End of Life Summary Document during Covid-19

LAST UPDATED: 07.05.2020
	Area
	Link or Information

	Advance Care Planning (ACP)
	The Importance of Advance Care Planning
	


	
	Individualised Care of the Dying Document (ICoDD)
Guidance for clinical staff, trained carers
	


	
	ICoDD Training Video
	https://youtu.be/lfFgcfjLPh8

	Children and Young People (CYP)
	Clinical guidelines for children and
young people with palliative care needs
in all care settings during the COVID-
19 pandemic
	


	DNA CPR
	New Form – review date Jan 2023



	Please be aware that the regional DNACPR group has agreed to sanction a new review date of January 2023.
Therefore the content of the form is exactly the same, so it’s OK to use up exiting printed copies of blank forms before switching to this one attached (the only thing changed is the review date).
If you are printing new ones, please use this one, with the review date of Jan 2023.

	General Information for Patients and Carers/
Relatives

	Care and Support of the Dying Person
	


	
	Conversations Guidance – talking to relatives: guide to compassionate phone calls
	


	
	Palliative Care Service Information for patients and carers
	


	NHS E & I
	Latest slides from weekly update
	


	Overgate Hospice
	Death Café – virtual death café open for any health care professional. 

	


	
	A bereavement booklet:

‘After someone has died during the COVID-19 Pandemic- A practical guide for relatives and carers’

	To download: here



	
	ADVICE LINE NOW OPEN 
“Hear for You”

01422 387172








Helpline posters: 
· English 
· Polish 
· Punjabi 
· Urdu
	Overgate Hospice has set up ‘Hear for You’ which provides telephone advice and support for:
· health and social care professionals providing a frontline service in response to COVID-19
· relatives and friends of patients being cared for in any health and social care setting in relation to COVID-19
· bereaved relatives and friends 
The telephone number is 01422 387172 and the line is open between 10am and 6pm seven days a week

	
	
	
To download: (files too big to attach)

https://www.calderdaleccg.nhs.uk/summary-documents/ - See EOL

	
	Guide on talking to people about dying 
	


	
	Guidance for primary care and community colleagues on the Overgate website
	https://www.overgatehospice.org.uk/our-care/how-can-we-help/coronavirus-information/information-for-professionals/

	Training
	COVID/EOL training from Huddersfield University: 
	https://hhs.hud.ac.uk/covid19/

	
	Care Home Workbook
	


	Support/
Guidance
	Some really interesting and short videos below that have put together with the south Asian community in mind and COVID-19. 
Recommendations:
· What is Palliative care?
· Why is ICU care only offered to some people?
· Dying at home
· What are palliative care medicines?
· Bereavement
· Practical advice for communicating with hospital staff

	https://www.youtube.com/channel/UCBn2rwUGJjzwyc4pbStfenA/videos?disable_polymer=1
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Calderdale 
Individualised Care of the Dying Document 


 
Guidance for clinical staff, trained carers 


 
What is this document? 
 
This care plan is a document that helps clinical staff who are caring for a dying person in the last 
hours or days of their lives.  It guides them in delivering the best care that they can in order to meet 
the needs of person and their families. 
 
When should it be used? 
 
This care plan should be used when the doctors and nurses caring for a person believe that he or she 
is dying from an irreversible condition, and a decision has been made that the focus of care is now on 
quality and comfort.  See the flowchart on page 2 for further guidance.    
 
What are the important aspects of this care plan? 
 


• Clear and unambiguous communication between doctors and nurses so that all are aware of 
the phase of care. 


• Communicating with the person if possible and with their family/appropriate 
representative/carers to ensure that they are aware that the person is dying and that our 
priority now is comfort, care and support. 


• Review of the appropriateness of continuing to give non-essential drugs, monitoring routine 
observations, measuring routine blood tests etc.  This review must ensure that decisions  
have been made about which aggressive or invasive treatments would benefit the person.  
Any limits on these treatments should be clearly documented and communicated to the 
person, families and carers where appropriate. 


• The person must be supported to drink and eat as long as they are able to, and wish to do so. 
• After discussion with the person’s family/appropriate representative, ensure they receive the 


information leaflet The Care of the Dying Person.   
• If the person improves and the Individualised Care of the Dying Document is no longer 


appropriate, this should be documented and standard documentation reinstated.   
This decision should be communicated within the clinical team and to the person and their 
family/appropriate representative. 
 


During office hours contact your local Palliative care Team for advice on 01422 310874.  
Out of hours palliative medicine advice is available from on call consultants via hospital 
switchboard on 01422 357171. Advice is also available from Overgate Hospice on 01422 
379151 


 
 
 
 
 


Person Name:       NHS No: 
 
DOB:       
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Decision-making flowchart for using the  


Individualised Care of the Dying Document 
 
 


 
  


Condition discussed with members of the clinical team  
(Nurses, doctors and others) 


Consideration of looking for and treating any potentially 
reversible causes for deterioration  


(Acute Kidney Injury, treatable infection, hypercalcaemia etc.) 


Inform GP   


If person considered to be in the dying phase, 
communicate this with family/appropriate 


representative or carers 


Start Individualised Care of the Dying Document 
and also document on SystmOne  


Clinical team decision 
 


In order to use the Individualised Care of the Dying Document, there must be a full assessment, and there 
must be agreement between the nurse and GP, that the person is dying.  The professional documenting 
this decision must indicate the name of the carer/nurse and the doctor below. 


 
Nurse’s signature: Date: ……………………. Time: …………… 
 
GP this has been discussed with ……………………………… Date: ……………………. Time: ……………  
 
To permit the verification of expected death by community nursing staff, the GP must have seen 
the person within the last two weeks before death 


 


Deterioration in person’s condition 
suggests person might be dying 
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SPECIALIST PALLIATIVE CARE ADVICE 
FOR CALDERDALE COMMUNITY PATIENTS 


 
 
 


 


IN WORKING HOURS 
Monday-Friday 


0900-17.00 
 


Please contact 
The Community Specialist palliative Care team 


Clinical Nurse Specialists 
Tel 01422 310874 
Fax 01422 378425 


 
The team secretary will take a message or a 


message can be left on the answerphone 
 


If the matter is urgent you can contact the specialist 
palliative care nurse 


on their mobile via CHFT switchboard. 
 


Please be aware that if the mobile phone is not 
answered immediately the nurse may be with a 


patient or driving. Please leave a message and we 
will get back to you as soon as possible. 


Consultant advice is also available via CRH 
switchboard on 01422 357171 


 
Patients/relatives should be advised to contact the 


primary care team in the first instance.  
 


 
OUT OF HOURS 


 
 


Patients and relatives should be advised to contact the 
primary care team in the first instance 


 
District nurses 


on 07917106263 
 


Specialist palliative care advice can be sought by  
Health care professionals only 


 
Advice can be sought from Overgate hospice on 01422 


379151  
 


OR 
 


On-call Consultant advice is also available via CRH 
switchboard 
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Patient name: 
 
DOB: 
 
NHS no: 


This is a multidisciplinary document- 
all members of the team have a 
responsibility to contribute to its 
completion. 
 
 
 


 
All personnel completing the Individualised Care of the Dying Document please sign below 


 
Name (print) Full signature Initials Professional title Date 
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This is a multidisciplinary document – all members of the team have a responsibility 
to contribute to its completion. 


 
 
 
 
 
 
 
 
Initial Assessment - Diagnosis and baseline information 
 
Diagnosis: ……………………………………………………………………….............   
 
Co-morbidities ………………………………………………………………………………………………….. 


………………………………..……………………………………………………………………………………… 
Female/Male………………………………………………………………………………………………………… 


In this document, the word “family” is used to mean the family or appropriate representative of 
the Dying Person 


 
Physical condition 
 
At the time of the assessment is the person  
conscious 
 


semi-conscious unconscious Confused Yes No 


In pain Yes No Able to swallow safely Yes No 
Agitated Yes No Continent (bladder) Yes No 
Nauseated Yes No Catheterised Yes No 
Vomiting Yes No Continent (bowels) Yes No 
Breathless Yes No Other symptoms (e.g. 


oedema, itch) 
Yes No 


Respiratory tract secretions Yes No  
 
………………………………………………..................................................................................................... 


Communication/understanding  
 
Have you explained the following to the family? 
That the person is believed to be dying Yes No 
The common symptoms that might occur (falling conscious level, chest secretions, 
breathing changes, etc.) 


Yes No 


That the prognosis is likely to be short, i.e. hours – days Yes No 
That decisions may need to be made in the person’s best interests, but will be 
discussed with nominated family members (unless someone has LPA for Health and 
Welfare) 


Yes No 


Have you given the family the opportunity to ask questions? Yes  
 


No  


 
Name of the person spoken to: 
 
Relationship to dying person: ……………………………………   Date/Time: ………….………………….. 
  
If you have answered no to any of the previous, what steps have you taken to address this? 


…………………………………………………………………………………………………………………………


………………………………………………………………………………………………………………………… 


 


Person Name:       NHS No: 
 


DOB:         
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Patient Name: 


DOB: 


NHS No: 


 
This is a multidisciplinary document- 
all members of the team have a 
responsibility to contribute to its 
completion. 


 


 
Have you explained to the family that an individualised Care Plan will ensure high quality 
and comfort care?  


Yes  No 


Have you given the family “Care & Support of the Dying Person Information for relatives 
& carers ‘’leaflet?  


Yes No 


Have you given the family a Comfort Bag? (Care Homes only) Yes No 
 
Name of person: …………………………………………………………………………………………………… 
 
Relationship to patient:…………………………………………………Date/time……………………………… 
If you have answered no to any of the above, please clarify: 


…………………………………………………………………………………………………………………………


…………………………………………………………………………………………………………………………


…………………………………………………………………………………………………………………………


…………………………………………………………………………………………………………………………


…………………………………………………………………………………………………………………………


…………………………………………………………………………………………………………………………


…………………………………………………………………………………………………………………… 


 Communication/understanding/Best Interests decisions 
 


Does the person understand that they are dying? Yes No 
If no, please clarify: 
 
Is a DOLS authorisation in place?* Yes No 
If the person loses capacity, is a DOLS authorisation 
appropriate? 


Yes No 


 
*A trained nurse or doctor can verify the death if they have a DOLS in place. 
 
Best Interests Decisions 
 
These may need to be made to ensure comfort/symptom control in people who lack capacity to 
consent to specific treatments.  Examples include catheterisation to relieve urinary retention, or to 
reduce skin problems from incontinence; administration of medicines for the relief of pain, distress or 
agitation; or upward titration of medicines via CSCI to control distress. 
Refer to your organisation’s existing Best Interests and MCA documentation. 
 
 
The reason for not applying for a DOLS order is that the person is believed to be dying, has a 
very short prognosis (days) and a best interest decision has been made for their care to be 
delivered in hospital/care home/hospice. 
 
(Reference: The Law society- identifying a Deprivation of liberty, a practical Guide, 2015) 
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Patient Name: 
 
DOB: 
 
NHS No: 
 
 


Advance Care Planning 
 
Person has a documented Advance Care Plan / statement of wishes & 
preferences 


Yes No 


Person has valid Advance Decision to Refuse Treatment (ADRT) Yes No 
Person/relative has Lasting Power of Attorney (LPA) for health and welfare Yes No 
If appropriate contact: 
Tissue donation (incl corneas); 0113 820 0803   
Full body donation : Sarah Wilson, office hours -01133434297,  
                                                        out of hours - 01133435494  


 
Yes 
Yes 


 
No 
No 


 
         
If the answer to any of the above is yes, please note any specific wishes or plans below: 


…………………………………………………………………………………………………………………… 


…………………………………………………………………………………………………………………… 


…………………………………………………………………………………………………………………… 


…………………………………………………………………………………………………………………… 


…………………………………………………………………………………………………………………… 


…………………………………………………………………………………………………………………… 


…………………………………………………………………………………………………………………… 


 
 


Implantable Cardiac Defibrillator 
 
 
Does an Implantable Cardiac Defibrillator (ICD) require 
deactivation? 


Yes No Not applicable 


To deactivate, contact the appropriate area number, see below: 
 
 Calderdale: Mon-Fri 9-5pm ring Cardiology Department at Calderdale Royal Hospital on (01422) 


224310. Out of hours ring CRH switchboard on 01422 357171 and ask for cardiologist on call. 
 
Valid DNACPR decision in place 
If no, complete a DNACPR form and discuss with person (if 
appropriate) and /or family  


Yes No 
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Hydration/Nutrition 


 
This guidance is for use when it is thought that the person is in the last days or hours of life, and reversible 
causes for the deterioration have been considered.  At this stage of an illness, the prognosis will not be 
altered by providing hydration and nutrition, orally or parenterally. 
 


Parenteral Fluids 
A Cochrane review of “medically assisted hydration to assist palliative care persons”1 (2011) concluded that 
there was insufficient evidence to recommend either way about parenteral fluids.   There is limited evidence; 
some studies show no difference,  some suggest sedation and myoclonus may improve as a result of treating 
dehydration, but some suggest fluid retention symptoms (pleural effusion, peripheral oedema and ascites) were 
significantly higher in the hydration group.    
 
 


             
 
 
      


NO                                                                                                     
                                                                                                                                                
         
         
         


                                                                                                                                                                     
 
 
 
               No                                       Yes 
    
 
 
    
 


 
 


 
 
 
 


 


 


 


 


 


 


 


 
 


 


 
Is the person 
conscious? 


Do not give 
fluids or food 
orally. 
 
Ensure good 
mouth care. 
Risks of enteral 
hydration and 
nutrition are 
likely to 
outweigh 
benefits, even 
if given via an 
enteral feeding 
tube, as there 
is still a risk of 
regurgitation 
and aspiration. 


 
Reassess if 
consciousness 
returns 


 


Does the person feel thirsty / hungry and want to eat/drink? 


The person is conscious or 
intermittently conscious 


Avoid pushing the 
person to eat as 
this can be 
emotionally 
burdensome, and 
can worsen 
symptoms such 
as nausea and 
vomiting.  
Reassess every  
4 hours or at each 
visit 


 
 


Can the person swallow food /liquid 
safely? 
 


Provide appropriate food and physical 
assistance to help the person satisfy 
their thirst and hunger. 
Reassess at least every 4 hours/at each 
visit.   


If the person wants to eat / drink, but there is risk in doing 
so, they should be allowed to eat/ drink if they have the 
mental capacity to make an informed decision. 
If the person has a feeding tube, and wants to receive food 
or fluids through the tube despite a risk of reflux and 
aspiration, they should be allowed to do so if they have the 
mental capacity to make an informed decision. 
If the person lacks mental capacity, follow ‘Best Interests’ 
procedures as per protocol for your organisation.  
Parenteral fluids are rarely indicated in this phase of illness 
and would require inpatient care. Therefore the harms must 
be weighed carefully against the benefits, consider the 
potential risks and benefits, and make an individual 
assessment for each person.  
Reassess every 4 hours/at each visit. 


