonia. s

contraindicated.
Neurological disease Other conditions
Progressive deterioration in Deteriorating and at risk of dying with other conditions or complications
physical and/or cognitive that are not reversible; any treatment available will have a poor outcome.

function despite optimal therapy.

Speech problems with increasing A LALVAHGCUEEICENDEETCRAELLTTTE

difficulty communicating , * Review current treatment and medication to ensure the
and/l Ior progressive difficulty with person receives optimal care; minimise polypharmacy.
swallowing. . o i

d — _ = Consider referral for specialist assessment if symptoms or
Recu:lent asplratlgn pnelmelonlai problems are complex and difficult to manage.
brea’.t ess of respllratory arure. = Agree a current and future care plan with the person and
Persistent paralysis after stroke their family. Support family carers.

with significant loss of function

e e o = Plan ahead early if loss of decision-making capacity is likely.

= Record, communicate and coordinate the care plan.

Please register on the SPICT website (www.spict.org.uk) for information and updates.

SPICT™, April 2019
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Fan m.mamam._M The GSF Prognostic Indicator Guidance

The National GSF Centre’s guidance for clinicians to
support earlier recognition of patients nearing the end of life

ramewor

4" Edition
October 2011

Why is it important to identify people nearing the end of life?

earlier planning and better co-ordinated care’
(GSF National Primary Care Snapshot Audit 2010 )

About 1% of the population die each year. Although some
deaths are unexpected, many more in fact can be
predicted. inherently difficult, but if we were better
able to predict people in the final year of life, whatever
their diagnosis, and include them on a register, there is
g00d evidence that they are more likely to receive well-co-
ordinated, high quality care.

This updated fourth edition of the GSF Prognostic Indicator
Guidance, supported by the RCGP, aims to help GPs,
dlinicians and other professionals in earlier identification of
those adult patients nearing the end of their life who may
need additional support. Once identified, they can be
placed on a register such as the GP’s QOF / GSF palliative
care, hospital flagging system or locality register. This i
turn can trigger specific support, such clarifying their
particular needs, offering  advance care planning
discussions prevention of crises admissions and pro-active
supportto ensure they ‘live well until they die’.

Predicting needs rather than exact prognostication.
This is more about meeting needs than giving defined
timescales. The focus ison an
that the right care can be provided at the right time. This is
more important than working out the exact time remaining and
leads to better proactive care in alignment with preferences.

Definition of End of
General Medical Coun

Care
UK 2010

People are ‘approaching the end of life’ when they are likely to
die within the next 12 months. This includes people whose
death is imminent (expected within a few hours or days) and
those with:
 Advanced, progressive, incurable conditions
+  General fra ing conditions that mean they
are expected to die within 12 months
« Existing conditions if they are at risk of dying from a
sudden acute crisis in their condition
*  Life-threatening acute conditions caused by sudden
catastrophic events.

Three triggers that suggest that patients are nearing the end of life are:

1. The Surprise Question: ‘Would you be surprised if this patient were to die in the next few months, weeks, days'?

2 General indicators of decline - deterioration, increasing need or choice for no further active care.

3. Specific clinical indicators related to certain conditions.

Average GP's workload — average 20

o
deaths/GP/year approx. proportions m

Sudden won
Unexpected s
e S p—

12 ™

O Rap e Trjcon, DagnosstoDenth

organsystem s recony

Typical Case Histories

o

Tome-Otensiewyenrs
T bt vty s

2) Mr B~ An 84 year old man with heart
failure and increasing breathlessness who

-~ 4 ncreasingly difficult.
2 recent crisis hospital admi
wortied about further adm
coping alone in future. Decreasing

recovery and likely erratic dedine

Prognostic Indicator Guidance (PIG) 4° Editon Oct 2011 © The Gold Standards Framework Centre In End of i Care CIC, Thomasi etal

3) Mrs C— A 91 year old lady with COPD,
heart failure, osteoarthritis, and increasing
signs of dementia, who lives ina care
home. Following a fall, she grows less
active, eats less, becomes easily confused
and has repeated infections. She appears
tobe ‘kating on thin ice". Difficutto
predict butlikely slow decline
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Summary of suggested three steps for earlier identification

Ask the Surprise Question
Would you be surprised f the patient were to die in next months, weeks or days?

Do they have. Reassess
‘General Indicators of Decline? ey

)

=

Do they have.
Specific Clinical Indicators?.

palliative care register orlocalityregister
agreed. iscussat team meeting.
Assess Discuss this with patient and carers, assess.

improve coordination and communicaton.

How to use this guidance - what next?

