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END OF LIFE CARE PATHWAY 
STATEMENT OF INTENT:

This pathway is intended for use by nursing and medical staff from SCHFT  & Bluebell Wood working with children aged between 0 – 28 years with life limiting conditions requiring end of life care in either the community, hospice or hospital setting.
The decision to commence a child on the pathway must be a multidisciplinary decision in conjunction with the child’s parents/guardian.

This end of life care pathway is intended as an easy to use step by step approach to ensuring the child and family receive the best care possible.

There are 3 sections:
Section 1: End of life care: there are 10 specific goals to be worked through and achieved.
Section 2: Prescribed guidelines for key symptoms.

Section 3: After death care guidelines
Appendices: Relevant information and forms
Before entry onto the pathway please ensure that the child meets the criteria, and that discussions have taken place within the multidisciplinary team.
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	Patient name:

Hospital no:
NHS Number:
DOB:
Religion:
Consultant:

Address:




CRITERIA FOR ENTRY ONTO THE END OF LIFE CARE PATHWAY:

The multidisciplinary team have agreed that:

· The child has a life limiting condition and is expected to die
· Further intervention and treatment of causes of deterioration is inappropriate or impossible

· LOTA/DNAR is completed or end of life plan agreed
· Family are aware of all of the above

Date commenced on pathway…………………………….. Time……………

Signed on behalf of the MDT (after discussion with the family)

Name………………………………………………     Signed……………………………………….

Designation………………………………………………………….

Name………………………………………………   Signed………………………………………..

Designation…………………………………………………………

Consultant/GP informed that patient has commenced on pathway

Name of Consultant/GP…………………………………………………………………….

Informed at…………………………… on……………………………..(date)

By……………………………………………………. Designation…………………………

Professionals / Carers/ Out of Hours Services:

Please ensure that all details of professionals involved are recorded below:
(This to ensure parents know how & who to contact out of hours if at home)
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End of Life Care

As a child’s condition deteriorates, parents may experience sudden changes of mind as to where and how they wish their child to be cared for.  Every attempt should be made to honour these wishes if possible.

Many health care professionals often under estimate the ability of families to cope at home with a dying child; and often avoid offering families the chance to take their child home assuming they will not be able to cope.  The complex care often offered in hospital particularly in intensive care settings can usually be simplified or modified to allow for safe and comfortable care in the home.

How and where a child dies will have a profound effect on the family’s grieving process, and so long as they are aware of the risks, benefits and resources available in the various settings, these very personal decisions should be supported.   The quality of support provided to parents, including appropriate spiritual support, also has an effect on the grieving process.
Symptom Control

Symptom control throughout palliative care is of paramount importance but particularly so at the end of life.  Parents need to know what symptoms may arise and that plans are in place for dealing with these symptoms should they occur.  It is important that when prescribing in end of life care prescribers are long sighted and prescribe pre-emptively for symptoms that may arise or become worse.

There are six key symptoms that are recognised as the most likely to occur at the end of life.  All of these symptoms may or may not occur but practitioners are advised to prescribe for all six symptoms before they occur so that they can be acted upon and controlled quickly.  Anticipatory prescribing is the key to good symptom control.
The six main symptoms are:

· Pain

· Nausea & vomiting

· Terminal restlessness/anxiety

· Respiratory secretions

· Dyspnoea

· Seizures

Prescribing guidelines for all six symptoms are included in this pathway.

In addition to these depending on what the child’s underlying condition is; it may be necessary to prescribe for other symptoms that may occur such as constipation.
ALL PERSONNEL COMPLETING THE CARE PATHWAY PLEASE SIGN BELOW
(To allow transition of care from one setting to another as necessary ie: home to hospice or hospital to home).
	NAME(PRINT)
	FULL SIGNITURE
	INITIALS
	PROFESSIONAL TITLE/
SERVICE
	DATE

	
	
	
	
	

	
	
	
	
	

	
	
	
	
	

	
	
	
	
	

	
	
	
	
	

	
	
	
	
	

	
	
	
	
	

	
	
	
	
	

	
	
	
	
	

	
	
	
	
	

	
	
	
	
	


INTEGRATED END OF LIFE CARE PATHWAY

Name………………………………………. 


DOB………………………………

Date…………………………………………        

 
Hosp.no………………………...

Consultant…………………………….….


GP…………………………………
Religion……………………………………
AS YOU COMPLETED & SIGN FOR EACH GOAL PLEASE STATE HOW IT HAS BEEN MET OR NOT MET FOR CLARITY & CONTINUITY OF CARE.

	SECTION 1                    PATIENT ASSESSMENT

	DIAGNOSIS:

	PRIMARY                             SECONDARY

	PHYSICAL 

CONDITION


	
	YES
	NO
	
	YES
	NO

	
	Unable to swallow
	
	
	Ability to respond
	
	

	
	PEG/NG in situ
	
	
	Conscious
	
	

	
	Nausea
	
	
	Seizures
	
	

	
	Vomiting
	
	
	Catheterised
	
	

	
	Constipation
	
	
	Respiratory Tract Secretions
	
	

	
	Diarrhoea
	
	
	Dyspnoea
	
	

	
	Agitation/restlessness
	
	
	Pain
	
	

	
	Distressed
	
	
	Other
	
	

	COMFORT 

MEASURES
	GOAL 1: Current medication assessed and non essentials discontinued

To avoid any unnecessary distress of continuing with medication which may be non-beneficial? 

To consider an alternative route of medication

· Appropriate oral drugs converted to subcutaneous route via syringe driver if appropriate (IV  can be used if central line in place)

· Inappropriate medication discontinued                                                        

Use of peripheral cannulae should be avoided.


	GOAL ACHIEVED
	SIGN:

DATE/TIME
COMMENT:



	
	GOAL  2: Subcutaneous (or IV) medication is written up from list below as per prescribing guidelines.

There are 6 key symptoms that are recognised as actual or potential problems at the end of life.

Anticipatory prescribing will ensure minimal delay responding to symptoms as they arise.

· Pain                                     Analgesia
· Nausea & Vomiting              Anti-emetic
· Agitation                              Sedative
· Respiratory tract secretions   Anticholinergic
· Dyspnoea                               anxiolytic, analgesia
· Seizures                                sedative/anticonvulsant
Refer to prescribing guidelines in section 2 & ensure if symptom is not present that appropriate PRN medication is prescribed in case it does occur.