  


 


   No  Yes 


YES 
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1Good P, Richard R, Syrmis W, Jenkins-Marsh S, Stephens J. Medically assisted hydration for adult palliative care persons. Cochrane 


Database of Systematic Reviews 2014, Issue 4. Art. No.: CD006273. DOI: 10.1002/14651858.CD006273.pub3.  


 
 
 
 


This is a multidisciplinary document – all members of the team have a responsibility to 
contribute to its completion. 


 
 
 
Hydration 
 
The person must be supported to take fluids by mouth for as long as they are able and wish to do so.   
A reduced need for fluids is part of the normal dying process.   
Good mouth care is essential. 
 
Ensure a discussion has taken place concerning artificial hydration. 
 
Name of appropriate representative spoken to: ………………………………………………………………     
 
Date/Time: ………………………….. 
 
 
Nutrition 
 
The person must be supported to take food by mouth for as long as they are able, safe and wish to do 
so. 
In most people the use of clinically assisted (artificial) nutrition will not be required. 
A reduced need for food is part of the normal dying process. 
 
Ensure that a discussion has taken place concerning nutrition. 
 
Name of appropriate representative spoken to: ………………………………………………………………..  
 
Date/Time: …………………………….. 
 


 


 


For additional guidance, please refer to the hydration/nutrition guidance on the page 8.   
 


 
 
 
 
 
 
 
 
 
 
 
 
 
 


Person Name: 
      
DOB:  
 
NHS No: 
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This is a multidisciplinary document – all members of the team have a responsibility to 


contribute to its completion. 
 
Assessment of wishes/feelings/faith and values 
 
Does the person or their family have concerns of a wider nature?  These may be: 


• Religious, or  
• Cultural concerns, or 
• Worries about something else 


 
Is there someone they would like to speak to about these concerns for example, a social worker, a 
doctor or nurse, carer, chaplain?  Yes/No 
 
If yes, what have you done to facilitate this? ………………………………………………...………………….. 


…………………………………………………………………………………………………………………………


………………………………………………………………………………………Date/Time …………………… 


Does the person/family member have a religious faith or tradition? Yes/No ……………………………… 
 


Is there someone they would like support from? 
 
Chaplain/ Imam/ Priest/ Religious leader          Yes/No  
 
What have you done to facilitate this? ……………………………………..……………………………………..  


…………………………………………………………………………………………………………………………


…………………………………………………………………………………Date/Time: ………………………... 


 
Are there any particular needs: 


 
Now 


…………………………………………………………………………………………………………………………


………………………………………………………………………………………………………………………… 


At the time of death 


…………………………………………………………………………………………………………………………


…………………………………………………………………………………………………………………………. 


After death 


…………………………………………………………………………………………………………………………


………………………………………………………………………………………………………………………… 


 
Do they have a preferred place of death ……..………………………………………………………………….. 
 
Guidelines concerning the care of the deceased person and traditions around the time of death can be 
found in the Chaplaincy pages of the Trust intranet; click on the chaplaincy logo on the front page under 
Non-Clinical Tools. Guidelines about Faiths and Cultures are available from the Macmillan Nurse 
Specialists for Palliative Care Education in care homes on 030 3330 9767/030 3003 4487.  
 


Person Name:       NHS No: 
 


DOB:        Hospital No: 
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Information for family/appropriate representative members  
 
Please indicate how the family members are to be informed of a person’s impending death or changes in 
clinical condition: 
 


• Inform at any time                                                                        Yes/No 
 


• Please inform between these times: …………………………………………………………………… 
   


• Family member wishes to stay overnight                                                                       Yes/No 
 
First contact name/relationship/Tel No  
 
………………………………………………………………………………………………………………………… 
 
………………………………………………………………………………………………………………………. 
 
Alternative contact name/relationship/Tel No 
 
………………………………………………………………………………………………………………………… 
 
……………………….…………………………………………………………………………………………….. 
 
Any additional instructions/requests:  
 
……………………………………………………………………………………………………………………… 
 
.................................................................................................................................…………………………. 
 
 
Other Guidance (Intermediate Care/Care home only) 
 
Family member given parking exemption ticket Yes No NA 
Family member informed of open visiting times Yes No NA 
Family member has access to telephone Yes No NA 
Family member knows where the toilets are Yes No NA 
Family member knows how to obtain drinks and refreshments Yes No NA 
Family member staying overnight Yes No NA 


Have you given the family a leaflet/ information about facilities?      Yes  No NA 
Family member made aware of whom to contact first for advice or 
assistance? 


Yes  No 


Family advised that their deceased relative will need to be moved to the 
funeral directors within 2-4 hours of death. 


Yes No 


Family advised that they can make an appointment to view their relative at 
the funeral directors 


Yes No 


 
  


Person Name:       NHS No: 
 


DOB:        Hospital No: 
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Guidance / Information for everyone 
 
Reviewing drugs in the last few days of life 
 
The focus of drug management in the last days of life is on good control of pain, agitation and other 
symptoms.  In the weeks prior to death, drugs whose main role is prevention of conditions such as 
stroke, angina, hyperglycaemia etc. may be discontinued, but once a person begins to struggle with their 
medications and/or become unconscious and unable to take them, further changes are needed. 
 
Opioid analgesics should be converted to the appropriate parenteral formulation; oral morphine should 
be switched to subcutaneous diamorphine and oral oxycodone to subcutaneous oxycodone. 
Transdermal opioids should be continued.  However, renal impairment may require an opioid switch to 
oxycodone or alfentanil. Please contact the Specialist Palliative Care Team for advice.   
 
A continuous subcutaneous infusion (CSCI, syringe pump) may also be required to control symptoms of 
agitation, respiratory secretions or intestinal obstruction. The syringe pumps used in Calderdale are the 
McKinley T34 syringe pumps. 
   


Ensure that where a syringe pump is prescribed, that the reason for this is explained to a family 
member.  
Syringe pump discussed with: …………………………………………………………………………………. 


………………………………………………………………………….... . Date/Time:…………………………. 


Anticipatory medication 
 


PRN medication should always be written up for the common symptoms which people experience at the 
end of life: 
 
 
Pain Analgesia (SC) Yes  No  
Agitation Sedative (SC) Yes  No  
Respiratory tract secretions Anticholinergic (SC) Yes  No  
Breathlessness Opioid and/or benzodiazepine (SC) Yes No 
Nausea and vomiting Antiemetic (SC) Yes  No  
Mouthcare Artificial saliva/oral gel Yes No 
Fever Paracetamol (oral/rectal) Yes  No 
 
Remember: 


• Anticipatory prescribing of PRN diamorphine, midazolam, haloperidol and hyoscine 
butylbromide is good practice  


• If a patient is on a transdermal patch (fentanyl or buprenorphine) it should be continued 
even when syringe pump is commenced. (Please seek specialist advice) 


 
For additional guidance, please refer to the symptom control flowcharts on pages 16 -19. 
 
 
 
 
 
 
 


Person Name:       NHS No: 
 


DOB:         
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Review the role of investigations/treatments 
 
Routine blood tests Not being done Discontinued Continued Commenced 
Intravenous antibiotics Not being done Discontinued Continued Commenced 
Blood glucose monitoring Not being done Discontinued Continued Commenced 
Routine recording of vital 
signs 


Not being done Discontinued Continued Commenced 


Oxygen therapy Not being done Discontinued Continued Commenced 
 
 
Review of other medication 
 
The following drugs can safely be stopped in the last days of life: 
 
Statins     Digoxin 
Vitamins/supplements   Anticoagulants (including low molecular weight heparin) 
Antidepressants   Antiarrhythmics 
Antihypertensives   Inhalers (bronchodilators, steroids etc.) 
Beta blockers    Eye drops for glaucoma 
Antianginals    Diuretics 
 
A person on insulin, steroids, anticonvulsants and dopamine agonists (anti-Parkinsonian drugs) 
must not have these medications stopped suddenly.   
 
Is the person diabetic?  Yes No 
Is the person on oral steroid medication? Yes No 
Is the person on oral anticonvulsants? Yes No 
Is the person taking oral anti-Parkinson’s medications? Yes No 
 
If the answer is yes to any of these questions, see the relevant section commencing on page 13/14.   
 
If the answer is no to all these questions, you have completed the Initial Assessment.  
 
Pages 15 -18 contain symptom management guidelines.  
 
Management of Diabetes in end of life care 
 
Diabetes UK. (2013). End of life diabetes Care: Clinical Care recommendations (2nd Ed).  
http://www.diabetes.org.uk/upload/Position%20statements/End-of-life-care-Clinical-recs111113.pdf   
 
A person with Type 1 diabetes mellitus will rapidly develop unpleasant symptoms from diabetic 
ketoacidosis if their insulin is suddenly stopped;  
Those with Type 2 diabetes mellitus will more slowly develop rising blood sugars and hyperosmolar non-
ketosis.  Follow the guidance as indicated below.   
 
Insulin dependent Type 1 
diabetes 
 


Insulin treated Type 2 diabetes Drug controlled Type 2 
diabetes 


Continue daily long-acting insulin 
 
Check daily blood glucose prior 
to insulin administration 
 
Aim for blood glucose 10-15mmol 


Reduce and aim to stop insulin 
 
Check daily blood glucose 
 
Treat if blood glucose over 
20mmol or symptomatic 


Stop oral hypoglycaemics 
 
Check blood glucose only if 
distressed (to rule out 
hyperglycaemia) 


 
Additional advice may be obtained from the Diabetic Specialist Nurse team (or from palliative medicine 
consultant, including out of hours). 



http://www.diabetes.org.uk/upload/Position%20statements/End-of-life-care-Clinical-recs111113.pdf
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The following drugs should not be stopped routinely but consideration given for alternatives 
and/or continuation of a different formulation: 
 
Oral Steroids 
 
It may be necessary to continue this medicine. Where these are used for the symptom management of 
headaches or raised intracranial pressure in people with primary or secondary brain tumours, and where 
they have been taken for more than 3 weeks, consider conversion to the subcutaneous administration. 
 
Equivalent doses  
 


Oral dexamethasone mg 2 4 6 8 
SC dexamethasone mg 1.65 3.3 4.95 6.6 


 
 
 
Anticonvulsants 
 
When oral anticonvulsants are unable to be taken orally convert to midazolam 30mg/24 hours via 
syringe pump, in order to maintain good seizure control (or seek Specialist Care Advice) 
 
 
Anti-Parkinsonian medication 
 
Sudden cessation of levodopa preparations should be avoided and the person converted transdermal 
rotigotine.  
 
100mg of levodopa controlled release is equivalent to 2mg/24 hours of rotigotine.   
 
Advice around any of the above is available from the Specialist Palliative Care Team, see page 3, or 
from the palliative care consultant out of hours. 
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THIS PAGE IS 
INTENTIONALLY 


BLANK 
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PAIN 
NB Prescription of these medications is at the discretion of the prescriber 


but is recommended in the last few days of life 
 


 
NB: If eGFR is less than 40, use oxycodone; seek advice. If eGFR is less than 10, seek specialist 
advice. In elderly, frail patients, dose reduction may be required. 


 
To convert from other opioids and other palliative care advice please contact the relevant Specialist 
Palliative Care Team, (see page 3). 


    


      PERSON IS IN PAIN AND UNABLE TO TAKE 
ORAL MEDICATION 


 
PERSON IS PAIN CONTROLLED BUT 


UNABLE TO TAKE ORAL MEDICATION 
 


     
 


Is person already prescribed oral morphine? 
  


Is person already prescribed oral 
morphine? 


 


     
           
 


         YES 
  


NO 
 
 


 
YES 


   
NO  


             
 


To convert from oral 
morphine to a 24hr 
s/c  infusion of    
DIAMORPHINE    
divide the total daily   
dose of morphine by 
3,   e.g. Zomorph 
30mg BD orally =      
diamorphine 20mg  
Via s/c syringe pump. 


  
Give DIAMORPHINE    
2.5-5mg s/c PRN. 


 To convert from   
oral morphine to a  
24hr s/c infusion 
of  
DIAMORPHINE   
divide the total  
Daily dose of  
morphine by 3,  
e.g. Zomorph  
30mg BD orally =  
diamorphine  
20 mg via s/c  
syringe pump. 


  
Prescribe  
DIAMORPHINE  
2.5 mg-5mg s/c  
PRN. 


            
 


Give a PRN dose of 
DIAMORPHINE 
which is 1/6 of the 
24hr dose in pump 
e.g. diamorphine 2.5-
5mg PRN for a pump 
dose of 20mg. 


  
After 24hrs review 
medication. If more 
than 2 PRN doses 
needed, consider a 
24hr syringe pump. 
(Community staff only: 
see syringe pump 
guidelines in Palliative 
Care Directory on Trust 
Intranet) 


  
Prescribe PRN 
dose of 
DIAMORPHINE 
which should be 
1/6 of 24hr dose 
in pump e.g. 
diamorphine 
20mg s/c via 
pump will require 
2.5-5mg 
diamorphine s/c 
PRN. 


 After 24hrs 
review 
medication. If 
more than 2 
PRN doses 
needed,   
consider a 24hr 
syringe pump. 
(Community staff 
only: see syringe 
pump guidelines 
in Palliative Care 
Directory on 
Trust Intranet) 
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       TERMINAL RESTLESSNESS AND AGITATION 
NB Prescription of these medications is at the discretion of the prescriber 


but is recommended in the last few days of life 
 


    
EXCLUDE urinary retention, constipation/faecal impaction and ensure all spiritual or 
psychological issues have been addressed 


 
    


   SYMPTOM PRESENT 
 


SYMPTOM ABSENT BUT ANTICIPATED  
     


 
 
 
 
 
 
 
 
 
 


              
               


 
 


In elderly, frail individuals, dose reduction can be considered 
 


RESPIRATORY TRACT SECRETIONS 


 
 
 
 
 
If symptoms persist, contact the relevant Specialist Palliative Care Team, see page 3. 


    
 


     SYMPTOM PRESENT 
  


SYMPTOM ABSENT BUT ANTICIPATED  
     


Give HYOSCINE BUTYLBROMIDE 20mg s/c 
injection PRN.  Commence a syringe pump 60mg 
over 24hrs. 


  
Prescribe HYOSCINE BUTYLBROMIDE 
20mg s/c PRN. 


 


     
      
 


Continue to give PRN dosage according to 
need. 


 
 


 
If 2 or more doses of PRN HYOSCINE 
BUTYLBROMIDE required then consider 
a 24hr syringe pump.   
 


       
 


Increase total 24hr dose to 120mg after 24hrs if 
symptoms persist. 