GSF Needs Based Coding

e B-Groen Benefs - DS1500 € -Yolow Contung Cor”
oStk U A e Trirry

This guidance aims to clariy the riggers that help to identify patients who might GSF 3 Steps process.
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More details of Indicators — the intuitive surprise question , general and specific clinical

Stepl | The Surprise Question

For patients with advanced disease of rogressive e imitng conditions - Would you be surpised ifthe patient were to
e inthe next few months, weeks, days?
= The answer to this question should be an intitive one, puling together a range ofcinicl, co-morbidty, soial and other
facors that give a whole picture of deterioraton. I you would ot be surprised, then what measures migh be taken to
improve the patient’s qualty of e now and in preparation for possible further decline?

Step2  General Indicators

S GO L

incrasing dependencein st actities of
* Co-morbidty i regarded as the biggest

and morbidity
General physialdecline and increasing need forsupport
Advanced disease - unstable, deteriorating complex symptom burden
Decreasing response 1o treatments,decreasing reversibikty

SentelEvent 5 seious fal, bereavemen, ransfr t rrsing home
« Serumalbumen <258/
/./e.ﬁxa bl o D51500 payment

ical Indicators - lexible criteria with some overlaps, especially with
with frailty and other co-mor

Cancer

but should not be applied blindy
predictive factor in cancer is prformance status and funct
ime inbed/ying down, prognosis s estmated to be about 3 months or ess- Y,

Heart Disease

Atleast two of the ndicators below:

 CHF NYHA Stage 3 or 4 - shortness o
breath atrest on minimal exertion

© Patient thought to be i th st year o
e by the care team - The ‘suprisc
queston’

* Repeated hospital admissions  wih
heart falure symptoms.

e Dificut_physical or _psychologea

symptoms despite. optimal toleratec

therapy.

* Disease assessed 0 be sevre (e.g. FEV1 0% predicted)
* Recurrent hosptaladmissions (atleat 3in lat 12 months due to COPD)
« Fulflslong term oxygen therapy rteria

~ shrtness of breath after 100 metres on the level o

= signsand symptoms of rght heart flkure.

bination of other factors — ie. anorexia, previous ITU/NIV resistan
rganisms.

+ More than 6 weeks of systemic steroids for COPD in preceding § months.
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Renal Disease.
Stage 4 or 5 Chroric Kidney Disease (CKD) whose conditon is deteriorating with at east 2 of the ndicaors below:
« Patient for whom the surprise question s applcable

‘General Neurological Diseases
= Progressive deteroration in physical and/ o cognitive function despte optimal therapy

e

Parkinson's Disease.
Dug treatment less effective o
increasingly complex regime of drug
treatments

« Reduced_ independence, needs ADL
help

Multiple Sclerosis
« sgnificant complex
symptoms and  medial
mplcations
Oysphaga  + poor
nutritonsi status

« Communication dficulies
g, Dysarthia + fatigue.
«Copnitive impaiment
notably the omset of
dementa

« Increased cogntive difficulies
* Weight Loss

«Significant_complex symptoms and
medica complications

«Low vita capacity (below 70% with increasing “ofF” periods
Dyskinesias, by problems and
Peychiaric signs (depression, anie
hallcinations,psychosis)

 Similar patter to fraity-see below.

Dementia
There are many underhing conditons which may lead to
degrees of dementia and these should be taken into
account. Triggers to consder that indicatethat someone.
is entering a ater stage are:

 Unable o walk without assistance and

« Urinary and faecal incontinence, and

N consstenty meaningful conversation and

« Unable o do Acthitiesof Dal Living (ADL)

« Barthel score <3.

Plus any of thefollowing:

« Combination o atleast tree ofthe following
symptoms:
* weakness
= sow walking speed
= sgniicant weight loss
= exhaustion
= low physicl acthvty
* depression

« Severe pressuressores - stage three orfour
« Recument fever
« Reduced oalintake.

Stroke « Aspiation pneumonia.

“Persistent vegetative or minimal consdous state or

YLD 0 vital that discussions with indiiduals ing with
dementia are stated at an eary o ensure that whist
they have mental capaciy they can discuss how they
Woul ke theater stages managed.

«Medical complications
Lackof improvement within 3 months of onset
«Copitive mpaiment / Postsroke dementia
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Use of needs based coding

Prognostication
or prediction of need.

Use of this guidance by different teams

Primary care teams. Identifying patients, the first
step of GSF, is key to developing a Palliative Care
Register, which forms part of the QOF palliative care

points in the GMS contract.

