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• People with learning 
disabilities are 58 
times more likely to 
die before the age die before the age 

of 50 than the 
general population.

(Disability Rights Commission, 2006)

l 

leedspft.nhs.uk



Guidance and record keeping:

• The Liverpool Care Pathway 

which has been used in Plymouth and Devon for past few 

years is NO LONGER USED.

• July 2013: “More Care, less pathway: a review of the • July 2013: “More Care, less pathway: a review of the 

Liverpool Care Pathway”

- recommendations include phasing 

out use of the Liverpool Care Pathway

by July 2014

https://www.gov.uk/government/uploads/system/uploads/attachment_data/file/212450

/Liverpool_Care_Pathway.pdf



‘One Chance to Get it Right: how health 

and care organisations should care for 

people in the last days of their life’.

- Contains key recommendations of the Leadership 

Alliance for the Care of Dying People following review of 

the Liverpool Care Pathway.

- sets out a new approach for caring for dying people -

centred around five Priorities for Care and based on the 

needs and wishes of individuals.



…..  26th June 2014 

‘One Chance to Get it Right: how health 

and care organisations should care for 

people in the last days of their life’.

- Independent report published by Department of Health

https://www.gov.uk/government/publications/liverpool-care-pathway-

review-response-to-recommendations



The 5 new 

Priorities for Care of the Dying Person

• RECOGNISE

• COMMUNICATE

• INVOLVE

• SUPPORT

• PLAN & DO



5 new Priorities for Care 
When it is thought that a person may die within the next few days or 

hours …

• This possibility 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.

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

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

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

• 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.



Supporting documents

• PRIORITIES OF CARE FOR THE DYING PERSON - Duties and 
responsibilities of Health & Care Staff

http://www.nhsiq.nhs.uk/media/2483131/pfc-duties-responsibilities-booklet-3.pdf

• LEAFLET

http://www.nhsiq.nhs.uk/media/2483136/pfcdp-leaflet2.pdfhttp://www.nhsiq.nhs.uk/media/2483136/pfcdp-leaflet2.pdf

• POSTER

http://www.nhsiq.nhs.uk/media/2483924/pfcdp-poster.pdf

Available from:  NHS Improving quality     Care in the last days of life

http://www.nhsiq.nhs.uk/improvement-programmes/long-term-conditions-and-integrated-

care/end-of-life-care/care-in-the-last-days-of-life.aspx



• Become “ bed bound”. 

• Diminished fluid and diet intake.

Changes when dying:

• Difficulty / unable to swallow oral medication.

• Reduced consciousness levels

• Express a realization that they are dying.



• “Withdrawing”.

• Have reduced cognition.

• Temperature changes at extremities.

Changes when dying cont’d.

• Temperature changes at extremities.

• Peripheral cyanosis.

• Changes in breathing

- increased bronchial secretions (“death rattle”)

- Cheyne Stokes breathing.



� Unrealistic expectations about the effectiveness 
of  treatment. 

Barriers to recognising dying:

of  treatment. 

� Fear of  shortening life.

� Death is often seen as a failure. 

(Ellershaw & Ward, 2003: Al- Quarry, Collis & Feuer , 2009) 



Barriers to recognising dying 
cont’d:

� Lack of formal training in recognising dying. 

� Poor communication between health professionals  
and families related to  end of life issues. 

� Cultural / religious / spiritual barriers. 

(Ellershaw & Ward, 2003: Al- Quarry, Collis & Feuer, 2009) 



Implications for patient and family if  
it is not recognised individual is 

dying:  

� Patient and family feel dissatisfied.

� Inappropriate initiation of Cardio Pulmonary 
Resuscitation (CPR)

� Cultural / religious / spiritual needs not met.

(Ellershaw and Ward, 2003)



Implications for patient and 
family if it is not

recognised individual is dying  :

� Patient and family unaware death is imminent.

� Conflicting information from multi-professional � Conflicting information from multi-professional 
team.

� Information not passed to  relevant / potential 
other services,  including out-of-hours.

� Patient dies with uncontrolled symptoms

(Ellershaw and Ward, 2003)



Holistic care needs in last few days of 
life:

PatientPatientPatientPatient

Physical. Psychological. Social.

Cultural / Religious / Spiritual.

RelativesRelativesRelativesRelatives SignificantSignificantSignificantSignificant
othersothersothersothers



Is everything in place?

• Review advance care plan

• Clarify preferred place of care

• Continuing healthcare (CHC) funding

• EPACCS – Red status

• TEP / DNACPR status recorded

• Anticipatory prescribed medication in 
place

• Last days of life care plan



“The dying person must be supported to eat and drink

As long as they wish to do so and there is no serious

risk of harm (for example through choking). However if

there is likely to be a delay in assessing their ability to

swallow safely, alternative forms of hydration must be

Hydration & Nutrition:

swallow safely, alternative forms of hydration must be

Considered and discussed with the person. 