 


 
 


Review the required 
medication after 24 
hours.  If 2 or more PRN 
doses have been 
required then consider a 
24 hour syringe pump. 
(Community staff only: see 
syringe pump guidelines in 
Palliative Care Directory on 
Trust Intranet)  


If 2 or more doses required PRN 
consider use of a 24 hour syringe 
pump. (Community staff only: see 
syringe pump guidelines in Palliative 
Care Directory on Trust Intranet) 


Give MIDAZOLAM 2.5-5mg s/c 
injection PRN 


Prescribe MIDAZOLAM 2.5-5mg 
s/c PRN 


Changing the person’s position 
(e.g. rolling onto the other side) 
may be effective even when 
medication proves unhelpful. Use 
suction only when appropriate. 
 If symptoms persist contact 
specialist palliative care team 
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BREATHLESSNESS 


NB:  If EGFR less than 40, use oxycodone; seek advice.  If EGFR less than 10, seek specialist 
advice.  In elderly, frail individuals, dose reduction may be required. 


To convert from other opioids, contact the Palliative Care Team Page 3. 


 
 
 


    


      PERSON IS BREATHLESS AND UNABLE TO 
TAKE ORAL MEDICATION 


 


PERSON’S BREATHLESSNESS IS 
CONTROLLED BUT UNABLE TO TAKE ORAL 


MEDICATION 


 


     
 


Is person already prescribed oral morphine / 
benzodiazepine? 


  
Is person already prescribed oral morphine / 


benzodiazepine? 
 


     
           
 


         YES 
  


NO 
 
 


 
YES 


   
NO  


             
To convert from oral 
morphine to a 24hr s/c  
infusion of    
DIAMORPHINE    
divide the total daily   
dose of morphine by 3,   
e.g. Zomorph 30mg BD 
orally =      
diamorphine 20mg  
Via s/c syringe pump. 
 
 
NB Midazolam is short 
acting and a starting 
dose of at least 10mg 
over 24 hrs  in a syringe 
pump is recommended 


  
Give DIAMORPHINE    
2.5-5mg s/c PRN. 
 
 
In addition,  
consider giving 
MIDAZOLAM 2.5-5mg 
s/c PRN 


  
To convert from   oral 
morphine to a  24hr s/c 
infusion of  
DIAMORPHINE   
divide the total  
Daily dose of  
morphine by 3,  
e.g. Zomorph  
30mg BD orally =  
diamorphine  
20 mg via s/c  
syringe pump. 
 
 


  
Prescribe  
DIAMORPHINE  
2.5 mg-5mg s/c  
PRN. 
 
 
In addition, 
prescribe 
MIDAZOLAM 
2.5-5mg s/c PRN 


            
 


Give a PRN dose of 
DIAMORPHINE which 
is 1/6 of the 24hr dose 
in pump e.g. 
diamorphine 2.5-5mg 
PRN for a pump dose of 
20mg. 
 
Give PRN dose of 
Midazolam which is 1/4  
of the 24hr dose in the 
pump e.g. midazolam 
2.5-5mg PRN for a 
pump dose of 10mg. 


  
After 24hrs review 
medication. If more 
than 2 PRN doses 
needed, consider a 
24hr syringe pump.   
 
(Community staff only: 
see syringe pump 
guidelines in Palliative 
Care Directory on Trust 
Intranet)  


 
Titrate midazolam AND 
diamorphine as 
required. 


  
Prescribe PRN dose of 
DIAMORPHINE which 
should be 1/6 of 24hr 
dose in pump e.g. 
diamorphine 20mg s/c 
via pump will require 2.5-
5mg diamorphine s/c 
PRN. 
 
Give PRN dose of 
Midazolam which is 1/4 
of the 24hr dose in the 
pump e.g. midazolam 
2.5-5mg PRN for a pump 
dose of 10mg. 


  
 
After 24hrs 
review 
medication. If 
more than 2 PRN 
doses needed,   
consider a 24hr 
syringe pump.   
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NAUSEA/VOMITING 


 
 


 


 


 


 


 


 


 


 


 


 


Remember that other antiemetics may be helpful.  If haloperidol is ineffective after 2 doses or 
symptoms persist contact the relevant Specialist Palliative Care Team, see page 3. 


 
MOUTH CARE 


 
Is the mouth clean and moist? 


 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
Remember that anticipatory prescribing of PRN diamorphine, midazolam, haloperidol and 
hyoscine butybromide is good practice for all end-of-life care/palliative patients, even if they 
are not actively dying.  
Prescription of anticipatory medications is the discretion of the prescribing clinician but is 
recommended in the last few days of life. 


 
 
 


   


SYMPTOM PRESENT  SYMPTOM ABSENT BUT ANTICIPATED 
      


Give HALOPERIDOL 
2.5mg s/c stat injection 
(Elderly: 0.5-1mg) 


 Prescribe HALOPERIDOL 2.5mg PRN s/c. 
(Elderly: 0.5-1mg) 


    
Review dosage after 24hrs.  
If 2 or more doses are 
needed consider syringe 
pump.(Community staff only: 
see syringe pump guidelines in 
Palliative Care Directory on Trust 
Intranet)  


 Be aware of the extrapyramidal side-
effects in persons with Parkinson’s 
disease 


    
HALOPERIDOL 2.5-5mg s/c 
via syringe pump over 24hrs.  
(Elderly: 1-3mg) 


 


   


                     YES                         NO 
      


 
Review every 4 hours 


 Prescribe saliva replacement for 
liberal and frequent application 
to dry mouth and educate family 
in how to provide mouth care. 


    
  1-2 hourly cleaning/moistening 


of mouth. 
   
  Treat oral thrush with Nystatin 


5ml qds. 


For patients with Parkinson’s 
disease, please consider 
discussing alternative antiemetic 
medication with the specialist 
palliative care team, as 
haloperidol may worsen 
extrapyramidal symptoms and 
cause discomfort.  
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End of Life Care 
Plan: 
Individual needs 


 
Person Name: 
 
DOB: 
 
NHS No: 


 
Please sign and document the time 
to confirm that you addressed each 
of these areas. 
 If intervention/action is needed 
document in the evaluation section. 


Date 
 
 


Date 
 


Date 
 


Date 
 


Date 
 


Date 
 


Time 
 


Time 
 


Time 
 


Time 
 


Time 
 


Time 
 


1. Are there any continence needs? 
Yes/No Y/N Y/N Y/N Y/N Y/N Y/N 
2. Is there any hygiene needs? 
Yes/No Y/N Y/N Y/N Y/N Y/N Y/N 
3. Is the person in pain? Yes/No If yes 
report to RN Y/N Y/N Y/N Y/N Y/N Y/N 
4. Is the person agitated? Yes/No If 
yes, report to RN Y/N Y/N Y/N Y/N Y/N Y/N 
5. Does the person have chest 
secretions? If yes, report to RN Y/N Y/N Y/N Y/N Y/N Y/N 
6. Is the person nauseated/vomiting? 
Yes/No If yes, report to RN Y/N Y/N Y/N Y/N Y/N Y/N 
7. Is the person breathless? Yes/No If 
yes, report to RN Y/N Y/N Y/N Y/N Y/N Y/N 
8. Does the person need 
repositioning? Yes/No Y/N Y/N Y/N Y/N Y/N Y/N 
 9. Oral intake-does the person want 
food and drink? Yes/No 
If not eating and drinking, has mouth 
care been provided? Yes/No 


  Y/N Y/N Y/N Y/N Y/N Y/N 


 Y/N Y/N Y/N Y/N Y/N Y/N 


10. Is there anything else you can do 
for the person or family? Consider 
spiritual, psychological, emotional, 
physical needs. Yes/No 


Y/N Y/N Y/N Y/N Y/N Y/N 


11. Do they have any further 
questions you can help with? Yes/No Y/N Y/N Y/N Y/N Y/N Y/N 
12. Any other problems? Yes/No  Y/N Y/N Y/N Y/N Y/N Y/N 
13. Is a visit by the Doctor necessary 
to review medications/prescriptions, 
support family, and answer 
questions/address concerns/review 
suitability of care plan? 


Y/N Y/N Y/N Y/N Y/N Y/N 


14. Is there enough anticipatory 
medication to allow PRN doses and 
an increase of syringe pump doses? If 
not please contact GP during hours to 
ensure person will not run out 
overnight/weekend/long weekend 


Y/N Y/N Y/N Y/N Y/N Y/N 


Please complete the individual care plan at each visit if in persons home, or every 4 hours if in a 
care home. Additional care plans can be used according to the individual persons requirement (e.g. 
pressure area care, catheter care) 
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End of Life Care 
Plan: 
Evaluation/actions 


 
Person Name: 
 
DOB:  
 
NHS NO: 


   
Date/ 
Time 


Evaluation of Care Plan/multidisciplinary progress Signature/ Print 
Name 
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End of Life Care 
Plan: 
Evaluation/actions 


 
Person Name: 
 
DOB:  
 
NHS NO: 


   
Date/ 
Time 


Evaluation of Care Plan/multidisciplinary progress Signature/ Print 
Name 
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End of Life Care 
Plan: 
Evaluation/actions 


 
Person Name: 
 
DOB:  
 
NHS NO: 


   
Date/ 
Time 


Evaluation of Care Plan/multidisciplinary progress Signature/ Print 
Name 
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End of Life Care 
Plan: 
Individual needs 


Person Name: 
 
DOB: 
 
NHS No: 


 
Please sign and document the time 
to confirm that you addressed each 
of the areas. 
If intervention/action is needed 
document on the evaluation 
section. 


Date 
 
 


Date 
 


Date 
 


Date 
 


Date 
 


Date 
 


Time 
 


Time 
 


Time 
 


Time 
 


Time 
 


Time 
 


1. Are there any continence needs?  
Yes/No Y/N Y/N Y/N Y/N Y/N Y/N 
2. Are there any hygiene needs? 


Yes/No Y/N Y/N Y/N Y/N Y/N Y/N 
3. Is the person in pain? Yes/No 
If yes, report to RN Y/N Y/N Y/N Y/N Y/N Y/N 
4. Is the person agitated? Yes/No 
If yes, report to RN Y/N Y/N Y/N Y/N Y/N Y/N 
5. Does the person have chest 
secretions? Yes/No If yes, report to 
RN 


Y/N Y/N Y/N Y/N Y/N Y/N 


6. Is the person nauseated/vomiting? 
Yes/No If yes, report to RN Y/N Y/N Y/N Y/N Y/N Y/N 
7. Is the person breathless? Yes/No 
If yes, report to RN Y/N Y/N Y/N Y/N Y/N Y/N 
8. Does the person need 
repositioning? Yes/No Y/N Y/N Y/N Y/N Y/N Y/N 
9. Oral intake – does the person want 
food or drink? Yes/No 
If not eating and drinking, has mouth 
care been provided? Yes/No 


Y/N Y/N Y/N Y/N Y/N Y/N 


Y/N Y/N Y/N Y/N Y/N Y/N 


10. Is there something else you can do 
for the person or family? Consider 
spiritual, psychological, emotional, 
physical needs. Yes/No 


Y/N Y/N Y/N Y/N Y/N Y/N 


11. Do they have any questions that 
you can help with? Yes/No Y/N Y/N Y/N Y/N Y/N Y/N 
12. Any other problems? Yes/No 
 Y/N Y/N Y/N Y/N Y/N Y/N 


13. Is a visit by the Doctor necessary 
to review medications/prescriptions, 
support family, and answer questions/ 
address concerns/review suitability of 
care plan? Yes/No 


Y/N Y/N Y/N Y/N Y/N Y/N 


14. Is there enough anticipatory 
medication to allow PRN doses and 
increase of syringe pump doses? If 
not contact GP during hours to ensure 
person will not run out 
overnight/weekend/long weekend 


 Y/N Y/N Y/N Y/N Y/N 


Please complete the individual care plan at each visit if in persons home, or every 4 hours if in a 
care home. Additional care plans can be used according to the individual persons requirement (e.g. 
pressure area care, catheter care) 
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End of Life Care 
Plan: 
Evaluation/actions 


 
Person Name: 
 
DOB:  
 
NHS NO: 


   
Date/ 
Time 


Evaluation of Care Plan/multidisciplinary progress Signature/ Print 
Name 
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End of Life Care 
Plan: 
Evaluation/actions 


 
Person Name: 
 
DOB:  
 
NHS NO: 


   
Date/ 
Time 


Evaluation of Care Plan/multidisciplinary progress Signature/ Print 
Name 
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End of Life Care 
Plan: 
Evaluation/ actions 


 
Person Name: 
 
DOB:  
 
NHS NO: 


   
Date/ 
Time 


Evaluation of Care Plan/multidisciplinary progress Signature/ Print 
Name 
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End of Life Care 
Plan: 
Individual needs 


 
Person Name: 
 
DOB: 
 
NHS No: 


 
Please sign and document the time 
to confirm that you addressed each 
of the areas. 
If intervention/action is needed 
document on the evaluation 
section. 


Date 
 
 


Date 
 


Date 
 


Date 
 


Date 
 


Date 
 


Time 
 


Time 
 


Time 
 


Time 
 


Time 
 


Time 
 


1. Are there any continence needs?  
Yes/No Y/N Y/N Y/N Y/N Y/N Y/N 


2. Are there any hygiene needs?  
Yes/No Y/N Y/N Y/N Y/N Y/N Y/N 


3. Is the person in pain? Yes/No 
If yes, report to RN Y/N Y/N Y/N Y/N Y/N Y/N 
4. Is the person agitated? Yes/No 
If yes, report to RN Y/N Y/N Y/N Y/N Y/N Y/N 
5. Does the person have chest 
secretions? Yes/No 
If yes, report to RN 


Y/N Y/N Y/N Y/N Y/N Y/N 


6. Is the person nauseated/vomiting?  
Yes/No If yes, report to RN Y/N Y/N Y/N Y/N Y/N Y/N 
7. Is the person breathless? Yes/No 
If yes, report to RN Y/N Y/N Y/N Y/N Y/N Y/N 
8. Does the person need 
repositioning? Yes/No Y/N Y/N Y/N Y/N Y/N Y/N 
9. Oral intake – does the person want 
food or drink? Yes/No 
If not eating and drinking, has mouth 
care been provided? Yes/No 


Y/N Y/N Y/N Y/N Y/N Y/N 


Y/N Y/N Y/N Y/N Y/N Y/N 


10. Is there something else you can 
do for the person or family? Consider 
spiritual, psychological, emotional, 
physical needs. Yes/No 


Y/N Y/N Y/N Y/N Y/N Y/N 


11. Do they have any questions that 
you can help with? Yes/No Y/N Y/N Y/N Y/N Y/N Y/N 
12. Any other problems? Yes/No 
 Y/N Y/N Y/N Y/N Y/N Y/N 
13. Is a visit by the doctor necessary 
to review medications/prescriptions, 
support family, and answer questions/ 
address concerns/review suitability of 
care plan? Yes/No 


Y/N Y/N Y/N Y/N Y/N Y/N 


14. Is there enough anticipatory 
medication to allow PRN doses and 
increase of syringe pump doses? If 
not contact GP during hours to ensure 
person will not run out 
overnight/weekend/long weekend 


Y/N Y/N Y/N Y/N Y/N Y/N 


Please complete the individual care plan at each visit if in persons home, or every 4 hours if in a 
care home. Additional care plans can be used according to the individual persons requirement (e.g. 
pressure area care, catheter care) 
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End of Life Care 
Plan: 
Evaluation/actions 


 
Person Name: 
 
DOB:  
 
NHS NO: 


   
Date/ 
Time 


Evaluation of Care Plan/multidisciplinary progress Signature/ Print 
Name 
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End of Life Care 
Plan: 
Individual needs 


 
Person Name: 
 
DOB: 
 
NHS No: 


 
Please sign and document the time 
to confirm that you addressed each 
of the areas. 
If intervention/action is needed 
document on the evaluation 
section. 