	GOAL ACHIEVED:
	SIGN:

DATE/TIME:

COMMENT:



	
	GOAL 3a: Discontinue inappropriate interventions:

· Blood tests

· Antibiotics

· Inappropriate IV fluid and/or medication (unless central line insitu)
· Enteral feeding (if appropriate, see below)

To avoid invasive, futile and potentially painful procedures and interventions being carried out when no clear benefit can be gained.

· Discontinue routine blood tests

· Discontinue the use of antibiotics

· Discontinue IV fluids/medication

· Enteral feeding

Withdrawing artificial nutrition and hydration in terminal care is an ethical issue and decisions must be made on an individual basis within the MDT and family.  However, the main points to consider are that:

· When near death the child’s desire for food and drink diminishes, and artificial hydration/nutrition may cause distress by increasing oedema, urine retention, nausea, vomiting and respiratory secretions.

The UK’s GMC produced good practice guidelines in 2002 stating:

· When death is imminent, it is not usually appropriate to start artificial nutrition or hydration, but artificial hydration by less invasive measures may provide symptom relief (for example if the child is normally fed via NG or gastrostomy tube it may be appropriate to continue with small amounts of fluid or feed if tolerated).

· Where death is imminent, and artificial hydration or nutrition are already in use, it may be appropriate to withdraw them if the burdens appear to outweigh the benefits.

Parents often express concerns about the lack of nutrition or hydration in the terminal stages of care; their natural instinct is to nurture and feed their child, hence this is often a very emotive issue that needs to be dealt with sensitively. 
There may be ethical, cultural or religious dimensions involved.  Advice or reassurance for the family from their appropriate religious leader may be helpful at this time.

	GOAL ACHIEVED
	SIGN:

DATE/TIME

COMMENT:



	
	GOAL 3b: Decision to discontinue inappropriate nursing interventions taken.  Ensure that nursing interventions are appropriate for this period of care and are aimed at comfort only.

· Change from routine turning regimes to turning for comfort only.

· Give suction only if secretions causing distress

· Stop taking routine vital signs

	GOAL ACHIEVED


	SIGN:

DATE/TIME:

COMMENT:



	
	GOAL 3c: Ensure LOTA is signed, or end of life plan agreed and family are aware.

· To avoid unnecessary distress

If child at home ensure family know not to call 999, and are given 24 hour contact numbers.



	GOAL ACHIEVED
	SIGN:

DATE/TIME:

COMMENT:



	
	GOAL 4: Syringe driver set up within 4 hours of assessed need.  

Ensure that all equipment and medication for commencing a continuous subcutaneous or IV infusion is available in the home to avoid delay.
Palliative care box should be available in the home ready; this can be obtained from pharmacy once the release form has been signed.

(see appendix 5)

	GOAL ACHIEVED
	SIGN:

DATE/TIME:

COMMENT:



	PSYCHOLOGICAL INSIGHT


	GOAL 5: Ability to communicate in English 

assessed as adequate

Ensure a translator is available if needed – avoid using family members if possible.


	GOAL ACHIEVED


	SIGN:

DATE/TIME:

COMMENT:



	
	GOAL 6: Insight into condition is assessed (patient & family)

To ensure that where appropriate, the child and family are aware that the child is now dying.
Ensure that all health care professionals keep the family informed, so they know what to expect, and that they are given plenty of opportunity to ask questions.

	GOAL ACHIEVED
	SIGN:

DATE/TIME:

COMMENT:



	
	GOAL 7: Religious / spiritual needs of the child and family are met.

As the focus of care has now changed to care of the dying, even if it is known that the family have been asked about their religious or spiritual beliefs in the past it is important that this is addressed again and appropriate arrangements made.
Different faiths have different prayers/actions that may be required or desirable before and after death.  The chaplains are available to support families who also do not express a specific faith but who may benefit from less specific spiritual care. See appendix 6 for further guidance.
The chaplains can be paged through the switch board at SCHFT.

	GOAL ACHIEVED
	SIGN:

DATE/TIME:

COMMENT:



	COMMUNICATION WITH FAMILY/OTHER


	GOAL 8: Identify how family members/friends are to be informed of child’s death.

It is important when communicating information of such a sensitive nature that the family’s wishes regarding who is informed, by whom and when are made known to all health care professionals involved.

(Please use the evaluation sheets at the end of section.)

	GOAL ACHIEVED
	SIGN:

DATE/TIME:

COMMENT:



	
	GOAL 9: Family/carer have a clear understanding of plan of care and actions to taken at time of death.  It is often difficult to address before the child has died but parents must know of all the options available to them.

· Do the family wish to keep or take the child at home after death )if this is going to be longer than 24 hours it is advisable to organise a portable air conditioning unit – this can be arranged through the Helena Specialist Nursing Team.

· Do the family wish to use Bereavement Care Suite or the Forget-me-not suite (BBW)? Please contact Bereavement Care Suite or BBW asap if this is the case.

· How do they wish to transport their child?

· Do they have a funeral director they wish to use?
· Have the chaplains been informed?

· Do the family require support with funeral arrangements from the chaplains?
If the family wish to transport their child in the car or in someone else’s car, please ensure that they have documentation stating where and why the child has died, and why they are being moved, please see guidelines in appendices. 

If the child dies in hospital, please use the SCHFT bereavement Pack for necessary info & forms.
If the family wish to take them home from BBW after death please provide them with a letter stating the date/time & cause of death and BBW contact details in case they get stopped by the police for any reason.

	GOAL ACHIEVED


	SIGN:

DATE/TIME:

COMMENT:



	COMMUNICATION WITH PRIMARY HEALTH CARE TEAM


	GOAL 10: GP Practice is aware of child’s condition.

Ensure that the primary health team involved in managing the child are kept informed of the child’s condition.  This is particularly relevant if the child has recently deteriorated or come home from hospital; if possible encourage the GP to visit the family before death.
· GP contacted regarding patient’s deterioration?
· If child at BBW has a Palliative Care handover sheet been completed & faxed? (Appendix 8)
· Are out-or hours nursing and medical 

services (this may be the Helena Specialist Nursing Team, Oncology Outreach or Bluebell Wood Hospice) aware of condition and plan?