Prognostication is inherently difficult
and inaccurate, even when informed
by objective clinical indicators. Most
people tend to give undue weight to
prognosis and too little to the
importance of planning for possible
need, especially for those with non-cancer iinesses, frailty and
co-morbidities. In order to identify more accurately those
< patients who need additional pro-active supportive care, the
S,

The National Primary Care Snapshot Audit (2010) in
England demonstrated 3 key findings:

 Only about 25% of patients who died were
included on the GP's Palliative Care/ GSF register
* Only 25% of these had non-cancer conditions.

and included on the register received better

focus should be on a pragmatic, even instinctive, prediction of
the rate and course of decline. Some specific tools can help to
predict accurately the time remaining for cancer patients but
o they should be used with caution (BMJ .2011; 343:d5171)

quality coordinated care

Therefore this affirms the need for earlier recognition
and identification of people nearing the end of life
where possible, ie. the 1% of the population who die

We suggest a move towards earlier consideration and more each year, greater representation of patients with non-

‘rainy day thinking' — bringing an umbrella just in case it rains. cancer, organ failure, and those with frailty and
_m_.v This instinctive, anticipatory and ‘insurance-type’ thinking dementia is recommended, including those from care
relates more to meeting likely needs and planning ahead, homes.
5 rather than focusing on trying to predict likely timescales, and . .
16 should ensure appropriate support and care can be mobilised. el ulguestions fonprctics toemeltosky

1. What is your register ratio? The number of
patients on your palliative care register over the
number who died in your practice (using the 1%
rule as an approximation e.g. 5000 population
= about 50 deaths/ year).

2. What s your non-cancer/cancer ratio on register?
What percentage of patients on the register has
cancer or non-cancer conditions as. their main
cause of death?

If you can anticipate possible deterioration, then you can
begin discussions about preferences and needs at an earlier
2 stage. The aim of such advance care planning discussions is to
= establish patients’ sometimes unvoiced concerns, needs and
preferences, enabling more people to live out the final stage
® of life as they choose (see ACP Guidance on GSF/ EOLC web-
sites). This also means you can introduce practical measures

10 to prevent crises and make referrals for extra help or advice.
For more details on the QOF points and guidance on
Needs Based Coding - the right care at the right time NextStage GSF in Primary care, see the GSF website.
[3] Patients have differing requirements at varying stages of their
Iness. The use of needs-based or colour coding can be very
helpful in prioritising need. Some clinicians in care homes, GP
practices and hospitals use this system to identify their
patients’ stage of decline and so predict at an earlier stage
° their future needs. Although only a rough guide, this helps us
S focus on giving the right care at the right time, with regular
- reviews built in to trigger actions at each stage. As a result a
needs/support care plan can be developed for each individual.

Care homes. Use of the surprise question and this
guidance has been found to help identify residents who
are most inneed in care homes. This can help focus care
and trigger key pro-active support, thereby leading to
reduced hospital deaths (e halving of death rate in
care homes using GSF in Care Homes Programme).

Acute hospital teams. About 25% of all hospital beds
are occupied by someone who is dying. The National
Audit Office estimates that at least 40% of those people
have no medical need to be there. Improved early
identification of people in the final year of life helps
reduce hospitalisation and acce: supportive and
palliative care services. It is extremely helpful if hospital
teams notify GPs that a particular patient has advanced
disease and might be included on their register.

(€] Needs Based Coding and Needs Support Matrices
Identifying the stage of illness and anticipating needs and
@ support-to deliver the right care
at the right time for the right patient

*  B-Unstable, advanced disease  months
*  C-Deteriorating, exacerbations weeks
*  D-lastdays of life pathway  days

Specialist teams. Specialist palliative care teams play a
vital role especially with cancer patients, but there is a
need for collaboration with other specialist teams for
non-cancer patients to provide optimal care. These
include those with dementia, care of the elderly, heart
failure, etc. and this guidance may help clarify referrals.

Forfurther detals of use of Needs / Support Coding and Matrices as part of the
GSF Programmes contactthe GSF Centre.

Long term conditions. There is a strong correlation between
care for patients with long-term conditions and those with
advanced disease nearing the end of life. s especially true
for patients with organ failure (heart failure, COPD). Close
collaboration with case managers can reduce unplanned
‘admissions and support good end of ife care.