Date 
 
 


Date 
 


Date 
 


Date 
 


Date 
 


Date 
 


Time 
 


Time 
 


Time 
 


Time 
 


Time 
 


Time 
 


1. Are there any continence needs? 
Yes/No Y/N Y/N Y/N Y/N Y/N Y/N 


2. Are there any hygiene needs?  
Yes/No Y/N Y/N Y/N Y/N Y/N Y/N 


3. Is the person in pain? Yes/No 
If yes, report to RN Y/N Y/N Y/N Y/N Y/N Y/N 
4. Is the person agitated? Yes/No 
If yes, report to RN 
 


Y/N Y/N Y/N Y/N Y/N Y/N 


5. Does the person have chest 
secretions? Yes/No If yes, report to 
RN 


Y/N Y/N Y/N Y/N Y/N Y/N 


6. Is the person nauseated/vomiting? 
Yes/No If yes, report to RN Y/N Y/N Y/N Y/N Y/N Y/N 
7. Is the person breathless? Yes/No 
If yes, report to RN Y/N Y/N Y/N Y/N Y/N Y/N 
8. Does the person need 
repositioning? Yes/No Y/N Y/N Y/N Y/N Y/N Y/N 
9. Oral intake – does the person want 
food or drink? Yes/No 
If not eating and drinking, has mouth 
care been provided? Yes/No 


Y/N Y/N Y/N Y/N Y/N Y/N 


Y/N Y/N Y/N Y/N Y/N Y/N 


10. Is there something else you can 
do for the person or family? Consider 
spiritual, psychological, emotional, 
physical needs. Yes/No 


Y/N Y/N Y/N Y/N Y/N Y/N 


11. Do they have any questions that 
you can help with? Yes/No 
 


Y/N Y/N Y/N Y/N Y/N Y/N 


12. Any other problems? Yes/No Y/N Y/N Y/N Y/N Y/N Y/N 
13. Is a visit by the doctor necessary 
to review medications/prescriptions, 
support family, and answer questions/ 
address concerns/review suitability of 
care plan? Yes/No 


Y/N Y/N Y/N Y/N Y/N Y/N 


14. Is there enough anticipatory 
medication to allow PRN doses and 
increase of syringe pump doses? If 
not contact GP during hours to ensure 
person will not run out 
overnight/weekend/long weekend 


Y/N Y/N Y/N Y/N Y/N Y/N 


Please complete the individual care plan at each visit if in persons home, or every 4 hours if in a 
care home. Additional care plans can be used according to the individual persons requirement (e.g. 
pressure area care, catheter care) 
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End of Life Care 
Plan: 
Evaluation/actions 


 
Person Name: 
 
DOB:  
 
NHS NO: 


   
Date/ 
Time 


Evaluation of Care Plan/multidisciplinary progress Signature/ Print 
Name 
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End of Life Care 
Plan: 
Individual needs 


 
Person Name: 
 
DOB: 
 
NHS No: 


 
Please sign and document the time 
to confirm that you addressed each 
of the areas. 
If intervention/action is needed 
document on the evaluation 
section. 


Date 
 
 


Date 
 


Date 
 


Date 
 


Date 
 


Date 
 


Time 
 


Time 
 


Time 
 


Time 
 


Time 
 


Time 
 


1. Are there any continence needs? 
Yes/No Y/N Y/N Y/N Y/N Y/N Y/N 
2. Are there any hygiene needs?  
Yes/No Y/N Y/N Y/N Y/N Y/N Y/N 
3. Is the person in pain? Yes/No 
If yes, report to RN Y/N Y/N Y/N Y/N Y/N Y/N 
4. Is the person agitated? Yes/No 
If yes, report to RN Y/N Y/N Y/N Y/N Y/N Y/N 
5. Does the person have chest 
secretions? Yes/No If yes, report to 
RN 


Y/N Y/N Y/N Y/N Y/N Y/N 


6. Is the person nauseated/vomiting? 
Yes/No If yes, report to RN Y/N Y/N Y/N Y/N Y/N Y/N 
7. Is the person breathless? Yes/No 
If yes, report to RN Y/N Y/N Y/N Y/N Y/N Y/N 
8. Does the person need 
repositioning? Yes/No 
 


Y/N Y/N Y/N Y/N Y/N Y/N 


9. Oral intake – does the person want 
food or drink? Yes/No 
If not eating and drinking has 
mouthcare been provided? Yes/No 


Y/N Y/N Y/N Y/N Y/N Y/N 


Y/N Y/N Y/N Y/N Y/N Y/N 
10. Is there something else you can 
do for the person or family? Consider 
spiritual, psychological, emotional, 
physical needs. Yes/No 


Y/N Y/N Y/N Y/N Y/N Y/N 


11. Do they have any questions that 
you can help with?  Y/N Y/N Y/N Y/N Y/N Y/N 
12. Any other problems? Y/N Y/N Y/N Y/N Y/N Y/N 
13. Is a visit by the doctor necessary 
to review medications/prescriptions, 
support family, and answer questions/ 
address concerns/review suitability of 
care plan? Yes/No 


Y/N Y/N Y/N Y/N Y/N Y/N 


14.  Is there enough anticipatory 
medication to allow PRN doses and 
increase of syringe pump doses? If 
not contact GP during hours to ensure 
person will not run out 
overnight/weekend/long weekend 


Y/N Y/N Y/N Y/N Y/N Y/N 


Please complete the individual care plan at each visit if in persons home, or every 4 hours if in a 
care home. Additional care plans can be used according to the individual persons requirement (e.g. 
pressure area care, catheter care) 
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End of Life Care 
Plan: 
Evaluation/actions 


 
Person Name: 
 
DOB:  
 
NHS NO: 


   
Date/ 
Time 


Evaluation of Care Plan/multidisciplinary progress Signature/ Print 
Name 
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End of Life Care 
Plan: 
Individual needs 


Person Name: 
 
DOB: 
 
NHS No: 


 
Please sign and document the time 
to confirm that you addressed each 
of the areas. 
If intervention/action is needed 
document on the evaluation 
section. 


Date 
 
 


Date 
 


Date 
 


Date 
 


Date 
 


Date 
 


Time 
 


Time 
 


Time 
 


Time 
 


Time 
 


Time 
 


1. Are there any continence needs? 
Yes/No Y/N Y/N Y/N Y/N Y/N Y/N 
2. Are there any hygiene needs? 
Yes/No Y/N Y/N Y/N Y/N Y/N Y/N 
3. Is the person in pain? Yes/No 
If yes, report to RN Y/N Y/N Y/N Y/N Y/N Y/N 
4. Is the person agitated? Yes/No 
If yes, report to RN Y/N Y/N Y/N Y/N Y/N Y/N 
5. Does the person have chest 
secretions? Yes/No  
If yes, report to RN 


Y/N Y/N Y/N Y/N Y/N Y/N 


6. Is the person nauseated/vomiting?  
Yes/No If yes, report to RN Y/N Y/N Y/N Y/N Y/N Y/N 
7. Is the person breathless? Yes/No 
If yes, report to RN Y/N Y/N Y/N Y/N Y/N Y/N 
8. Does the person need 
repositioning? Yes/No Y/N Y/N Y/N Y/N Y/N Y/N 
9. Oral intake – does the person want 
food or drink? Yes/No 
if not eating and drinking has 
mouthcare been provided? Yes/No 


Y/N Y/N Y/N Y/N Y/N Y/N 


Y/N Y/N Y/N Y/N Y/N Y/N 
10. Is there something else you can 
do for the person or family? Consider 
spiritual, psychological, emotional, 
physical needs. Yes/No 


Y/N Y/N Y/N Y/N Y/N Y/N 


11. Do they have any questions that 
you can help with? Yes/No Y/N Y/N Y/N Y/N Y/N Y/N 
12. Any other problems?  Y/N Y/N Y/N Y/N Y/N Y/N 
13 Is a visit by the doctor necessary 
to review medications/prescriptions, 
support family, and answer questions/ 
address concerns/review suitability of 
care plan? Yes/No 


Y/N Y/N Y/N Y/N Y/N Y/N 


14. Is there enough anticipatory 
medication to allow PRN doses and 
increase of syringe pump doses? If 
not contact GP during hours to ensure 
person will not run out 
overnight/weekend/long weekend. 


Y/N Y/N Y/N Y/N Y/N Y/N 


Please complete the individual care plan at each visit if in persons home, or every 4 hours if in a 
care home. Additional care plans can be used according to the individual persons requirement (e.g. 
pressure area care, catheter care) 
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End of Life Care 
Plan: 
Evaluation/ actions 


 
Person Name: 
 
DOB:  
 
NHS NO: 


   
Date/ 
Time 


Evaluation of Care Plan/multidisciplinary progress Signature/ Print 
Name 
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Section 3 - Care after death  
 
Have the express wishes on care at death and afterwards (page 10) been followed? Yes/No 
Please describe action………………………………………………………………………………………… 
 
Verification of death 
Date and time of death: ……………………………………………………………………………………………. 
 
Date and time of verification of death…………………………………………………………………………….. 
 
Details of doctor or senior nurse who verified death:                Name:………………………………………… 
Designation:…………………………………………..                  Signature……………………………………... 
 
Nurses can only verify a person’s expected death (pronounce a person has died) if they have 
undertaken the training and the person has been seen by a doctor within the last 2 weeks before 
death 
Date of last doctor review……………………….. 


 
Persons (family/ staff) present at time of death (name/contact numbers): …………………………………… 
 
…………………………………………………………………………………………………………………………. 
Relative or carer present at the time of death:              Yes/No 
 
If not present, have the Family been notified?              Yes/No   
 


 
Name of relative informed (if not present): .……………………………………………………….....  
 
 
Relationship to the deceased:………………………………………………………. 
 


 
Care of the body after death 
 
The deceased person must be treated with respect while personal cares are undertaken this may 
include specific personal, religious or spiritual care needs.  
Does the person have a religious faith that is important to them? Yes/No 
If yes, state which…………………………………………………………………………. 
Refer to EoLC for Faiths and Cultures guidelines, on Share Point> Public Site> EOL> ICODD or  
https://www.locala.org.uk/your-healthcare/end-of-life-care/ or read Guidelines about Faiths and Cultures 
on the Chaplaincy page of the trust Intranet before undertaking personal care needs. 
 
 
Record action taken: ……………………………………………………………………………………………… 
 
 
 
Subject to the above:  
Universal precautions and local policy and procedures including infection risk adhered to. 
Organisational policy followed for the management and storage of person’s valuables and belongings. 
Organisational policy followed for the management of ICDs, where appropriate. 
Care after Death Policy 


Person Name:        NHS No: 
 


DOB:         Hospital No: 
 


 
 
 



https://www.locala.org.uk/your-healthcare/end-of-life-care/



		PERSON IS PAIN CONTROLLED BUT UNABLE TO TAKE ORAL MEDICATION

		      PERSON IS IN PAIN AND UNABLE TO TAKE ORAL MEDICATION

		NB: If eGFR is less than 40, use oxycodone; seek advice. If eGFR is less than 10, seek specialist advice. In elderly, frail patients, dose reduction may be required.

		To convert from other opioids and other palliative care advice please contact the relevant Specialist Palliative Care Team, (see page 3).

		SYMPTOM ABSENT BUT ANTICIPATED

		   SYMPTOM PRESENT

		NB:  If EGFR less than 40, use oxycodone; seek advice.  If EGFR less than 10, seek specialist advice.  In elderly, frail individuals, dose reduction may be required.

		To convert from other opioids, contact the Palliative Care Team Page 3.

		Remember that other antiemetics may be helpful.  If haloperidol is ineffective after 2 doses or symptoms persist contact the relevant Specialist Palliative Care Team, see page 3.



		SYMPTOM ABSENT BUT ANTICIPATED

		SYMPTOM PRESENT

		                      NO

		                     YES 
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Clinical guidelines for children and 
young people with palliative care needs 
in all care settings during the COVID-
19 pandemic 


17 April 2020 


This clinical guidance, produced by the Association of Paediatric Palliative Medicine (APPM), 


is aimed at all professionals looking after children and young people with palliative care 


needs who are infected with COVID-19, potentially entering their end of life phase and the 


decision is not for medical escalation into paediatric intensive care.  


Children and young people 


It is important to remember that most people with COVID-19 will survive and recover. 


Children and young people (CYP), on the whole, experience mild or moderate symptoms. 


Notwithstanding this, CYP with palliative care needs may become more vulnerable when 


exposed to COVID-19, impacting on a CYP’s already vulnerable health status.  


Decision-making around treatment escalation plans 


In the context of the COVID-19 pandemic, decisions about treatment escalation or shifting 


the focus to palliative care may need to be made rapidly. Ideally health and care 


professionals should be identifying high-risk patients early and ensuring advance care 


planning discussions take place. Conversations around specific pandemic concerns should 


be addressed and may include: 


• Delivery of end of life care in the family’s preferred place not being possible (eg due to 


workforce limitations and restrictions on transfer of patients between care settings). 


• Awareness that the presence of family members may be limited, including the end of 


life phase (because family members are needing to self-isolate and/or access is 


restricted by an institution’s infection control policies).  
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Where escalation of medical intervention onto a paediatric intensive care unit is not 


considered appropriate, care will continue with a change in its focus to high quality, 


compassionate, palliative care. 


Contacting specialist paediatric palliative care  


Some regions have access to specialist paediatric palliative care teams. These teams can 


provide tailored advice and support. It is important to know how to contact your local 


paediatric palliative care service for advice and support. Consider contacting when: 


• patient already known to specialist palliative care 


• needing support and guidance on symptom management or not responding to clinical 


guidelines 


• complex symptoms that require specialist advice 


• decision not to escalate treatment in the face of deterioration or uncertain prognosis.  


Principles of palliative care 


Despite the challenging circumstances of the COVID-19 pandemic, the importance of holistic 


child and family centred care is recognised and should be offered, albeit, in potentially new, 


unique and innovative ways.  