	GOAL ACHIEVED


	SIGN:

DATE/TIME:

COMMENT:



	USEFUL CONTACT NUMBERS:

Helena Specialist Nursing Team: 0787 949 1658

Oncology Outreach Team:    0114 271 7588
Bluebell Wood Children’s Hospice:   01909 517369 / 07795517395
Chaplains – Page through switchboard at SCHFT
SC(NHS)FT Pharmacy:    0114 271 7259
Air Product (Oxygen suppliers):  0800 373 580
Bereavement Care Suite (Rose Cottage):  0114 271 7246
GP out of hours number:  Ring normal GP number and you will be put through automatically (if child is at home or going home)
Dinnington Group Practice : 01909 517444 (if child at BBW)



EVALUATION/ADDITIONAL INFORMATION SHEET 

	DATE
	GOAL
	
	NAME/SIGN

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	


EVALUATION/ADDITIONAL INFORMATION SHEET 

	DATE
	GOAL
	
	NAME/SIGN

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	


EVALUATION/ADDITIONAL INFORMATION SHEET 

	DATE
	GOAL
	
	NAME/SIGN

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	


EVALUATION/ADDITIONAL INFORMATION SHEET 

	DATE
	GOAL
	
	NAME/SIGN

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	


SECTION 2: PRESCRIBING GUIDANCE FOR END OF LIFE KEY SYMPTOMS

The following 8 pages include prescribing guidance and advice for the 6 key symptoms associated with end of life care.  Please use these guidelines in conjunction with the Sheffield Children’s NHS Foundation Trust Palliative Care Guidelines; and the BNFC.

Please remember that these are guidelines and you are free to use your own professional judgement.
PAIN & DISTRESS

	PRESENT

PATIENT NOT ON OPIOID
	PRESENT

PATIENT ALREADY ON OPIOID
	CONTROLLED OR ABSENT

	1) Try Morphine Sulphate PO 
Starting dose:

1-12 months 80-200microgram/kg per dose
1- 2 years 200-400microgram/kg per dose

2-12 years 200 – 500microgram/kg (max 20mg initially) per dose

12-18 years 5-20mg per dose

(BNFC 2007)

These are starting doses only, increase in increments of 30-50% or increase frequency of dose. Do not wait 4 hours to increase dose/frequency; dosage can be given hourly if necessary.

If not able to tolerate oral morphine move to step 2.


	Give appropriate dose of PRN morphine sulphate PO or SC.

If not effective, increase dose and/or frequency.

Remember in palliative care there is no upper dose limit.

If on slow release opioid, the correct PRN dose should be 1/6 of the total daily dose of morphine 


	If patient not already on an opioid ensure the morphine sulphate PO or SC is prescribed PRN in case pain develops.

If patient is already taking an opioid, ensure that the appropriate dose for PRN use is prescribed in case pain develops.

	2)Review after 24 hours (or sooner if necessary), if pain not being controlled or poorly tolerated commence SC/IV infusion of Diamorphine

Alternatively considered SR morphine if pain well controlled on a regular dose of oral morphine.


	Review after 24 hours, if more than 2 doses have been required increase regular opioid & PRN dose accordingly (increments of 30 -50%).

If poorly tolerated or pain not controlled commence SC/IV infusion of Diamorphine.
	Review regularly.

	PLEASE ENSURE A LAXATIVE IS PRESCRIBED FOR ANY CHILD COMMENCED ON OPIOIDS.

IT IS ALSO ADVISABLE TO COMMENCE ANTI-EMETICS AS SOON AS CHILD COMMENCED ON OPIOIDS.

CONTINUE WITH OTHER ANALGESIA SUCH AS PARACETAMOL & NSAID’S AS THESE WILL PLAY A ROLE IN PAIN RELIEF ALONGSIDE OPIOIDS.

NB: ALWAYS CHECK FOR OBVIOUS CAUSES OF PAIN/DISTRESS SUCH AS URINARY RETENTION/ANXIETY, FEAR ETC.
Diamorphine Continuous Infusion SC or IV Dosages:

Diamorphine is the drug of choice due to solubility (dissolve in WFI not saline as less painful subcut.)
Start at 20micrograms/kg/hour

OR

1/3 the total daily oral dose of morphine if already taking morphine.
(BNFC 2007)

Please note that once infusion is commenced the patient must also be prescribed PRN pain relief for breakthrough pain, and if the infusion is being given SC it may take up to 3 hours for plasma levels to rise, so ensure patient is given PRN dosages to cover this period.

Remember subcut Diamorphine is 3 times stronger than oral morphine sulphate, so if the patient has been on 30mg morphine orally in 24 hours, they will need 10mg Diamorphine subcutaneously over 24 hours.

Breakthrough pain relief may be given as morphine sulphate (Oramorph) or Diamorphine (SC) This should be the equivalent of 4 hrs of their background infusion.  A patient having 10mg Diamorphine sc or iv over 24 hours will require either 1.67mg Diamorphine (SC) or 5mg oral morphine prescribing. (Intranasal or buccal diamorphine can also be used)

Review every 24 hours & include any doses of breakthrough pain relief into the 24 hour total.  For example if 3 doses of 1.67mg Diamorphine have been given this needs to be added to the 10mg given, so your new dose to be put in the continuous infusion will be 15mg.  You will then need to recalculate the breakthrough pain dose (1/6 of 15mg).




NB: MAX SOLUBILITY OF DIAMORPHINE IS 250MG IN 1ML WATER FOR INJECTION
CONVERSION TABLE FOR OTHER OPIOIDS TO DIAMORPHINE

	OPIOID


	CONVERSION TO SUBCUT DIAMORPHINE (IN MG)

	Codeine (oral)
	0.04



	Fentanyl (patch) (72 hours)

(i.e.: for 25microgram/hr patch: 25x72=1.8mg fentanyl over 72 hours

1.8 x 16.7 = 30mg diamorphine over 24 hours


	16.7 for 24 hour equivalent dose

NB: Use ½ patch strength as mg for 24 hours then after 24 hours increase to previous patch strength.  Fentanyl will remain in system for first 24 hours.

	Morphine (oral) 1mg

	0.33mg

	Morphine (parental)1mg

	0.66

	Oxycodone (oral)


	0.66

	Tramadol (oral/parenteral)


	0.06

	Dihydrocodeine (oral)


	0.04


(Oxford Textbook of Palliative Care for Children, 2006)

SEE SC(NHS)FT PAEDIATRIC PALLIATIVE CARE GUIDELINES & BNFC FOR FURTHER HELP
RESPIRATORY TRACT SECRETIONS

	PRESENT
	ABSENT



	Try turning the patient & reassure the family 

(suction is unlikely to be necessary or effective)

Give Hyoscine Hydrobromide either via Sc/IV infusion or via transdermal patch.

20-60micrograms/kg/24 hours via infusion (max dose 2.4g in 24 hours), compatible for 24 hours in the same syringe as Diamorphine, but may inflame infusion site so observe carefully.