Nursing and medical records on the assessment of

Intake must be kept.” 

Taken from: Priorities of Care for the Dying Person. Duties and 

Responsibilities of Health and care Staff – with prompts for practice  
Pg.14 Food and drink
(Leadership Alliance for the Care of Dying People, 2014)                          



Mouth care

• Appropriate toothbrush and oral care 
products 

• Keeping mouth and lips moist• Keeping mouth and lips moist

• Risk when using pink swabs on sticks
https://www.gov.uk/drug-device-alerts/medical-device-alert-oral-swabs-with-a-

foam-head-heads-may-detach-during-use



Changes in breathing:

Increased bronchial secretions (“death rattle”)

- change of position
- explain to relatives
- Glycopyrronium stat doses and /or via Syringe Driver          

“Cheyne Stokes” breathing.

Learning resource:       Short video clip.
“How breathing patterns change towards the end of a  person’s 
life”

www.mariecurie.org.uk/en-gb/patients-carers/for-carers/practical-help/



• Pain ( may be physical or psychological).

• Agitation and restlessness.

The 5 main symptoms in the  last few days 

of life:

• Agitation and restlessness.

• Nausea and vomiting.

• Build up of respiratory tract secretions.

• Breathlessness.



Agitation & restlessness –

possible causes
• Fear

• Too hot

• Too quiet

• Too noisy

• Distressing conversations in close proximity• Distressing conversations in close proximity

• Dry mouth

• Incontinence

• Retention of urine

• Constipation

• Pain

• Toxicity

• Spiritual / faith needs not met



Assessing pain:

• Use appropriate pain assessment tool

- Verbal scoring, DisDat, FLACC, Wongs smiley faces,

• Can pain be relieved without medication?• Can pain be relieved without medication?
- e.g. consider re-positioning, moistening mouth

• ‘Total pain’ 
- Consider contributing factors apart from physical .... 

Psychological or spiritual / faith / cultural.



Possible non-pharmacological 
management of pain:

• Verbal reassurance 

• Music

• Therapeutic touch e.g. Hand massage
- Staff at all levels can receive training.

- Relatives may be taught by staff

• Presence of pets



Anticipatory prescribing
(Plymouth)

Diamorphine 5mg x 5 amps.

Water for Injection 10ml x 10 ampsWater for Injection 10ml x 10 amps

Levomepromazine 25mg/1ml x 5 amps.

Midazolam 5mg/1ml  2ml amps x 5 amps

Glycopyrronium 200mcg /1ml x 5 amps.



Medication used in last days 
of life  - End stage renal disease   

Anticipatory prescribing:

Alfentanil – Pain reliefAlfentanil – Pain relief

Midazolam – Agitation & Restlessness

Haloperidol – Nausea & Vomiting

Glycopyrronium – Bronchial secretions



Just in Case Bag (JICB)  Anticipatory 
Prescribing Medication (Plymouth)

Diamorphine - for pain control.

Levomepromazine - for the relief of nausea and vomiting.

Water for injection - diluent for Diamorphine

Midazolam- for the relief of anxiety, agitation and terminal restlessness.

Glycopyrronium- for the relief of respiratory secretions.

Haloperidol - for the relief of hallucinations and restlessness.



Anticipatory prescribing
“Just in case” bag. (Devon)

Diamorphine  10mg x 2 amps

Levomepromazine 25mg/1ml x 2 amps

Haloperidol 5mg in 1ml x 2 amps

“Red” or 
“wobbly amber”

on electronic Haloperidol 5mg in 1ml x 2 amps

Midazolam 10mgs in 2 ml x 2 amps

Hyoscine Hydrobromide 400mcg in 1 ml x 2 amps

Water for Injections 10mls x 2

on electronic 
palliative register.



McKinley T34 Syringe Pump



Why may a syringe pump 
be used?

� Difficulty in swallowing
� Persistent vomiting
� Intestinal obstruction
� Difficulty in absorption� Difficulty in absorption
� Severe weakness/comatose patient
� Patient’s  preference

� As a temporary measure to alleviate difficult
symptoms not only in the last 24/48 hours of life.



Why may a syringe pump be 
used cont’d?

� Giving medication via the subcutaneous� Giving medication via the subcutaneous

route ensures stable plasma levels,

promoting better symptom control

without the peaks and troughs

of intermittent administration.



Cultural / Religious & Spiritual
beliefs / needs / wishes of patient and 

relatives:



Cultural / Religious & Spiritual
beliefs / needs / wishes of patient and 

relatives.