Clinical approach 


• Consider and treat reversible causes, eg secondary bacterial infections. 


• Many patients will survive. Managing their symptoms during this period remains 


important. 


• Use non-pharmacological approaches, especially in mild to moderate infections.  


• If the patient is severely distressed by shortness of breath and/or agitated, then stat 


doses of medication delivered by SC/IV/buccal offers rapid relief compared to 


infusions and oral routes.  


Symptoms of COVID-19 


The end of life phase can be distressing and rapid, lasting just a few hours. The most 


common end of life symptoms have been addressed (see Appendix 1): 


• pyrexia and rigors 


• severe dyspnoea 


• cough 


• delirium and agitation. 


Challenges in secretion management in some patients who have an underlying neurological 


disorder have also been reported and may be pertinent to the paediatric population, requiring 


a fine balance between removing and/or ‘drying-up’ copious loose secretions and loosening 


thick tenacious secretions.    
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Non-pharmacological 
measures 


Pharmacological 
measures* 


Appendix 1  


1.1 Management of fever in children and young people at end of life with 
recognised coronavirus infection COVID-19 outbreak 


 
 
 
 
 
 
 
 
 


 
    


  
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 


 
 
 
 
 
 
 
 
 


Fever is when a human's body temperature goes above the normal range of 36–37° Centigrade (98–
100° Fahrenheit). It is a common medical sign. Other terms for a fever include pyrexia and controlled 
hyperthermia. As the body temperature goes up, the person may feel cold until it levels off and stops 
rising. 


• significant fever is defined 


as a body temperature of: 


o 37.5oC or greater (oral) 


o 37.2oC or greater 


(axillary) 


o 37.8oC or greater 


(tympanic) 


o 38oC or greater (rectal) 


o A few children may 
have an altered central 
thermostat related to 
their neuro-disability. In 
these cases, smaller 
temperature rises may 
require earlier 
intervention 
 


• associated signs & 
symptoms: 
o shivering 
o shaking 
o chills 
o Flushed face or cheeks 
o aching muscles and 


joints 
o other body aches 


• reduce room temperature 


• wear loose clothing 


• cooling the face by using a 
cool flannel or cloth 


• keep well hydrated 


• cooling the face by using a 
cool flannel or cloth  


• portable fans used in 
clinical areas have been 
linked to cross infection in 
health and social care 
facilities, although there is 
no strong evidence yet 


• portable fans are not 
recommended for use 
during outbreaks of 
infection or when a patient 
is known or suspected to 
have an infectious agent 


Is it fever? 


Paracetamol PO/IV/PR 
 
Dose is dependent on age 
and route (cBNF) 
 
NSAIDS is contraindicated in 
COIVD-19 infections. 
At end of life, clinicians need 
to consider its benefit on a 
case by case, in reducing the 
fever.  


It is generally understood that children and young people experience milder coronavirus symptoms 
compared with adults. However, these guidelines have been written to support symptom 
management, in the potentially rare event, of a children or young people with a life limiting condition 
whose advance care plan is not for escalation into a paediatric intensive care unit.  
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*For SC/IV and neonate/infant dosing: consult the APPM formulary 2020 
(https://www.appm.org.uk/guidelines-resources/appm-master-formulary/) 
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Pharmacological 
measures*: first line 


Pharmacological 
measures*: second line 


 


 
 
 
 


1.2 Management of delirium for children and young people at end of life 
with recognised coronavirus infection COVID-19 outbreak 


 
 
 
 
 
 
 
 
 
 


 
 


 
   


  
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 


 
 
 
 
 
 
 
 


Management of this symptom, which is distressing for parents, carers and staff (patients are 
usually unaware of what they are doing at this time), can be troublesome. Through use of the 
medications above, titrated appropriately, this can usually be managed effectively. 
Delirium may be reduced with important delirium prevention strategies (orientation, 
management of fever and hypoxia, treatment of urinary tract infections, etc). 


 
*For SC/IV and neonatal/infant dosing: consult the APPM formulary 2020 
(https://www.appm.org.uk/guidelines-resources/appm-master-formulary/).  


• Midazolam  buccal 
o For 1-9 years: 


Midazolam buccal 
50-100micrograms/kg  
(max 2.5mg) 
 


o For 10-17years: 
Midazolam buccal 1.5-3mg 


 
 


 


Option 1 
1-17years:  
Haloperidol  
10-20 micrograms/kg every 8-
12 hours PRN PO  
(max: 5mg twice a day) 
 
Option 2 
2-11 years: 
Levomepromazine  
50-100 micrograms/kg 
twice/day PRN PO 
(max 1mg/kg/dose; 
25mg/dose)  
 
12-17 years:  
Levomepromazine  
3mg twice/day PRN PO 
(max dose 25mg/dose) 
 


  Option 3 
  For 10-17 years: 
  Lorazepam S/L 0.5-1mg  
 TDS PRN 


 


Delirium is an acute confusional state that can happen when someone is ill. It is a sudden 
change over a few hours or days and tends to vary at different times of day. People may be confused 
at sometimes and then seem their normal selves at other times. People who become delirious may 
start behaving in ways that are unusual for them- they may become more agitated than normal or feel 
more sleepy and withdrawn. 


 


 


 


 


• identify and manage the 
possible underlying cause 
or combination of causes, 
eg fever 
 


• ensure effective 
communication and 
reorientation (for example 
explaining where the 
person is, who they are, 
and what your role is) and 
provide reassurance for 
people diagnosed with 
delirium 


 


• parents, carers, family and 
familiar health 
professionals may offer 
more reassurance 


 


• familiar surrounding  


 


Non-pharmaceutical 
measures 


It is generally understood that children and young people experience milder coronavirus symptoms 
compared with adults. However, these guidelines have been written to support symptom 
management, in the potentially rare event, of a children or young people with a life limiting condition 
whose advance care plan is not for escalation into a paediatric intensive care unit.  
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Non-pharmacological 
measures 


Pharmacological 
measures* 


1.3 Management of cough for children and young people at end of life 
with recognised coronavirus infection COVID-19 outbreak 


 
 
 
 
 
 
 
 


 
 


 
    


  
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 


                     
                                                                  


 
 
 
 
 


 


 


Cough is a protective reflex response to airway irritation and is triggered by stimulation of airway 
cough receptors by either irritants or by conditions that cause airway distortion. 


 


To minimise the risk of cross-
transmission: 


• cover the nose and mouth 
with a disposable tissue 
when sneezing, coughing, 
wiping & blowing the nose 


 


• dispose of used tissues 
promptly into clinical waste 
bin used for infectious or 
contaminated waste 


 


• clean hands with soap and 
water, alcohol hand rub or 
hand wipes after coughing, 
sneezing, using tissues, or 
after contact with 
respiratory secretions or 
objects contaminated by 
these secretions 


 


• humidify room air 
 


• oral fluids 
 


• honey & lemon in warm 
water 
 


• elevate the head when 
sleeping 


 


• If history of reactive 
airways consider 
Salbutamol or Atrovent 
inhaler/ nebuliser 


• Suppress cough, eg 
Simple Linctus 5ml to 
10ml TDS to QDS 
 


If these measures fail, seek 
specialist advice, to discuss: 


• For persistent irritant 
cough, morphine sulphate 
immediate release 
solution 30-50% of pain 
dose.  


• If no cough after 72hrs 
reduce and stop 


Further option: 


• Sodium Cromoglycate 
aerosol inhalation 
5mg/dose 1-2 puff QDS  


Cough hygiene 


It is generally understood that children and young people experience milder coronavirus symptoms 
compared with adults. However, these guidelines have been written to support symptom 
management, in the potentially rare event, of a children or young people with a life limiting condition 
whose advance care plan is not for escalation into a paediatric intensive care unit.  


 


*For SC/IV and neonatal/infant dosing: consult the APPM formulary 2020 
(https://www.appm.org.uk/guidelines-resources/appm-master-formulary/). 
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Non-pharmacological 
measures 


Pharmacological 
measures* 


1.4 Management of breathlessness in children and young people at end of 
life with recognised coronavirus infection COVID-19 outbreak 


 
 
 
 
 
 
 
 
 
 
 


 
    


  
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 


 
 
 
 
 
 
 
 


Breathlessness is the subjective sensation of discomfort with breathing and is a common cause of 
major suffering in people with acute, advanced and terminal disease. Treat reversible conditions. 
Both COVID-19 and non-COVID-19 conditions (eg respiratory compromise secondary to their 
neurodisability, metastatic lung disease) may cause severe breathlessness / distress toward end 
of life. 


 
 


• both COVID-19 and non-
COVID-19 conditions may 
cause severe distress / 
breathlessness toward 
end of life 


• consider reversible or 
contributing causes eg 
fever, pain, wheeze 


• observe signs/symptoms 
of breathlessness: 
o Fatigue 
o Peripheral/central 


cyanosis 
o Reduced peripheral 


perfusion 
o Increased respiratory 


rate  
o Increased respiratory 


effort: tracheal tug, 
grunting, intercostal/ 
subcostal recession 
and 
‘abdominal breathing’ 
in infants 


• Consider checking oxygen 
saturation  


 


• positioning (child often finds 
best position themselves) 
 


• relaxation techniques 
 


• reduce room temperature 
 


• cooling the face by using a 
cool flannel or cloth 
 


• portable fans used in clinical 
areas have been linked to 
cross infection in health and 
social care facilities, 
although there is no strong 
evidence yet 
 


• portable fans are not 
recommended for use 
during outbreaks of infection 
or when a patient is known 
or suspected to have an 
infectious agent 


• forward) 


• Relaxation techniques, 
CD or DVD 
o Reducing room 


temperature 
o Cooling the face by 


using a cool flannel or 
cloth 


 


• humidified oxygen (no 
evidence of benefit in the 
absence of hypoxaemia) 
 


• opioids may reduce the 
perception of breathlessness 
o For 1-11 years:  


Oramorph (10mg/5ml) 
100micrograms/kg  
(max 2.5mg) 4hrly PO PRN 
 


o For 12-17years: 
Oramorph (10mg/5ml) 
2.5mg every 4hrly PO PRN 


 


• anxiolytics for 
agitation/distress 


o For 1-9 years: 
Midazolam buccal 
50-100micrograms/kg PRN 
(max 2.5mg) 


o For 10-17years: 
Midazolam buccal 1.5-3mg  


o For 10-17 years: 
Lorazepam S/L 0.5-1mg 
TDS PRN 


Reversible causes 


It is generally understood that children and young people experience milder coronavirus symptoms 
compared with adults. However, these guidelines have been written to support symptom 
management, in the potentially rare event, of a children or young people with a life limiting condition 
whose advance care plan is not for escalation into a paediatric intensive care unit.  
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*For SC/IV and neonatal/infant dosing: consult the APPM formulary 2020 
(https://www.appm.org.uk/guidelines-resources/appm-master-formulary/). 
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In the event of cardiac or respiratory arrest NO attempts at cardiopulmonary  
resuscitation (CPR) will be made. All other treatment should be given where appropriate. 


NHS No   Hospital No  Next of Kin / Emergency Contact 


Name 


Address 
 
 


 Relationship 


Postcode 
 


 Date of Birth 
 


 Tel Number 


Section 1   Reason for DNACPR decision:  Select as appropriate from A - D  
Details of all discussions, mental capacity assessments and MDT decisions must be recorded in the patient’s notes. 


A. 
 


 CPR has been discussed with this patient. It is against their wishes and they have the mental              
capacity to make this decision.  


B. 
 


 CPR is against the wishes of the patient as recorded in a valid advance decision 
                       The right to refuse CPR in an Advance Decision only applies from the age of 18.  


C. 
 


 The outcome of CPR would not be of overall benefit to the patient and: 


             i)  They lack the capacity to make the decision                          or    


             ii) They have declined to discuss the decision              


This represents a best interests decision and must be discussed with relevant others  


 


This has been discussed with …………….……….……(name) on......….……..….......  (date/time) Relationship to patient:……….……… 


D. 
 


 CPR would be of no clinical benefit because of the following medical conditions: 


…………………………………………………………………………………………………………………………………. 


In these situations when CPR is not expected to be successful,  


it is good practice to explain to the patient and/or relevant others why CPR will not be attempted.  


This has been discussed with the patient             Date:……..../..….../……….       Time: …………. 


This has not been discussed with the patient     Specify Reason: ……………………………………………. 


This has been discussed with ……………….…………(name) on ..………..(date/time) Relationship to patient:……….……  


Section 2  Review of DNACPR decision: Select as appropriate from i OR ii  


i) DNACPR decision is to be reviewed by: ….…………………….   (specify date) 


Review Date Full Name and Designation Signature DNACPR still applies Next Review Date 


   
       (tick) 


 
 


   
       (tick) 


 


   
       (tick) 


 


 


ii) DNACPR decision is to remain valid until end of life                          (tick) 


Section 3  Healthcare professionals completing DNACPR form (Guidance overleaf) 
 


Date:  ……………………………    Time: ……….… 
 
Signature: ……………………………………………………….………………….. 
 


Print name:…………………………………………………………………………… 
 
Designation & Organisation ………………………………………………………. 
 


GMC / NMC No:……………………………………………………………………..                            


(Countersignature if required) 
 


Date:  ……………………………    Time: …..…..… 
 


Signature: ……………………………………………………….………………….... 
 


Print name:…………………………………………………………………………… 
 


Designation & Organisation ………………………………………………………… 
 


GMC / NMC No: …………………………………………………………………..….                            


 


(Guidance overleaf) 


 
 
DO NOT ATTEMPT CARDIOPULMONARY RESUSCITATION 


Yorkshire & Humber Regional Form for Adults and Young People aged 16 and over (v13) 


 


(Guidance overleaf) 
 


(Guidance overleaf) 
 


(Guidance overleaf) 


 







 
 


These guidelines are based on an agreement within the Yorkshire and Humber region.   
This form can be red or black-bordered. 


For more details refer to your local policy relating to DNACPR. 
This is not a legally binding document; the decision may change according to clinical circumstances 


 


Section 1 Guidance  (Please write legibly and with black ink)                                


Option A 


Record details in the patient’s notes, including the assessment of the patient’s mental capacity to make this decision.  
Option B  


The Mental Capacity Act (2005) confirms that an advance decision refusing CPR will be valid and therefore legally binding 
on the healthcare team, if:  


1. The decision is in writing, signed, witnessed and the patient is aged 18 or over;  


2. It includes a statement that the advance decision is to apply even if the patient’s life is at risk;  


3. The advance decision has not been withdrawn;  


4. The patient has not, since the advance decision was made, appointed a welfare attorney to  


         make decisions about CPR on their behalf; 


5. The patient has not done anything clearly inconsistent with its terms; and  


6. The circumstances that have arisen match those envisaged in the advance decision. 
16 and 17-year-olds: Whilst 16 and 17-year-olds with capacity are treated as adults for the purposes of consent, parental responsibility  


will continue until they reach age 18.  Legal advice should be sought in the event of disagreements on this issue between a young person  


of 16 or 17 and those holding parental responsibility  


Option C 


1. The term “overall benefit” is used in the context defined by GMC Guidance 2010 (Treatment & Care towards the   
End of Life; pg. 40-46; paragraphs 6, 13) and takes into account “best interests” as defined by the Mental 
Capacity Act, 2005. 