Patches:  (1mg/72 hours)

1 month- 3 years ¼ patch every 72 hours

3-10 years ½ patch every 72 hours

10-18 years 1 patch every 72 hours.

(BNFC 2007)

Apply to hairless area of skin such as behind the ear. Patches can be cut or occluded to give part doses.
Glycopyrronium Bromide can also used as an alternative orally 40-100micrograms/kg 3-4 times per day.
(BNFC 2007)
REMEMBER THAT SECRETIONS ALREADY PRESENT WILL NOT BE AFFECTED BY ANY MEDICATION GIVEN – EARLY INTERVENTION IS ESSENTIAL.

ENSURE MOUTHCARE GIVEN REGULARLY TO PREVENT DISCOMFORT FROM A DRY MOUTH.
	Ensure Hyoscine Hydrobromide is prescribed in case symptoms develop.


SEE SC(NHS)FT PAEDIATRIC PALLIATIVE CARE GUIDELINES & BNFC FOR FURTHER HELP
TERMINAL RESTLESSNESS, AGITATION & ANXIETY

	PRESENT


	ABSENT

	Exclude causes such as urinary retention, constipation and pain.

Give buccal Midazolam 500micrograms/kg/dose (max 10mg/dose) as needed initially; dose can be increased by 30-50% as needed and given hourly if necessary.
If not able to settle, commence SC/IV continuous infusion.
300-700micrograms/kg over 24 hours. Increase as necessary to achieve effect. If necessary increase every few hours or give PRN doses of buccal midazolam as well.  Compatible with Diamorphine within the same syringe.

(Oxford Textbook of Palliative Care for Children 2006)
Alternatively, try Levomepromazine via SC/IV infusion.

1-12 years 0.35mg – 3mg/kg over 24 hours

12-18 years 12.5-200mg over 24 hours

(BNFC 2007)

Levomepromazine is a useful alternative if nausea is also present.


	Ensure PRN Midazolam is prescribed in case symptoms develop.

Buccal Midazolam 10mg/ml

500micrograms/kg/dose given as needed – up to hourly if necessary.
(Oxford Textbook of Palliative Care for Children 2006)


SEE SC(NHS)FT PAEDIATRIC PALLIATIVE CARE GUIDELINES OR BNFC FOR FURTHER HELP
NAUSEA & VOMITING

	PRESENT


	ABSENT

	Consider possible causes: ( it may be advisable to stop enteral feeding)

· Gastric stasis: metoclopramide or domperidone or haloperidol 
· Cerebral mets: Cyclizine

· Unspecified or opioid induced: Cyclizine

· For unresponsive nausea try Levomepromazine 
Cyclizine: often very effective if given via continuous SC/IV infusion with Diamorphine – but must be mixed with water for injection as it tends to crystallize when mixed with saline.

SC/IV infusion:

1 month – 2 years – 3mg/kg over 24 hours
2-5 years – 50mg over 24 hours

6-12 years – 75mg over 24 hours

12-18 years 150mg over 24 hours

(BNFC 2007)

Levomepromazine: via SC/IV continuous infusion

1 month -12 years 100-400microgram/kg over 24 hours
12-18 years 5-25mg over 24 hours

(BNFC 2007)

Haloperidol: via SC/IV continuous infusion:

1 month – 12 years – 25-85microgram/kg over 24 hours

12 – 18 years – 1.5 – 5mg over 24 hours

(BNFC 2007)

Domperidone: oral dose

1 month – 12 years 200-400microgram/kg  (max 20mg) 3-4 times per day

12-18 years 10-20mg 3-4 times per day

(BNFC 2007)
	Ensure anti emetic is prescribed in case symptom occurs, particularly if commencing opioids.  

(It is advisable to commence on small dose of Cyclizine if commencing Diamorphine infusion.)


DYSPNOEA

	PRESENT
	ABSENT

	3 main approaches:

1. Oxygen – via facial mask or nasal cannulae as tolerated by the child – may be of little benefit but may provide reassurance more than anything. Humidification should be used if giving over 2 litres/min.

In terminal care it is rarely necessary to go above 4 litres/min
2. Opioids – oral or subcut – dosages can be started at ½-normal dosages as for pain/distress 
(Oxford Textbook of Palliative Care 2006)

3. Anxiolytics – small doses of midazolam or diazepam can be useful in reducing the anxiety that often causes the dyspnoea to become worse – see advice on anxiety.

	Ensure appropriate dose of midazolam or morphine is prescribed in case symptom arises.


SEE SC(NHS)FT PAEDIATRIC PALLIATIVE CARE GUIDELINES OR BNFC FOR FURTHER HELP
SEIZURES

	SYMPTOM PRESENT


	SYMPTOM NOT PRESENT BUT LIKELY TO OCCUR

	
Midazolam buccal solution 10MG/ML:

0-1
month 300micrograms per KG – SINGLE DOSE

1-6 months 300micrograms per KG – repeat after 10minutes if needed

6 months- 1 year 2.5mg - repeat after 10 minutes if needed

1 – 5 years 5mg – repeat after 10 minutes if needed

5-10 years 7.5mg – repeat after 10 minutes if needed

10-18 years 10mg – repeat after 10 minutes if needed

(BNFC 2008)

 If seizures continue or are not controlled commence sc or iv infusion: give loading dose of 150 micrograms per kg; then commence infusion at 50-300micrograms per KG per hour (SC or IV).

IF MIDAZOLAM NOT EFFECTIVE SEEK EXPERT ADVICE

Alternatives to buccal midazolam are:


Diazepam (rectal) (IF CHILD NOT NEUTROPENIC)

0-1 month 1.25mg to 2.5mg

1 month – 2 years:  5 mg

2 – 12 years: 5-10mg

12 – 18 years: 10mg

Repeat after 10 minutes if needed (BNFC 2008)


Lorazepam – sublingual (IV solution can be used sublingually)

1 month – 12 years 100micrograms per KG (max dose 4mg)

12 – 18 years – 4mg

(Repeat after 10 minutes if needed, BNFC 2008)

PLEASE NOTE IF THE CHILD IS CURRENTLY ON DEXAMETHASOME OR SIMILAR FOR RAISED ICP PLEASE SEEK ADVICE FROM CONSULTANT BEFORE STOPPING OR CHANGING DOSE.
	Ensure appropriate dose of buccal midazolam is prescribed in case needed


SECTION 3: CARE AFTER DEATH IN THE COMMUNITY/HOSPICE
This section contains goals in the form of a checklist for you to work through to ensure the family receive help and guidance after their child has died.