� Specific procedures / rituals:

� Tolerating pain:

� Place of death:



Available free from:

Royal College
of Nursing

http://www.rcn.org.uk/__data/assets/pdf_file/0008/372995/

003887.pdf



Care of relatives / carers 1:

• Effects of fatigue and stress

• Their own health problems

• Financial / social worries• Financial / social worries

• Visitors – including healthcare professionals.

• Family conflict

• Younger family members – including children.



Care of relatives / carers 2:

• List of local B & B’s / hotels

• Visitors overnight facilities

• Beverages & meals

• Car parking / transport.

• Ensure they still feel “involved”

• Clarify their understanding of situation



Transfers into community settings:

Discharge letter Treatment Escalation Plan
and 

Resuscitation Decision 
Record.

(form sent home with patient 
Signed ‘Last days of life’ 

(form sent home with patient 
now valid for ongoing use 

between different care 
settings)

Signed ‘Last days of life’ 
prescription sheet

Anticipatory 
prescribed 
medication.

Package of care



Procedures carried out following death:

1.  Verification of death

2.  Informing next-of- kin

3. “Laying out” procedures

4. Contacting funeral director (if requested)

5. Issue of medical cause of death certificate 

6. Registering death 

7. Arranging funeral



“Last Offices”

• Consider religious, spiritual, cultural 
beliefs.

• Do relatives wish to be involved?

• Supporting the jaw.

• Infection control measures



Organ donation:
Human Tissue Act, 

2004
• Kidneys can, very rarely, be removed up to an 

hour after heart death. Other organs can be 
removed up to the following times after heart 
death:death:

- the corneas from the eyes – up to 24 hours
- skin – up to 24 hours
- bone – up to 36 hours
- heart valves – up to 72 hours

• Organ donation for medical research. e.g.

- the brain

-whole body



Surgically implanted devices:

• Pacemakers

• Implanted cardiac defibrillators• Implanted cardiac defibrillators

- need to be de-activated when in last    
days of life

• Vagus nerve stimulator



Referral to Coroner
The coroner is a doctor or lawyer responsible for investigating deaths in particular 

situations and can also arrange for a post-mortem examination of the body, if necessary.
An inquest is a legal inquiry into the causes and circumstances of a death.

When a death will be reported to the coroner:

• If death occurs in any of the following circumstances, the doctor may report it to the 
coroner:
after an accident or injury

• Following an industrial disease• Following an industrial disease
• During a surgical operation
• Before recovery from an anaesthetic
• If the cause of death is unknown
• If the death was violent or unnatural - for example, suicide, accident or drug or alcohol 

overdose
• If the death was sudden and unexplained - for instance, a sudden infant death (cot death)
• In addition to this, if the deceased was not seen by the doctor issuing the medical 

certificate after he or she died, or during the 14 days before the death, the death must be 
reported to the coroner.

• Anyone who is concerned about the cause of a death can inform a coroner about it, 
but in most cases a death will be reported to the coroner by a doctor or the police.

(Directgov. Coroners, post-mortems and inquests)



“How people die “How people die “How people die “How people die 
remains in the remains in the remains in the remains in the 
memory of those memory of those memory of those memory of those memory of those memory of those memory of those memory of those 
who live on”who live on”who live on”who live on”

( Cicely Saunders, Founder of the Hospice Movement)



Guidance for Staff 
Responsible for Care 
after Death

Useful resources:

after Death
(last offices), second 
edition (2015)

http://www.hospiceuk.org/what-we-
offer/publications?cat=72e54312-
4ccd-608d-ad24-ff0000fd3330



Useful resources:

Treatment and Care 
towards the end of 
life: good practice in 
decision making.

www.gmc.org.uk

decision making.

Published by: The General 
Medical Council

http://www.gmc-

uk.org/static/documents/content/Treatment_and_

care_towards_the_end_of_life_-

_English_0914.pdf



http://www.fairadvice.org.uk/userfiles/Wh

en%20someone%20has%20died.pdf

http://www.fairadvice.org.uk/userfiles/Pr

eparing%20for%20your%20death.pdf



References:

• Al- Quarry,R., Collis,E. & Feuer (2009)

Dying in an acute hospital setting: the challenges and solutions. 

International Journal of Clinical Practice. 63, (3), 508- 515 

• Ellershaw J, Ward C (2003)
Care of the dying patient: the last hours or days of life. British Medical Journal 

326(7379): 30–4326(7379): 30–4

• Disability Rights Commission, (2006)

Equal Treatment: Closing the Gap. London: Disability Rights Commission

• Leadership Alliance for the Care of Dying People, (2014)  Priorities of Care for the 
Dying Person. Duties and Responsibilities of Health and care Staff – with prompts for 
practice  

http://www.nhsiq.nhs.uk/media/2485900/duties_and_responsibilities_of_health_and_care_s
taff_-_with_prompts_for_practice.pdf