2. Whenever possible, this situation must be discussed with relevant others before completing the form. Record 
details of your discussion in the patient’s notes.  


3. The term “relevant others” is used to describe a patient’s relatives, carers, representatives, people with lasting  
power of attorney, independent mental capacity advocates (IMCAs), advocates, and court appointed deputies 
(refer to Mental Capacity Act) http://www.dh.gov.uk  


Option D 
  Record underlying condition/s (e.g. poor Left Ventricular Function, End stage obstructive airway disease,  


  disseminated malignancy) and complete necessary discussions with patient and/or relevant others as soon as possible 


Section 2    Review – In accordance with your Local Policy 


It is considered good practice to review DNACPR status in the following circumstances: 


• At the consultant ward round, MDT or Gold Standards Framework meeting; 


• On transfer of medical responsibility (e.g. hospital to community or vice versa); or 


• Whenever there are significant changes in a patient’s condition. 
 


Cancellation of DNACPR: When the form is no longer valid, either because the patient is for CPR or because a new form 
has been completed, it must be marked as cancelled by making two thick, dark, diagonal lines across the form, writing 
CANCELLED in large capitals and adding your signature and date. It should then be filed in the patient’s notes.  


 


Section 3 Authorisation 


Responsibility for making the DNACPR decision lies with a senior doctor (e.g. Consultant, GP) who has responsibility for 
the patient. In some localities, other healthcare professionals who have undertaken the necessary training may make the 
DNACPR decision.  


Countersignature: If junior medical staff or other authorised professionals have been instructed to sign the form by a 
senior clinician, the form should be countersigned by the senior doctor, as soon as possible or as per local policy. 


Any supplementary information (e.g. family informed by nursing staff at later stage) should be signed and dated by the 
entry. 


COMMUNICATING DNACPR DECISIONS 
It is the responsibility of the healthcare team completing the form to ensure that the DNACPR status is communicated to all 
who need to know. 
 


For patients being transferred between different care settings, it is essential that: 
 


1. Where patients are being transferred to community (e.g. home or care home): the DNACPR status and an explanation 
of the role of the form in an emergency should be communicated to patient (if appropriate) and ‘relevant others’. 
 


2. Send the original form with the patient.  A photocopy or carbon copy version should be retained in the patient’s notes 
for audit, marked with the words ‘COPY’ in large capitals, signed and dated.     


    


3. For discharges to community settings: communicate to the GP,  
Out of Hours service and any other relevant services as appropriate.   


v13 January 2014 
 Regional Review Date: January 2023 


  Regional Lead Contact: Palliative Medicine Consultant  
Calderdale & Huddersfield NHS Foundation Trust, West Yorkshire 


 



http://www.dh.gov.uk/
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If you have any comments about this leaflet or would like to 
receive more information please contact: 
 
 


Karen Hagreen  
Clinical Educator in End of Life Care 
Telephone: 01422 379151 
 


Julie Williams 
Macmillan Nurse Specialist for Palliative Care Education 
in Care Homes 
Telephone: 030 3330 9767 Mobile: 07976 484768 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 


                    


                        
 


 
 
 
 


 
 


The Care and Support of 
the Dying Person in 


Calderdale 
 


Information for the Dying Person and 
Relatives/Carers 


 


 







 
 


 


 


 


 


The doctors, nurses and carers in our hospitals, hospices, 


care homes and in the community are dedicated to caring 


well for people who are dying.  We also want to support 


their relatives/friends at what can be a very difficult time.  


It is vital that we get the important things right for the 


dying person. This will be different for each person, so we 


use an individualised care document for people in the last 


few days of life. 


 


We are happy to discuss anything that is not clear or 


answer any questions.  We hope this leaflet supports 


information that has already been discussed with you. 


 


 


 
 
 
 
 
 
 


 


 


 


 


 


 


 


 


 


It is very important that you know that the 
very best care is being provided for your 


loved one 


 
 


 


 


 


 


 


 







 
 


  


 


 
What type of care will my loved one receive? 


We want to assure dying people and their families that 


high quality care will be delivered with compassion 


following clear discussion with families.  A care document 


for people who are dying is used to help staff meet these 


needs and guide them in delivering the best care that they 


can at this time.  It is also a way of recording the special 


care that dying people and their families need. 


 


When is the Individualised Care of the Dying 
Document used? 
 
The Individualised Care of the Dying Document is used 


when the team of doctors and nurses: 


 


 have treated any reversible causes for a person’s 


deterioration, and 


 consider the person to be dying from their illness and 


in the last few hours or days of life. 


 
 


If there is anything you wish to discuss with a 
Doctor/Nurse/Carer please use the space below to 
make notes. 


 


 


 


 


 


 


 


 


 


 


 


 


 


 


 


 


 
 







 
 


 
What happens when the Individualised Care 
of the Dying Document is started? 
 


We will continue to offer our care and support as before.  


Medicines that are no longer helpful will be stopped but 


the doctors will ensure that important medicines (for pain, 


sickness or breathlessness) are given by different means 


if the person cannot swallow (by using syringe pumps for 


example).  Nursing staff/ care home staff will ensure that 


care continues with an emphasis on keeping your loved 


one comfortable   


How will a relative or carer know if the 
Individualised Care of the Dying Document is 


being used? 
 


The fact that the person’s illness is worsening should 


always be discussed with the main carer or key family 


members.  Where possible it will always be discussed 


with the person, although they may be too ill to talk.  


We will ask you if there is anything that is of special 
importance for your loved one at the end of life.  This 
might be good pain or symptom control, any religious or 
emotional needs, knowing that you are supported, or 
special requests at the point of death or after death.  The 
doctors or nurses will be happy to answer any of your 
questions 


 


After death 
 
The person is entirely unresponsive, breathing, heartbeat 


and pulse has stopped, the eyes are fixed and may be 


open or closed and there may be a loss of control of urine 


or bowels.  There may be a loss of saliva from the mouth. 


 


 


What to do after the death 
 
Do not call 999 - this is not necessary when a 
death is expected. 
 
Call your District Nurse or doctor so that the death 
can be verified.  
 
Call family, friends and any spiritual advisor you 
would like to come. 
 
Call the funeral director when the nurse or doctor has 
verified the death.  
 
There is no rush to call the funeral director if you 
wish to spend time with the person who has died. 


 


 
 







 
 


When death is very close 
 
When death is very close, within minutes or hours, 
the breathing pattern may change.  Sometimes there 
are long pauses between breaths.  The abdominal 
muscles (tummy) may take over the work and the 
abdomen will rise and fall instead of the chest.  If 
breathing appears laboured, remember that this is 
more distressing to you than it is to the dying person.  
The skin of the dying person can become pale, moist 
and slightly cool prior to death.  It is likely that they 
will not rouse from their sleep, but die peacefully, 
comfortably and quietly.  
 


What will happen when my loved one 
dies? 


 
We will do everything we can to make sure that your 
loved one is comfortable, pain-free and not in distress 
when they die.  When someone dies from a natural 
process, we cannot resuscitate them, and the doctors will 
already have made a decision not to attempt resuscitation 
(DNACPR) when they die. 


 
 
 
 
 


How often will the person be reviewed? 
The dying person will be reviewed as often as needed. It 


is important to give all necessary care whilst giving you 


some private time as a family.  If you feel we aren’t quite 


getting this balance right for you please let the 


clinical/care team know. 


If the person improves, what will happen? 
If the person’s condition improves, use of the 


Individualised Care to the Dying Document will stop and 


care will return to our usual care following discussion with 


your family.  Should the person deteriorate again, we will 


check to make sure the right care is given and will explain 


things to you again. 


What if a relative or carer disagrees with the 
use of an Individualised Care of the Dying 


Document? 
It is important that you feel supported and have the 


opportunity to talk with us about personalised care. We 


encourage persons and carers to share their views with 


us about any aspect of care, including the Individualised 


Care of the Dying Document.  We are happy to discuss 


this and answer questions about it.  If you would like to 


see a copy of the paperwork on which we record the care 


we provide, please ask to see this. 


It is very important that you know that the very best care 


is being provided for your loved one 







 
 


Medication/Treatment 
Medication will be reviewed and any that is not helpful at 


this time may be stopped and new medication prescribed. 


Medication to control symptoms will be given when 


needed. 


This will be carefully monitored to make sure that: 


 It is given at the right time; 


 Just enough is given to ease the symptom, and  


 No more than is needed is given 


It may not be possible to give medication by mouth at this 


time so medication may be given by injection or 


sometimes, if needed, by continuous infusion by a small 


device called a syringe pump.  This will be tailored to 


individual needs. 


It may not be appropriate to continue some tests at this 


time; these may include blood tests or blood pressure and 


temperature monitoring.  The team looking after your 


relative/friend will make regular assessments of his/her 


condition. 


The staff will talk to you about maintaining the person’s 


comfort; this will include discussion regarding position in 


bed, use of a special mattress and regular mouth care.  


You may want to be involved in elements of care at this 


time 


 


Religious/Spiritual/Cultural needs 


As part of the plan of care nurses and care staff will 
explore any needs, values, beliefs, wishes, desires or 
traditions that are important to the dying person and 
relative/friend.  These may be about religious, 
spiritual or cultural needs.  You may want to ask for 
specific support from a religious or spiritual advisor, 
regarding special needs now, at time of death or after 
death.  
 
Not everyone that dies has a formal religious tradition 
or belief but any specific needs at this time should be 
explored. 
 
 
 


Do you promote euthanasia? 
 


No - We will neither do anything to speed up someone’s 


death nor artificially prolong life.  We want to provide the 


best possible care in the last hours or days of life, and will 


tailor this to each person and their family. 


 
 
 
 
 
 
 







 
 


Changes in bladder or bowel patterns 
 
Do not worry if the need to pass urine or to have 
bowels opened decreases. This is normal when 
someone is dying.  


 
Changes in breathing 


 
People who suffer from breathlessness are often 
concerned that they will die fighting for their breath.  
Towards the end of life as the person becomes less 
active, the need for oxygen is greatly reduced.  
Relatives and friends often say that when the person 
is dying their breathing is easier than it has been for a 
long time. 
 
Breathing difficulties can be made worse by feelings 
of anxiety.  Knowing someone is close at hand is 
reassuring and can help reduce breathlessness 
caused by anxiety.  The dying person may have a 
noisy rattle to their breathing in the last hours of their 
life.  This is caused by a build- up of mucous in their 
chest, which they cannot cough up.  
 
The nurses may give them medication to ease this 
and changes of position may also help although you 
may find the noisy breathing upsetting it shouldn’t 
distress the dying person. 


 


Understanding the changes which occur 
before death 


 


The dying process is unique to each person but in most 


cases there are common characteristics or changes which 


help to indicate that person is dying. 


In order to reduce anxiety which often comes from the 
unknown, this leaflet describes some common features of 
the process of dying.  It anticipates questions you may 
want to ask and hopefully it will encourage you to seek 
further help and information.  
 
Any one of these signs can be attributed to something 


other than dying, so remember that the events described 


here are happening to a person whose illness is already 


so severe that life is threatened. 


The many changes which indicate that life is coming to an 


end fall into three main categories: 


 


1. Reduced need for food and fluids 


2. Withdrawing from the world 


3. Changes in breathing. 


 


 







 
 


Reduced need for food and drink 
 


Initially as weakness develops, the effort of eating and 


drinking may simply have become too much and at this 


time help with feeding/drinking might be appreciated. Your 


relative/friend will be supported to take food and fluids by 


mouth for as long as possible. 


Offer small helpings of their favourite food or drink, but do not try to 


force them to take food or fluids. 


Good mouth care is very important at this time. 
 
 


When someone stops eating and drinking it can be hard 


to accept, even when we know they are dying.  It may be 


a physical sign that they are not going to get better.  Your 


relative/friend may not want or need food and/or drink. 


 


For some people the use of artificial fluids can add to a 


risk of developing distressing symptoms. Decisions about 


the use of artificial fluids (a drip) will be made in the best 


interests of your relative/friend if they cannot make a 


decision for themselves. This will be explained to you and 


reviewed regularly. If they wish to remain in their 


home/care home to die then artificial fluids (a drip) would 


not be offered. 


 


Sleeping, drowsiness, restlessness 
and confusion 


 


The dying person may spend more time sleeping and 
will often be drowsy when awake. This change is a 
gradual process. 
Save conversation for when the person seems more alert. 
 


Sometimes they may be confused about the time, 
date and place and not recognize familiar people. 
Speak calmly and remind the person of the day, the time and 
who is in the room, if they seem distressed by being 
disorientated. 
 


The dying person may become restless, pull at the 
bed clothes and see people or things that are not in 
the room 
Reassure the person and avoid physical restrictions when 
possible.  Use enough covers so that the person seems 
comfortable 
 


The dying person may have difficulty in hearing and 
seeing and may have a fixed stare 
Leave a soft light on in the room.  Assume that the person can 
hear you at all times. 
 


Try not to be upset if any of these symptoms happen 
or there is little response.  This natural process may 
go together with feelings of tranquillity.  Eventually 
they may lapse into unconsciousness and may 
remain like this for a surprisingly long time, for some 
people it may be quite a number of days, and for 
others a shorter time. 
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Talking to relatives

A guide to compassionate phone communication during COVID-19

[
introduce § SPEAK SLOWLY PEN WITH A QUESTION ESTABLISH WHAT THEY KNOW

OSSN NS N PRESTESS

#helle my name is. I'm calling to give & Are you Can you tell me
~ GRACE | | youanupdateon | | OKtotalk | | whatyouknow
WARD SISTER your brother, Frank. } | about his condition?

Share info in small chunks , EUPHEMISMS
SIMPLE LANGUAGE JARGON

Helpful concepts

We hope Frank improves with these treatments,
Hope for the best, plan for the worst d he may not recover

There are treatments that might help Frank get better, such as
giving him oxygen to help with his breathing. But if his heart
stopped, we wouldn't try to restart it, as this wouldn't work.

I'm so sorry to tell you
this over the phone, but
sadly Frank died a few

minutes ago.

Frank is very sick and his body is
getting tired. Unfortunately he's
now so unwell that he could die in
the next hours to days.

Is there anything you can
tell me about Frank to
help us look after him?
What matters to him?

Comfort and reassure

We've been looking
after him and making
sure he's comfortable.

Allow silence LISTEN | EMPATHISE ACKNOWLEDGE
B = \\\\\ NN o
It must be very hard to take this in,
especially over the phone.