SECTION 3: CARE AFTER DEATH IN THE COMMUNITY
	Name:

Hosp no.

DOB:
NHS Number:
Consultant:

Address:




DATE OF DEATH:

TIME OF DEATH:

PERSONS  PRESENT……………………………………………………
COMMENT…………………………………………………………………
RELIGION…………………………………………………………………
BEREAVEMENT CHECKLIST:
PLEASE IDENTIFY STAFF MEMBER TO CO-ORDINATE BEREAVEMENT CHECKLIST IS COMPLETED………………………………………..
	GOAL
	DATE/
TIME
	COMMENT
	SIGN

	11. GP CONTACTED:

Contact GP – if out of hours can be contacted next day 

Out of hours GP service can be contacted to verify death if necessary. (see notes below)*
Ensure death certificate completed by GP or doctor who knows the child (see notes below) *
Please ensure the child’s own GP practice is informed as soon as possible.


	
	
	

	12. Laying out procedures are carried out according families wishes, cultural & religious needs.
Encourage family to be involved as much as they wish to be.

Offer hand/foot prints/locks of hair (complete consent form)
Ensure family are allowed time alone with their child.

Offer use of a camera if they wish to use one.


	
	
	


	GOAL
	DATE/TIME
	COMMENT
	SIGN

	13. Families wishes following death are discussed and followed
Do the family wish to use a funeral home/ Bereavement Care Suite (SC(NHS)FT), BBW or stay at home?
Have the chaplains been informed?

Do the family want a hospital chaplain to visit them for prayers, support, to talk or to bless the body?

	
	
	

	If the family wish to keep their child at home ensure they are given the information about caring for a child’s body at home. 
Ensure a suitable cooling system is 
available. (see advice sheet)


	
	
	

	14. Family are given information regarding how to register the death:
The death certificate book for SCHFT is kept on NSU.
Death certification must be completed before registration.

Registration should take place within five days of death.

Inform families that they will need to pay £3.50 if they wish to have a copy of the death certificate (they may need this for benefits etc).

Information regarding applying for help with funeral cost from the social fund is given.

Families will be asked at registration if they wish for a cremation or burial – extra papers are need for cremation.

	
	
	


	GOAL
	DATE/TIME
	COMMENT
	SIGN.

	15. Bereavement Information:
If the child is under the care of SCHFT please ensure that you inform Rose Cottage Staff are informed.
Tel 0114 271 7246
Please ensure the the relevant forms are completed and sent:

Form A (Initial notification of death form)

Form B

Form B3

Quality Care Commission form
	
	
	

	16. Notification of Professionals

Ensure that all the professionals involved in the child’s care are notified.
GP
Health Visitor

Social Worker

Consultant

Relevant ward (if appropriate)

Community nurses

School (if family wish you to)

Other – please specify:
(Please tick when notified)
	
	
	


VERIFICATION OF DEATH:

This can be done by any doctor.  The doctor does not necessarily have to sign the death certificate or know the child to verify death.
CERTIFYING DEATH:

The doctor who certifies death must:

a) have seen the child within the last two weeks, or

b) knows the child, and although they may not have seen the child within the last two weeks they have attended the child during their last illness.
If the doctor meets these requirements they do not need to see the child after death.
Useful Phone Numbers:

Helena Specialist Nursing Team:

0787 949 1658

Bluebell Wood Children’s Hospice:

01909 517 369/ 07795517395
Oncology Outreach Team:


0114 271 7588
Chaplains




Page through switchboard at SCH (0114 2717000)
Bereavement Care Suite Team:

0114 271 7246 (Rose Cottage)

APPENDICES:
1. When to report a death to HM Coroner

2. Information for families re: Caring for their child at home after death

3. Parent/guardian information sheet

4. LOTA ‘s– for community & inpatient
5. Prescription form for Palliative Care Box
6.  Guidance on Spiritual Care
7. Consent form for Momento Box

8. BBW End of Life transfer 
APPENDIX 1
A GUIDE TO REPORTING DEATHS TO H.M. CORONER AND DEATH CERTIFICATION

A death is reportable to the CORONER if:-

1. You are in any doubt at all as to the cause of death

2. A death can be caused or contributed to or accelerated by any event, process, intervention or act and such does not have to be the main or predominant cause and the test for the Coroner (not you) is whether it contributes to the death which more than minimally, trivally or negligibly.  A death should be referred if:-

(a) any unnatural event, process, intervention or act has or may have contributed to the death more than minimally, trivally or negligibly and/or

(b) where there has been a loss of opportunity to give timely treatment to a potentially effective cause of the death.

3. Deaths which are sudden, unexplained or suspicious

4. Deaths not due to or not entirely due, to natural causes, eg all accidents including late deaths from consequences of medical mishaps, deaths during an operation or as a consequence of the operation or before recovery from the effect of an anaesthetic.

5. All deaths within 24 hours of admission to hospital, or after any procedure, operation, treatment or anaesthetic or discharge from hospital.

6. Deaths due or contributed to all fractures or falls.

7. Deaths due or contributed to by a defect or a failure in a system or procedure or where dementia is involved.

8. All alleged medical or nursing mishaps (nb appropriate procedures, properly executed, are natural deaths but still reportable) or inappropriate treatment or where a critical incident procedure has , is or will be recorded.

9. Any case of possible late diagnosis (eg meningitis) or treatment

10. Deaths due to or contributed to by drugs (including therapeutic) where overdose, idiosyncrasy, poisoning or addition is involved.

11. Acute alcohol poisoning (but not chronic alcoholism)

12. Where there is any doubt as to a stillbirth eg. Any evidence that foetus breathed or showed any other signs of life.  A separate guide to the reporting and/or certification is available.

13.Any deaths caused or contributed to by neglect or self-neglect

14. All deaths due to suicide, malnutrition, hypothermia

15. Any death caused or contributed to by unusual diseases (eg. Old or new variant Creutzfeldt-Jakob disease, AIDS)

16. Death due or contributed to by occupational injury or disease from whatsoever cause or suspected cause eg: pneumonoconiosis, mesothelia, farmer’s lung, Weils’s disease, bladder cancer etc).This means any death which you suspect could possible be caused or contributed to by the deceased’s occupation.

17. Any deaths where there is a history of recent contact with the police or prison or possibly abused dependency situations such as the mentally ill and any death where the individual is a detained patient under the Mental Health Act 1983 or a voluntary patient in hospital.

18. Deaths due to tetanus, septicaemia or grangrene without the known underlying cause being identified, hepatitis in a doctor, dentist or similar.