Prognostic Indicator Guidance (PIG) 4 Edition Oct 2011 © The Gold Standards Framework Centre In End of Life Care CIC, Thomas.K etal

Commissioners/managers. This guidance could be
used as part of an end of life care strategic plan, with
improved provision of services for all patients nearing
the end of life and introduction of a locality register.
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(ortReco
Gudance

(Qualty and Outcomes Framework(QOF Gudance) 2011/12 Guidance)

L

i s otattempting o answer the queston that
docors oftenhear - how kong have gt Rather,
Rresponds tothe underhing sometimes unspoken
questions from people facing a newreity 1 |

i “Using the GSF PG has helped us to dentlythese

Development of ths uidance paper. Ths guidance was orgially commissioned from the GSF Centre in ne 2006 10 support
GPs include appropriste patients on thir QOF Paliaive Care Registes e those considered 0 b i th fna| 12 months of . 1.
@ | is regulrly revised folowing extensive consulaton with clicl and disease specials roups, pallatie care specilts and G%s

n the Royal Colege of General Practiioners. Particulr thanks o t0 the NHS End of Life Care Programme and Uniersty of
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Priorities for
Care of the Dying
Person

Duties and Responsibilities
of Health and Care Staff

RECOGNISE

The possibility that a person may die within the next few
days or hours is recognised and communicated clearly,
decisions made and actions taken in accordance with
the person’s needs and wishes, and these are regularly
reviewed and decisions revised accordingly.

Always consider reversible causes, e.g. infection,
dehydration, hypercalcaemia, etc.

Published June 2014 by the
Leadership Alliance for the Care of Dying People

Local palliative care contact:

COMMUNICATE

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

INVOLVE

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

SUPPORT

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

PLAN & DO

An individual plan of care, which includes food and drink,
symptom control and psychological, social and spiritual
support, is agreed, co-ordinated and delivered with
compassion.

person and the goals and plan of care. The titles
paid to the whole description for each section. Expanded explanatio

Comment
A, Fill&sign

/% More Tools

Convert and edit PDFs
with Acrobat Pro DC

Start Free Trial
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‘Consider potentially reversible cause if person unexpectedly
deteriorates. A doclor must assess if change s potentially
teversible or i person is likely to die within a few hours or days.

If potentially reversibie, take prompt actio to attempt this, provided
in'accordance with person’s wishes (or best interests, if lack mental
capacty)

I likely to die very soon, communicate this cleary and sensitively to
the person (i conscious and have not ndicated they would not wish
o know) and family and those important to the person

Take into account the person’s views and preferences, and develop
‘and document pian of care.

Regularly review person to make sure plan of care femains
‘appropriate and respond to change in condiion, needs and
preferences.

Communicate

Remember that open, honest and sensitive communication is
critically important.

Use clear, understandable and plain language — verbally and in all
other forms of communication.

f needed, provide addiional support to help dying person
understand information, communicate their wishes or make
decisions.

"Remember that communication is two-way. Listen to views of
person and those important to them, not simply provide information.

Be sensitive, respectful in pace and tone of communication, and
take account of what the dying person and those important to them
‘want, and fes! able, to discuss at any particular point in time.

‘Check the other person’s understanding of information that is being
‘communicated, and document this

Involve the dying person to the extent they wish to be:
+ in day to day decisions about food, drink and personal care
« in cinical and treatment decisions.

Find out, and respect, the extent to which individuals wish their
families and those important to them to be involved in decision-
making

Tell the person, and those important to them, who is the senior
doctor who has responsibilty for their treatment and care, and who
s the nurse leading their care.

Where it is established that the dying person lacks capacity to
make a particular decision, that decision or action taken on their
behalf must be in their best interests. Involve them as far as
possible.

Remember that families and those important to the dying person
including carers, have their own needs which can be overlooked at
this time.

Recognise that they may be physically and emotionaly tired,
‘anxious of fearul.

‘Ask about their needs for support or information, and mest these as
far as possible.

Listen to, and acknowledge their needs and wishes, even when tis
not possible to mest all of them

Where a dying person lacks capaciy, explain the decision-making
process to those people who are supporting the dying person and
involve them as much as possidle.

For further guidance www.nhsiq.nhs.uk/endoflifecare

Develop an individualised pian of care and treatment to mest the
dying person’s own needs and wishes, and document this so that
consistent information is shared with those involved in the person’s
care and is available when needed.

Pay attention to symptom control, including refief of pain and other
discomforts.

Pay attention to the person's physical, emotional, psychological,
social, spiritual, cultural and religious needs

‘Support the person to eat and drink s long as they wish to do so.

Refer to specialist paliative care if the person andlor situation
require this, and ring for advice if unsure about anything.

Each individual must have an
individual care plan according
to their needs. The plan should
be discussed openly with the
person and those identified as
important to them. This plan
must be reviewed on a daily
basis.

[§] Scan on a smartphone
for quick access to
£ website guidance

#% More Tools

Convert and edit PDFs
with Acrobat Pro DC

Start Free Tral




image1.png
INHS

East London
NHS Foundation Trust




image10.jpeg
East London m

NHS Foundation Trust