1am so sorry.
Please, take your time.

1can hear how upset you are.
This is an awful situation.

X DON'T RUSH NEXT STEPS
N e SNSs .

ETT) | sefore 153y goodbye, do you have
Nechat { any other questions about Frank?

Do you need any further
information or support?

Chat with a colleague.
These conversations are hard. S e hosptet
#wearealhuman Javoucl

Developed by Dr Antonia Field-Smith and Dr Louise Robinson, Palliative Care Team, West Middlesex Hospital
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Information for patients and families 


 
  


 
 


 


 


We welcome your 
feedback 


We hope you are happy with 
the service we have provided. 
We want to hear about your 
experience – whether it was 
positive or if there were things 
we could have done better. 


 
To share your comments or 
suggestions, or to make a complaint, 
please contact us. 
Phone: 01422 357 171 
Email: patientadvice@cht.nhs.uk 


 
Write to us: 
Patient Advice and 
Complaints Service, 
Calderdale and Huddersfield NHS 
Foundation Trust 
Acre Street, Lindley, 
Huddersfield, HD3 3EA 


Please provide your name, address, 
phone number and date of birth. 


 
If you are not the patient, please 
also provide their details and state 
whether you are a relative, carer 
or friend of the patient. We will 
request consent from the patient or 
their next-of-kin before we share 
their information. 


 
Support us 


To support Marie Curie Cancer Care, 
visit mariecurie.org.uk or phone 
01274 337 017. 


 
To support Overgate Hospice, 
visit overgatehospice.org.uk or 
phone 01422 379 151. 


Urgent after-hours care 
and advice in your home, 
at short notice 
Contact the Out of Hours Palliative Care Nursing Team 


 
 


  


  


   
The Calderdale Palliative 
Care Service is provided 
jointly by Marie Curie Cancer 
Care, Overgate Hospice and 
Calderdale and Huddersfield 
NHS Foundation Trust. 


Overgate Hospice’s aim is to 
care for the whole person to 
give them the best possible 
quality of life. We provide 
support for their families 
and carers. Our approach 
is to treat each person as 
an individual, looking after 
their physical, emotional, 
social and spiritual needs. 
overgatehospice.org.uk 
Charity reg no: 511619 


Marie Curie Cancer Care  
gives people with all terminal 
illnesses the choice to die at 
home. Our nurses provide 
them and their families with 
free hands-on care and 
emotional support, in their own 
homes, right until the end. 
mariecurie.org.uk/ 
patientsandcarers 
Charity reg no. 207994 
(England & Wales), SC038731 
(Scotland) 
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Nursing care and 
support when you 
need it most 
If you are seriously ill and are being 
cared for at home or in a care home, 
we are here to help. 


 
The new Calderdale Palliative 
Care Service is provided jointly by 
Marie Curie Cancer Care, Overgate 
Hospice and Calderdale and 
Huddersfield NHS Foundation Trust. 


 
Our service’s Out of Hours Palliative 
Care Nursing Team can help you 
remain in the place where you live 
and prevent unnecessary admissions 
to hospital. We provide: 


 
• home nursing care 
• emotional support for you and 


your family 
• advice over the phone 


 
Our specialised nursing team is 
available seven days a week, 
365 days a year, from 8.00 pm to 
5.00 am, when it can be more difficult 
to get help from elsewhere. 


 How we can support you   
 


Our specialised nursing team is 
skilled and experienced in caring for 
people in their own homes. 


 
They can help you and your family to 
manage your care at home, looking 
after your nursing needs so that you 
are as comfortable as possible in 
your home. 


 
Our specialised nursing team can 
also provide practical advice and 
emotional support to help reduce 
stress and anxiety for you, and those 
who are caring for you. 


 


 
 


You have been referred to our service 
by your district nurse, GP or another 
professional who is involved in your 
care, to ensure urgent home nursing 
care is available for you 
out of hours. 


 
Depending on what you need, our 
specialised nursing team can visit 
you at home or provide advice to 
you over the phone. 


 
 
If you experience any difficulties and 
need nursing support, our nursing 
team will aim to respond to your call 
as soon as possible to provide any 
urgent care that you need. They can 
help you to stay at home rather than 
go into hospital. 


 
You can also contact our nursing 
team if you need advice, support or 
reassurance over the phone. 


How to contact us for support 
and advice 


How our service works 


Our service is available from 
8.00pm to 5.00am, seven days 
a week. 


Phone: 07917 106 263 
If we are out visiting patients 
when you call, please leave 
a message and rest assured 
someone will get in touch with 
you as soon as possible. 





		We welcome your feedback

		Write to us:



		Support us

		Nursing care and support when you need it most
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The webinar will be starting shortly.
Please remember to mute your phone and introduce yourself in the chat box – where are you 


from, what is your role?


COVID-19 Palliative and End of Life 


Care Weekly Updated 30th April 


2020


NHS England and NHS Improvement


@Pers_Care


#Pallicovid
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House keeping


Mute – All attendees are muted on entry to avoid background noise but please ensure 
that you mute your own phone too


Questions – Please send your questions to the presenters via the CHAT box by 


selecting ‘Everyone’ on the bottom right-hand side of your screen.


Questions may be posted by attendees throughout this section. To access chat


Introduce yourself to everyone in the chat box - Where are you from, what is your 


role? (If you are replying to someone specifically in the chat box use @theirname)
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Facilitated by


Phil Brough - Senior Programme Manager, Palliative and End of Life Care


Agenda
Update Presenter Role


1. National Guidance
• Re-use of medicines


• Critical medicines 


• Verification of Death


Prof Bee Wee National Clinical Director, PEoLC


2. Compassionate 


Conversations


Kathryn Mannix Consultant in Palliative Medicine


3. Hospice Grant Funding Sue Bottomley National Head, PEoLC







Staying up to date


The following channels are available to keep up to date:


• These new weekly calls, every Thursday 6-7pm


• @Pers_Care Twitter account for regular updates – using #PalliCovid


• A dedicated COVID-19 mailbox for all queries relating to PEoLC –


england.covid-eolc@nhs.net


• End of Life Care Practitioners Network. Contact Sherree.fagge@nhs.net to join


Note: 


• Tweetchat this week: #pallicovid each day focusing on supporting people in the last months of life 



mailto:england.covid-eolc@nhs.net

mailto:Sherree.fagge@nhs.net

https://twitter.com/hashtag/pallicovid?src=hashtag_click





Published guidance and resources


Produced by NHSE/I Produced by other organisations


Running a medicines re-use scheme in care homes and hospices


Published 28 April 2020


Clinical guidelines for children and young people with palliative care needs in all care 


settings


Published 17 April 2020


Hospice funding announcement letter


Published 16 April 2020


Community health services, Standard Operating Procedure appendix 5, Advice on 


support for people with palliative and end of life care needs in the community


Published 15 April 2020


Advance Care Plan guidance and editable template


Published 13 April 2020


Update on anticipatory medicines at the end of life


Published 10 April 2020


Letter from Steve Powis and Ruth May re: maintaining standards and quality of care 


in pressurised circumstances


Published 7 April 2020


GP standard operating procedure appendix 7, Advance Care Plan guidance and 


template


Published 6 April 2020


Clinical specialty guide for palliative and end of life care in secondary care


Published 28 March 2020


NICE Rapid Guidelines – Managing symptoms (including at the end of life) in the 


community 


Published 3 April 2020


Discussing Unwelcome News: a framework for communication 


Published 2 April 2020


Macmillan Courageous Conversations Resources


Helix Centre end of life care toolkits for carers at home


Joint statement on advance care planning


Published 30 March 2020


Community Palliative, End of Life and Bereavement Care in the COVID Pandemic


Published 30 March 2020 by RCGP and APM


RCGP COVID19 Resource Hub


Association of Palliative Medicine - COVID-19 and Palliative, End of Life and 


Bereavement Care in Secondary Care - Role of the specialty and guidance to aid 


care


Regularly updated – use APM homepage to access latest version


COVID-19 Adult Social Care Action Plan, pg.23 ‘Supporting people at the end of their 


lives’


Published 15 April 2020 on gov.uk



https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/881790/Medicines_reuse_scheme_in_care_homes_and_hospices.pdf

https://www.england.nhs.uk/coronavirus/wp-content/uploads/sites/52/2020/03/C0249-clinical-guidelines-children-young-people-with-palliative-care-needs-24-04-2020.pdf

https://www.england.nhs.uk/coronavirus/publication/hmt-funding-for-the-hospice-sector-to-support-the-covid-19-response/

https://www.england.nhs.uk/coronavirus/publication/novel-coronavirus-covid-19-standard-operating-procedure-community-health-services/

https://www.england.nhs.uk/coronavirus/publication/advance-care-planning-guidance-and-template/

https://generalpracticebulletin.cmail19.com/t/ViewEmail/d/0BEB3346C320C62D2540EF23F30FEDED/7B57E66B946DD3C7A29558A201773426

https://www.england.nhs.uk/coronavirus/wp-content/uploads/sites/52/2020/04/maintaining-standards-quality-of-care-pressurised-circumstances-7-april-2020.pdf

https://www.england.nhs.uk/coronavirus/publication/managing-coronavirus-covid-19-in-general-practice-sop/

https://www.england.nhs.uk/coronavirus/wp-content/uploads/sites/52/2020/04/C0081-AMENDED-Speciality-guide-Palliative-care-and-coronavirus-v2-2020-04-22.pdf

https://www.nice.org.uk/guidance/ng163

https://portal.e-lfh.org.uk/Catalogue/Index?HierarchyId=0_45016&programmeId=45016

https://www.macmillan.org.uk/about-us/health-professionals/resources/resources-for-gps.html

https://helixcentre.com/project-end-of-life-toolkit

https://content.govdelivery.com/accounts/UKCQC/bulletins/283e565

https://elearning.rcgp.org.uk/pluginfile.php/149342/mod_resource/content/1/COVID%20Community%20symptom%20control%20and%20end%20of%20life%20care%20for%20General%20Practice%20FINAL.PDF

https://elearning.rcgp.org.uk/mod/page/view.php?id=10389

https://apmonline.org/

https://www.gov.uk/government/publications/coronavirus-covid-19-adult-social-care-action-plan





Upcoming guidance


We are working on a number of further publications and hope to be able to share the following over the coming weeks:


• Alternative routes to symptom management


• Standard operating procedure for community palliative care services


• Standard operating procedure for children and young people hospice inpatient units


• Standard operating procedure for verification of death in a period of emergency


• Information to support unpaid carers looking after someone with palliative or end of life care at home







NHS England and NHS Improvement


Re-use of medicines 
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• Due to the current crisis DHSC has relaxed the recommendations to accommodate reuse, under 
very specific circumstances.


• Unused medicines would normally be disposed of; around £50 million worth of NHS supplied 
medicines are disposed of each year by care homes - 17% of the total prescription medicine 
wastage in England each year.


• Medicines reuse schemes:


• shown to reduce medicines waste and environmental pollution


• already operate successfully internationally and in NHS hospitals across the United 
Kingdom. 


• The medicines re-use scheme is only designed for use during the COVID-19 pandemic. Under 
usual circumstances, the reuse or recycling of another patient’s medicine is not recommended as 
the quality of any medicine that has left the pharmacy cannot be guaranteed. 


• Hospices and care homes generally have good procedures in place to store medicines in an 
appropriate way


https://www.gov.uk/government/publications/coronavirus-covid-19-reuse-of-medicines-in-a-care-
home-or-hospice


Overview of Guidance and Standard Operating 
Procedure (SOP)



https://www.gov.uk/government/publications/coronavirus-covid-19-reuse-of-medicines-in-a-care-home-or-hospice
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Medicines re-use pathway 
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Priority medicines for palliative and end of life care during 
a pandemic  
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Overview
During the coronavirus pandemic, additional demand on some medicines and other 


supplies is inevitable. Guidance jointly published by APM with Hospice UK, RCGP and 


Association of Supportive and Palliative Care Pharmacy, working with NHSE/I – sets out 


small set of priority medicines for palliative and end of life care.


Principles:


• Palliative care clinicians and Chief pharmacists should work together to review and 


reallocate medicine stock supplies from areas where clinical demand is less


• The oral route should be used if patients are able to swallow


• Due to regional variation in practice, first and second line options may be used 


interchangeably


• Pharmacological options may be used to treat more than one symptom, e.g. 


haloperidol used for delirium as well as anti-emetic


• Drug interactions with any of the drugs listed need to be considered


• Substitutions discussed with patient and/or care
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Priority Medicines for palliative and end of 
life care: 


Indication 1st option 2nd option


Breathlessne


ss, 


Pain


Morphine Oxycodone for patients with e-


GFR <30


Fever Paracetamol (PO) Paracetamol (PR)


Anxiety Lorazepam 


Midazolam 


Levomepromazine


Delirium Haloperidol Levomepromazine


Anti-emetic Haloperidol Levomepromazine


Cough Codeine linctus Morphine


Noisy 


breathing,


Colic


Hyoscine butylbromide Glycopyrronium
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Other Medicines issues


• Anticipatory prescribing:


• individualised


• clinical assessment of deterioration and understand cause of symptoms


• Local hubs to ensure rapid access to end of life meds - unless alternative 


arrangements for 24/7 access available


• Emergency packs could include:


• Morphine – 100 mls (10 mg/5 ml) and 5 ampoules (10 mg/ml)


• Lorazepam – 10 tablets


• Haloperidol – 10 tablets (500 mcg) and 5 ampoules (5 mg/ml) or


• Levomepromazine – 5 tablets (25 mg) and 5 ampoules (25 mg/ml)


• Midazolam – 5 ampoules (10 mg/2 ml)


• Hyoscine butyl bromide – 5 ampoules (20 mg/ml)


• Water for injection – 5 ampoules (10 ml)
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Verification of death in a period of emergency
(pending publication) 
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➢ Provides framework for safe verification of expected adult deaths in the community during the 
Coronavirus emergency


➢ Aims to prevent distressing delays in verifying all expected deaths in the community.


➢ Proviso – not suspicious nor unexpected death


➢ It Is not intended to replace/duplicate any existing timely processes which may already be in place 
locally.


➢Medical practitioners, trained registered nurses and paramedics already verify deaths BUT this 
enables non-medical professionals using remote clinical support. 


➢Non- medical professionals should not experience any pressure to verify deaths


➢Guidance not yet published


Overview of Guidance and Standard Operating 
Procedure (SOP)







Questions and Discussion 
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Compassionate Conversations 











Worth Pondering…


This is a shared task: me and 
the person I am talking to. Let’s 
be partners.


Use more questions than 
statements


Q, Q, S ‘waltz’


Share the summaries: give the 
person ownership/power.


Closure includes:
• Next steps – shared


• Next steps – theirs


• Next steps – mine


This is different by phone or 
when wearing PPE: but 
different isn’t always ‘less than.’



