19. Deaths where there is, or may be, a complaint concerning the care of the deceased whilst in the care of hospital, residential home, nursing home, general practitioner or other person or persons.

Death Certification by doctors:

A licensed qualified medical practitioner should not sign a certificate of death in a respect of a death from wholly natural causes unless:

1. He or she has attended (this means treated and or assessed and not just saw the deceased) the patient in, and for the patient’s last illness, and

2. within 14 days before death and

3. has seen the body after death and

4. is satisfied as to the cause of death and

5. is satisfied that the death is wholly from natural causes and

6. is not reportable to the Coroner.

Please remember that a doctors legal requirements differ between burial and cremation.  The best practice is always to assume it will be a cremation and fill in the Cremation Certificate in full.

Please remember:- 

1. Not to confuse modes of dying (cardiac arrest, renal failure, shock, uraemia, multiorgan failure, etc with the pathological cause of death

2. Never use ‘probable’ or ‘possible’

3. Never guess or surmise a cause of death

4. Do not promise relatives a certificate unless you can deliver

5. You are very often the only person who can decide if a death is reportable or not so it is wise for you to attend after every death (even if a burial is intended)

6. It is an offence to move or otherwise interfere with, a body or the surrounding evidence, without leave of the Coroner where death has occurred in circumstances which may lead him to hold an Inquest.

7. The Registrar of Deaths is required by law to refuse registration, and report a death to the Coroner if the Certificate of death does not comply with the legal requirements.  Such refusal by the Registrar causes distress and inconvenience to relatives, and, possibly, the postponement of the funeral with all its attendant consequences.

8. These notes are provided for guidance only.  They are not conclusive.  If you have any doubts or are in need of help or advice as to whether or not a particular death should be reported, please contact the Coroners office for advice.

The Coroner’s office can be contacted on 0114 273 8721

APPENDIX 2
Caring for your child’s body at home after death

If you wish, it is your right as a parent to keep your child’s body at home or take your child home from hospital/ hospice after they have died unless your child has an infectious disease, or the death has been reported to the coroner.

Taking a child home:

Children of any age can be taken home. You can decide whether this is in your own car or with assistance from your chosen funeral director.  It may be advisable to have relatives or friends with you if you want to undertake this in your own vehicle. If you use your own transport, you will be provided with a letter from the hospital which will explain the situation to the relevant authorities in the event of a motor vehicle accident during the journey.

Once at home:

Once you get home, think about which room you would like your child to be in. As friends and relatives may frequently be in and out of the house in the days following the death, it may be advisable to not place them in the main living area of the house. Prepare a bed in a chosen room. It may be helpful to place a waterproof cover over the mattress.

You will need to keep the room as cool as possible, so keep the windows open, turn off any heating in the room and close the curtains if the sun comes in.  During hot weather it is advisable to hire or borrow a portable air conditioning unit.  Your funeral director may be able to help with this; one can also be borrowed from the Helena Team if available. This may help to delay the changes that occur. 

You are likely to notice various changes in your child – these are all normal but it is best to be prepared.  To help preserve the body, try to keep them as cool as possible and move them as little as possible.

In particularly hot weather it may be best to think about letting your child’s body go to the chapel of rest.  Again you can discuss this with your funeral director.

Embalming your child is another option. This process is performed by the funeral director and may delay the breakdown of the body.

The funeral director that you choose should be able to help you with any further questions and offer the appropriate advice. 

APPENDIX  3
Parent / Guardian information.
TAKE ………………

Death Certificate
to

Registrar’s office
                                                           Bailey House

(Appointment only)






Rawmarsh Road





Rotherham
                                                           S60 ITX

In  exchange


            A copy of the certificate 

You will be given


A green form












SF 200 (if required) 

Green form



Is to be given to your funeral director.

SF 200

Is if you want to claim any benefit from the social security

If a Coroner’s case


The Coroner will sign the death certificate and the 






Cremation papers

Sheffield Coroners address

The Medico legal centre

                        Watery Street











Sheffield






S3 7ET 
Telephone 0114  2738721
Bereavement  care support  co-ordinator (for SCHFT)
Sheila  McGovern   0114 2267809 ,   or mobile 0788 079 6123 

We hope that these notes are helpful for you.

Sue Blakey and Trudy Donn (mortuary technicians) can be contacted at the Sheffield Children’s hospital, between 8 am and 4 pm Monday to Friday on the following telephone no 0114 271 7246.
APPENDIX 4               Sheffield Children’s NHS Foundation Trust

               LIMITATION OF TREATMENT AGREEMENT (In Patient)
Patient Details
Name:




Consultant(s):

Hospital Number:


Admission Date:

NHS Number:



Date of Birth:


Age:

Religion:
	Consultation

	Was the child involved in the decision?
	Yes / No*

	Were both the child’s parents/guardians involved in the decision?
Were they both in full agreement with the decision? 
	Yes/No*

Yes/No*

	Were any other family members involved in the decision?
If so who?
	Yes / No

	Were any other members of health care team involved in the decision?
If so who?
	Yes / No

	* Please record reasons for accepting negative responses overleaf

	Rationale for the decision:  



· The decision to limit advanced care may only be recorded with the full agreement of one of the consultants in charge of this patients care (or a deputising consultant).

· When the lead consultant is not available the order must be reviewed at the earliest available opportunity. 

· All orders must be reviewed at regular intervals (Maximum 7 days whilst in-patient; 6 months outpatient) 

· Orders must be reviewed following any significant change in the child’s’ clinical condition and on admission to hospital

	I confirm that both the diagnosis and prognosis have been appropriately investigated and agreed. 

Print Name: ………………….………..……       Signature: …………………….……….………     Date of initial decision: ….…/……/……. Consultant or nominated deputy (Grade ST4 or above)       

Names of other Health care professionals involved in discussion (and initialed by):



	Nature of Limitation       ( Not for cardiopulmonary       ( Airway manoeuvres        ( Basic Life Support     ( Not for escalation to                                                

                                             resuscitation                               only                                       only                                  Intensive Care  

Other:…………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………… ………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………

	Review date 

…………./……………/………..

…………./……………/………..

…………./……………/………..

…………./……………/………..
Latest permissible review date must be prospectively completed
	Limitation of Treatment Agreement Status 

Unchanged / Revised*

Unchanged / Revised*

Unchanged / Revised*

Unchanged / Revised*

* Delete as appropriate. 
  Complete new proforma for Revised  status
	Signature Consultant or nominated deputy

	Copy to:    1. Notes (          2. Parents (offered) ( (taken)  (               3. RTO (            4. Joint care consultants  (


Based on Proforma designed by the Paediatric Intensive Care Society (UK)
                                      Sheffield Children’s NHS Foundation Trust

LIMITATION OF TREATMENT AGREEMENT (Discharge/Out Patient)          
Patient Details
Name:




Consultant(s):

Hospital Number:


Admission Date:

NHS Number:



Date of Birth:


Age:

Religion.
	Consultation

	Was the child involved in the decision?
	Yes / No*

	Were both the child’s parents/guardians involved in the decision?
Were they both in full agreement with the decision? 
	Yes/No*

Yes/No*

	Were any other family members involved in the decision?
If so who?
	Yes / No

	Were any other members of health care team involved in the decision?
If so who?
	Yes / No

	* Please record reasons for accepting negative responses overleaf

	Rationale for the decision:  



· The decision to limit advanced care may only be recorded with the full agreement of one of the consultants in charge of this patients care (or a deputising consultant).

· When the lead consultant is not available the order must be reviewed at the earliest available opportunity. 

· All orders must be reviewed at regular intervals (Maximum 7 days whilst in-patient; 6 months outpatient) 

· Orders must be reviewed following any significant change in the child’s’ clinical condition and on admission to hospital.

	I confirm that both the diagnosis and prognosis have been appropriately investigated and agreed. 

Print Name: ………………….………..……       Signature: …………………….……….………     Date of initial decision: ….…/……/……. Consultant or nominated deputy (Grade ST4 or above)       

Names of other Health care professionals involved in discussion (and initialed by):



	Nature of Limitation       ( Not for cardiopulmonary       ( Airway manoeuvres        ( Basic Life Support     ( Not for escalation to                                                

                                             resuscitation                               only                                       only                                  Intensive Care  

Other:……………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………… ……………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………

	Review date 

…………./……………/………..

…………./……………/………..

…………./……………/………..

…………./……………/………..
Latest permissible review date must be prospectively completed
	Limitation of Treatment Agreement Status 

Unchanged / Revised*

Unchanged / Revised*

Unchanged / Revised*

Unchanged / Revised*

* Delete as appropriate. 
  Complete new proforma for Revised  status
	Signature Consultant or nominated deputy

	Copy to:     1. Notes (              2. Parents (offered) ( (taken) (                    3. Liaison Health Visitor (                      4. GP  (          


Based on Proforma designed by the Paediatric Intensive Care Society (UK
APPENDIX 5
PALLIATIVE CARE BOX PRESCRIPTION

CYCLIZINE injection





50mg in 1ml
x5

DIAMORPHINE injection for infusion as prescribed on drug chart

(five ampoules of ten milligram )




10mg
x5

DIAMORPHINE injection for infusion as prescribed on drug chart 

(Ten ampoules of thirty milligram) 




30mg
x10

DIAZEPAM rectal tubes 




5mg
x5

HYOSCINE hydrobromide injection



400microgram in 1ml
x5

LEVOMEPROMAZINE injection 



25mg in 1 ml
x5

MIDAZOLAM injection




10mg in 2ml
x10

MIDAZOLAM buccal solution 



10mg in 1ml  x5ml

NALOXONE injection




400microgram in 1ml
x10

SODIUM CHLORIDE 0.9%
injection


10ml
x10

WATER FOR INJECTION




10ml
x10

OTHER ITEMS (please state if required)

	
	Pack size
	Quantity if required

	Morphine sulphate oral solution  10mg/5ml  - Give ……mls every 4 hours if required for pain
	1 x 100ml (One hundred millilitres) 


	

	Dexamethasone injection 8mg/2ml
	1 x 5
	

	Tranexamic acid injection 500mg/5ml
	1 x 5
	

	Hyoscine hydrobromide 1mg topical patch- apply every 72 hours as directed
	1 x 2
	


I authorise that the above drugs can be used according to the agreed guidelines for the treatment of :

Patients name:                                                         DOB:                      

Patient’s Address:

Doctors signature:




Date:

Does the patient have any known allergies: Y/N       If so please state:

Weight:
APPENDIX 6
Spiritual care prior to and following the death of a child

Prior to death:

The NHS has a responsibility to provide for the ongoing spiritual and religious care of patients and, in the case of children, their parents.  The well-being of patients and their parents are, at times, interconnected.  In the face of death, deep spiritual searching and questioning often occurs.  Finding some peace amid inner turmoil can help in the acceptance of the situation, in making decisions relating to the death and in marking the time prior to death as very special.  

Spiritual care is wider than religious observances or rituals and can be requested by and provided to anyone, regardless of whether they have a religious belief.  Spiritual care includes simply being with a person, enabling them to express fears, doubts, hopes or beliefs.  The hospital chaplains are employed to provide wide spiritual care to anyone who wants it.  

Prayers before death, for the patient as well as for the family, may be valued and requested regardless of any religious affiliation.  Informal prayer or symbolic actions can be led by a chaplain.  

Religious actions prior to death vary in different religions.  Sometimes there will be prescribed prayers, readings and/or ritual actions.  These may require the services of a specific minister. The chaplains can provide advice and make any necessary contact with a minister of a different faith.

Baptism of the child into the Christian faith may be requested.  A box containing materials for a baptism is kept in the ICU seminar room and in NSU.  If there is no time to page a chaplain, anyone may perform a baptism requested by the parents.  This includes the parents themselves, nurses or relatives (who do not themselves need to be Christian but who do wish to commend the child to Christ to be a member of his followers).  See the instructions in the Baptism boxes.

Other Christian actions prior to death include:

· specific prayers and readings;

· receiving Holy Communion by the patient (if this is possible) and/or by the gathered family,;

· Confirmation of the child;

· anointing of the child and blessings;

· sometimes the family may want some religious objects to be placed near the child.

For Muslims prior to a death:

ISLAM

· A Muslim may wish to sit or lay with his/her face to Mecca (South East).

· Family members may wish to recite prayers around the bed

· The Family usually performs all rites and ceremonies.

· It is not always necessary to have a religious leader (Imam). If there is no family present any practicing Muslim can help – Contact the Chaplaincy team. 

· The dying person may want to recite the statement of faith as his/her last words. If there is no relative around contact the Chaplaincy department for advice.

The Jewish, Hindu, Sikh and Buddhist faiths each have their own religious observances prior to death and a minister of that faith may be sought.  See the annex to this appendix.  The hospital chaplains have contact information for a variety of different faiths.

It is important that the spiritual needs of every patient/family are established and appropriate spiritual support given.  The hospital chaplains may already have got to know the family earlier in their stay in hospital and may be able to assist in establishing spiritual need.

A chaplain is always available on long range pager. The hospital switchboard has the 24 hour rota of chaplains on duty.  During office hours, Monday-Friday, there is normally one of the Children’s Hospital chaplains on site.

Spiritual care after a death

Following a death on a ward, the hospital chaplains are available if the family want prayers, other spiritual support or religious actions.

Where the body is being visited in the hospital bereavement suite, the family should be asked if they wish to see a hospital chaplain.  The chaplains can offer spiritual support, time to talk through beliefs or fears and prayers around the body.  In the case of an unbaptised infant, a service of naming and blessing can be arranged, if wanted.  Help with funeral arrangements or conducting the funeral may also be possible.

Once a Muslim has passed away the following need to be borne in mind:

Some Muslims object to the body being touched by a non-Muslim after death. If it is necessary then gloves should be used.  The following steps are usually taken by a Muslim but if the family are willing:

· Close the eyes

· Bandage the lower jaw to the head so that the mouth does not gape

· Straighten the limbs

· Turn the head slightly towards the right shoulder

· Cover the deceased with a plain sheet, which conceals the whole of the body.

· Do not wash the body, nor cut hair or nails.

· A Muslim funeral should take place as soon as possible. 

· Muslims are always buried, never cremated

· Post mortems are forbidden unless legally required. 

The religious needs of other faiths for actions following a death should be met.  See guidelines below.  

Always, contact a chaplain through switchboard to a pager please.  

Messages to the answer phone in the chaplains’ office (17338) may not be heard for many hours.  

The hospital chaplains are also employed to provide spiritual support for staff.  Individuals or groups of staff wanting some form of spiritual support following a death or a series of deaths may request it.

Cultural and religious practices of some other world faiths at a death
Judaism:


-
specific prayers for the dying;

· post-mortems are prohibited;

· there may be a request to lay the body on the floor, symbolising closeness to the earth;

· ritual washing of the body by specified Jewish assistants;

· a non-Jewish person should wear gloves when touching the deceased;

· the burial should take place within 24 hours;

· the symbolic tearing of clothes (the “Kriyah”) by mourners.

Hinduism:   

· the dying person may be laid on the floor with head to the north;

· a leaf of sweet basil may be dipped in milk or water from the Ganges and placed on the lips of the dying person;

· specific songs and holy texts may be offered;

· ritual washing and anointing by the family;

· clothing the body in white;

· cremation rather than burial.

Buddhism;

· no laid down rules for the care of the body;

· peaceful, respectful and worthy treatment of the deceased;

· cremation or burial;

Sikhism:

· specific text recited with the dying person;

· death should not be seen as a sorrowful occasion;

· iron bracelet should not be removed;

· body washed by the family;

· cremation rather than burial.

Jehovah’s Witnesses:

· the support of prayer by fellow Jehovah’s Witnesses is important;

· no particular observances following death.

Mormonism:

· Prayer twice daily in privacy is normal;

· Advice/support of family needed before specific religious clothing removed;

· A Mormon minister should always be contacted as rites by ministers of other faiths not welcomed;

· No specific observances after death.

APPENDIX 7


To (Name of parent or carer):

Name of Child:

A personal memento box of your child can consist of:

· A Family photograph. This may be of your child on their own or with family members.

· Hand and foot prints.

· A lock of hair.

Before we prepare any of these personal items, it is important for us to obtain your permission. Please select from the three options below and sign and date where indicated.











Please circle

1. I agree that a family photograph may be taken

of my child for inclusion in the memento box


Yes / No   

2. I agree that a member of staff may take and

prepare hand and foot prints of my child.


Yes / No
3. I agree that a member of staff may take a lock

of hair from my child





Yes / No

Your Name:






  (Please print) 

Signature:






  Date:

Please note:

i) Any photograph and/or material taken from the above named child will be for the sole use of the named parent or guardian and will not be used in any medical research or publications.

ii) I understand that an electronic copy of the family photograph will be kept secure within the hospice and will be accessed only upon receipt of a written request by the parent or guardian.

Please pass the completed form to a member of the care team.
 


END OF LIFE TRANSFER TO BLUEBELL WOOD CHILDREN’S HOSPICE CRITERIA

CHILD’S NAME:






DOB:





TRANSFER FROM:

DATE OF TRANSFER:

	Criteria for Acceptance for End of Life Care
	YES
	NO
	PROOF AND SUMMARY
	NURSE
SIGN
	NURSE
SIGN

	The child is expected to die whilst at Bluebell Wood Children’s Hospice

	
	
	
	
	

	Discussion with the Child’s consultant

	
	
	
	
	

	LOTA / DNAR form is completed

	
	
	
	
	

	Child’s family are spoken to and are aware of Bluebell Wood services

	
	
	
	
	

	Family are aware of child’s prognosis

	
	
	
	
	

	ALL potential medicines required for end of life care are pre-empted & prescribed on a medicine chart & dispensed.
Please ensure that sufficient medication is available for at least 72 hours.

Where possible ensure a palliative care box comes with the child. (release form is in EOL pathway)


	
	
	
	
	

	Who has been identified as medical lead?

Who will take responsibility for addition prescriptions if needed?


	
	
	
	
	

	On call system arranged, who will provide medical support in the event of an emergency and for the duration of the child’s stay


	
	
	
	
	

	Ensure all equipment required for child is arranged by the ward


	
	
	
	
	

	End of life pathway commenced

Date commenced:
	
	
	
	
	

	Who will see child at least fortnightly at Bluebell Wood?


	
	
	
	
	

	Who will certify that the child has died? (see notes in EOL pathway)


	
	
	
	
	

	In the event that the child does not die, the child must have a discharge plan (normally if child has not deteriorated in 4 weeks)


	
	
	
	
	

	Ensure that the following 7 days “Off Duty” has been addressed.  Ensuring adequate cover, ie, IV administrators on shift.  Consider 3 care members on nights


	
	
	
	
	


UNLESS ALL THE ABOVE BOXES ARE COMPLETE AND THE PROOF OF SUMMARY SIGNED, THEN A CHILD CANNOT BE ACCEPTED AT BLUEBELL WOOD CHILDREN’S HOSPICE

NAME OF REFERRER:

Name:








Signature:

BLUEBELL WOOD NURSE ACCEPTING CHILD:

Name:








Signature:

d/childdeathdoc/endoflife/transfer

CONSENT FORM: 





For Child’s Memento Box 
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