Useful links


• https://www.ahsnnetwork.com/helping-break-unwelcome-news


• https://www.realtalktraining.co.uk/


• https://www.cardmedic.com/



https://www.ahsnnetwork.com/helping-break-unwelcome-news

https://www.realtalktraining.co.uk/

https://www.cardmedic.com/





Questions and Discussion 
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Hospice Grant Funding 
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• Wednesday 8th Chancellor announced up to £200 million grant funding to Hospices


• The Grant funding agreement and guidance documents are waiting for clearance and sign 
off


• An internal guidance document and finance workbook have been developed in line with the 
final grant agreement


• Hospice UK distributed £60 million of £67 million grant funding to 168hospices by 14th April


• A further 7 hospices have £1m allocated funds waiting disbursement on final confirmation of 
eligibility status.


• A further 10 hospices have applied to Hospice UK for grant funding and are being checked 
against eligibility criteria


• Hospice UK is holding £2m contingency funding against clawback arrangements.


• 248 hospices have now registered with the National Capacity Tracker this includes NHS 
hospices


• Hospice UK have complied and agreed with NHS E&I a set of Frequently Asked Questions 
to be managed and made available to hospices and CCGs by Hospice UK


Hospice Grant Funding
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• Covid-EOLC Response team are daily monitoring hospice capacity on the tracker 
working with Hospice UK to ensure full compliance with the data capture requirements 
of the grant


• A webinar was held for CCGs on grant funding on 22nd April


• A webinar for Hospice CEO’s and CFO’s on grant funding was held with Hospice UK on 
23rd April to be repreated at the next webinar hosted by Hospice UK


• Funding Grant Panel met 29th April and agreed the second tranche of funding at £67m


Hospice Grant Funding







Questions and Discussion







Staying up to date


The following channels are available to keep up to date:


• These new weekly calls, every Thursday 6-7pm


• @Pers_Care Twitter account for regular updates – using #PalliCovid


• A dedicated COVID-19 mailbox for all queries relating to PEoLC –


england.covid-eolc@nhs.net


• End of Life Care Practitioners Network. Contact Sherree.fagge@nhs.net to join


Note: 


• Tweetchat this week: #pallicovid each day focusing on supporting people in the last months of life 



mailto:england.covid-eolc@nhs.net

mailto:Sherree.fagge@nhs.net

https://twitter.com/hashtag/pallicovid?src=hashtag_click
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Virtual Death Cafe
Overgate Hospice


The Impact of COVID-19


Tuesday 12th May
1 - 3pm


Many healthcare students and providers do 
not feel prepared to encounter dying and 


death. Join us for our death café where we 
will explore these issues in a friendly and 


non-judgemental manner.


For more information or to book
your free place please email 


Karen.hagreen@overgatehospice.nhs.uk


Registered Charity Number 511619
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Talking to People about Dying during the Pandemic 


During the COVID-19 pandemic we are faced with a potentially life threatening 


situation to some of the population with many others being unwell.  


This guidance is in response to this situation and may help you as a mental 


health worker to navigate the topics of dying, grief and bereavement when 


working in inpatient or community settings.  


Conversations about death and dying can be very uncomfortable. During this 


COVID-19 crisis, these conversations will become more frequent and we need 


to respond in helpful ways, when we are working with someone who may be 


dying, knows someone who may be dying, or is bereaved. 


 


Why talk? 


  


 


 


 


Common reactions to the news of death 


 Shock and numbness  


 Overwhelming sadness  


 Tiredness or exhaustion 


 Anger  


 Guilt 


These feelings may 


not be there all of 


the time, and 


powerful feelings 


may appear 


unexpectedly and 


suddenly. 


It helps anxiety and 


distress. 


 


 


 


It helps people 


understand what is 


happening. 


 


It can sort out 


practical things 


and wishes for 


afterwards. 


 







                                                                                                   


6th April 2020 
 


 


People who use mental services may already have experienced adversities and 


have the experience and peer networks to cope with issues that the pandemic 


raises. For some, however, it may appear to confirm their worst fears or create 


more hopelessness or despair. It may prompt intrusive memories of other 


threats and losses. If you know the person, you may know what may be 


triggered for them. Be mindful that people may not react as expected. 


 How to start the conversation 


Consider these conversation starters: 


 You know that you have COVID-19 and that you are very unwell, is that 


something that’s on your mind. Do you know what is happening? 


 If you were to become more unwell, what would be important to you? 


 


How to tell someone that they are dying 


This should only be done by a healthcare professional when it is clear that the 


end of the life is near. 


 Making sure you have enough time so that the conversation won’t be 
rushed. 


 If possible, have the conversation in a place that’s comfortable for the 
person and where you won’t be interrupted. 


 Ask the person if they would like anyone else to be told, given that visits 
are limited with COVID-19. This could be a family member, carer or 
friend. They can support the person and help to check that they’ve 
understood what they’re being told. 


 Use clear language. Avoid euphemisms such as ‘going to a better place’. 
Using the word ‘dying’ where appropriate can avoid confusion. 


 If someone has difficulty communicating, there are things you can do to 
support them. Speech and Language therapists can help. 


 Check that they’ve understood what you’ve told them. 







                                                                                                   


6th April 2020 
 


 Allow them to ask any questions. If you don’t know the answer, be 
honest and say you don’t know. You can try and find out and let them 
know as soon as possible. 


 


They may wish to explore 


 What will happen when they feel more unwell or the end draws near 


 Making the most of the time that they have left 


 What happens to their body after they die 


 Spiritual and religious practices that are important to them 


 


How to talk generally about someone’s death. 


 Avoid clichés that sound impersonal and not relevant to the person. 


Being genuine, concerned and empathic will convey a sense of comfort 


and support 


 It is okay to say “I don’t know what to say but I am here for you to listen 


and help”. Follow the lead of the service user so that they feel in control 


of the time you are with them 


 Ask what you can do to help the person. Ask what they would like if they 


were to become more unwell 


 Use your non-verbal communication skills (open body language, gentle 


smile and nod) 


 Find a quiet, private place to talk 


 Give the person your full attention – try to avoid distractions 


 Explore cues – don’t assume you know what the person is trying to say  


 Don’t force them to talk 


 Show them you have listened by checking out you have understood 


what they have said 


 Show them you have heard by summarising what they have told you 


 Provide information that is honest, accurate and appropriate for the 


person’s level of understanding 
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 Try not to worry about “saying the wrong thing”. It is better to address 


the situation than ignore it. An apology is always possible! 


 If you can’t think of something to say, offer your support, eye contact, 


and ask what you can do for the grieving person 


 You cannot and should not stop a person feeling sad or crying– but you 


can support them by listening and talking 


 Don’t feel guilty if you’re struggling – ask for support from others 


 Consider your own wellbeing – you may be struggling with your own 


worries too 


 Stay grounded. Try to remain calm, gentle and present despite the chaos 


around us and them 


 Some people need an end to the conversation and doing something 


practical and physical can help. Cooking, exercise, tv.  


 Allow the individual to talk to you about other people who have died if 


they want to. Such news will bring up memories of other deaths. 


 A series of short conversations is often easier than a long conversation. 


 Talk openly and honestly if they need to about pets left behind, funerals. 


 Talk to colleagues too about these issues. We are all human. 


 Please record people’s final wishes. Use the regional Deciding Right 


documentation and planning. 


http://www.northerncanceralliance.nhs.uk/deciding-right/deciding-


right-resources/ 


 Finally, use the chaplaincy as a resource of support for people who use 


our services and also for ourselves. 


 


The traumatic nature of an epidemic  


 


 People may not get to see their loved ones because of isolation. 


 Infection control may mean that funerals are small or cannot take place 


in person. 



http://www.northerncanceralliance.nhs.uk/deciding-right/deciding-right-resources/

http://www.northerncanceralliance.nhs.uk/deciding-right/deciding-right-resources/
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 Other people in the family or support network may also be sick or 


worried. 


 There is little certainty and the threat is going to continue for some time. 


 The media is full of scary stories and it is hard to escape from reminders. 


 


…..These factors can make grief harder to deal with. 


 


 


 


The interaction between home and work 


One of the particularly difficult aspects of a viral epidemic, is that is affects 


healthcare staff as well as the people who use our services. It does this all at 


the same time. We may be worried about our colleagues if they are also ill. 


Departments may have fewer staff to manage demand or be staffed with 


people we are not used to working with. We may be concerned about bringing 


the virus into units with vulnerable patients or scared we may take the virus 


home to our families, some of who may be in high risk groups. We ourselves 


may be deployed into roles or areas that are not in our usual skill set. Turning 


up for work during such time requires us to manage our fears and trust that 


our leaders will be making wise decisions about our safety and contamination.  


Anxieties are normal during abnormal times. When everyone is under threat at 


the same time, it can be more stressful. The widespread nature of the problem 


might rally more people to collective positive action. Sometimes it can make 


people irritable, controlling, avoidant, needy or ‘hard’. The things that affect us 


the most may not make sense to us. 


Be aware of how you react.  


Stay grounded in your motivation to do a job well.  
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Be forgiving of others.  


Keep well informed and well connected.  


Raise concerns and ideas for action.  


Informally support each other emotionally. 


Focus on the things you can control rather than those you can’t. 


Find safe people to talk through your worries. 


 


 


 


Looking after yourself afterwards 


Talking about dying and being with people who are dying can be 


challenging. You may also be worried about death at this time. You may 


have already lost people close to you in your personal and professional life.  


It is perfectly normal to experience feelings of shock, denial and frustration 


at the prospect of someone dying. 


Use the same resources and advice for yourselves that you give others. 


Stay connected with others. Rest. Smile when you can. 


AND BREATHE…. 


B – Be kind to yourself.  


R – Respect your body by not overindulging alcohol, drugs, and bad food; by 
getting enough sleep, and by moving around at least a little every day. 


E – Engage with others in big and/or small ways. We’re not asking you to 
bloom into a social butterfly or anything. Just try not to isolate. Connect with 
colleagues, phone a friend, wave to your neighbors. 







                                                                                                   


6th April 2020 
 


A – Allow your emotions to ebb and flow. Don’t run from them. Expect that 
grief emotions will bubble up, their intensity will rise, and they will wash over 
you and recede. 


T – Take life one minute, hour, and day at a time. The enormity of what it 
means to live life without your loved one is overwhelming, but remember that 
coping with grief is something that happens bit-by-bit and day-by-day 


H – Allow yourself space and time to remember, honor, and to connect with 
your loved one’s memory and their continued impact on the world. 


E – Your critical voice has a lot of expectations about what grief should be like 
and how you should cope. Remember, there are very few “shoulds” when it 
comes to coping with grief.  Everyone copes in their own way and at their own 
pace.  So give yourself a break.  


Based on https://whatsyourgrief.com/self-compassion-in-grief/ 


 What to say…. 


Things you can say when someone is diagnosed with COVID-19 


What they say What you say 


I’m scared. This is such a tough situation. I think anyone would be scared. Could 
you share more with me? 


I need some hope. Tell me about the things you are hoping for? I want to understand 
more.  


You people are 
incompetent! 


I can see why you are not happy with things. I am willing to do what is 
in my power to improve things for you. What could I do that would 
help? 


I want to talk to your 
boss. 


I can see you are frustrated. I will ask my boss to come by as soon as 
they can. Please realize that they are juggling many things right now.  


Do I need to say my 
goodbyes? 


I'm hoping that's not the case. And I worry time could indeed be short. 
What is most pressing on your mind? 


 


Grieving when someone you cared for has died from COVID-19           


What I’m thinking What you can do 


I should have been able to save 
that person. 


Notice: am I talking to myself the way I would talk to a 
good friend? Could I step back and just feel? Maybe it’s 
sadness, or frustration, or just fatigue. Those feelings 
are normal. And these times are distinctly abnormal. 
 



https://whatsyourgrief.com/self-compassion-in-grief/
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OMG I cannot believe we don’t 
have the right equipment / how 
mean that person was to me / how 
everything I do seems like it’s 
blowing up. 
 
This makes it very real – this could 
happen to my mum/partner/child.   
What if I am carrying the virus and 
take it home – this could be my 
family member. 


Notice:  am I letting everything get to me? Is all this 
analyzing really about something else? Like how sad this 
is, how powerless I feel, how puny our efforts look? 
Under these conditions, such thoughts are to be 
expected. But we don’t have to let them suck us under. 
Can we notice them, and feel them, maybe share them?  
 
And then ask ourselves: can I step into a less reactive, 
more balanced place even as I move into the next 
thing? 
 


 Notice: Am I speaking as a professional or a family 
member? Could I step back and just take a breath – 
and think as a professional? Maybe it’s sadness, or 
concern, or fear. Those feelings are normal. And 
these times are distinctly abnormal. Make time to 
talk to someone. 


 


 


https://docs.google.com/document/d/1uSh0FeYdkGgHsZqem552iC0KmXIgaGK


ohl7SoeY2UXQ/preview# 


 


Links and references to source material 


https://www.cruse.org.uk/Coronavirus/death-talk 


https://www.mariecurie.org.uk/professionals/palliative-care-knowledge-


zone/individual-needs/talking-approaching-end-life#why 


 



https://docs.google.com/document/d/1uSh0FeYdkGgHsZqem552iC0KmXIgaGKohl7SoeY2UXQ/preview

https://docs.google.com/document/d/1uSh0FeYdkGgHsZqem552iC0KmXIgaGKohl7SoeY2UXQ/preview

https://www.cruse.org.uk/Coronavirus/death-talk

https://www.mariecurie.org.uk/professionals/palliative-care-knowledge-zone/individual-needs/talking-approaching-end-life#why

https://www.mariecurie.org.uk/professionals/palliative-care-knowledge-zone/individual-needs/talking-approaching-end-life#why
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Welcome and 
Foreword


You may be reading this workbook with very mixed feelings. Many people worry when 
it comes to thinking about death, dying and the end of life. Whilst it may be something 
you are aware of within your setting, you might not have thought about the role that 
you may play. 


Death is an inevitable part of life. We will all die and almost all of us will experience the 
death of someone close to us. Every year in England and Wales over 500,000 people die 
(ONS, 2017). A quarter of these deaths will be sudden, but that means three-quarters of 
the deaths might be expected and planned for.


Dying can be a process, and which may include a decline in functioning over a period of 
days, weeks or even years. 


During this time, some people will receive a form of end of life care, designed to 
maximise their quality of life until the moment of their death (Hughes-Hallett et al 
2011). This may include managing pain and other symptoms, along with providing 
psychological, social, spiritual and practical support. 


This care extends not only to the people who are reaching the end of their lives but also 
to their families and carers.


But, not everyone experiences good quality end of life care. We know that the need will 
continue to grow as the population changes.


We also know from recent reports, including the End of Life Evidence Review ( Age UK, 
2013), that there is a need for more training and education for care and support staff.


If you think about the people you support, you may agree that they have many different 
health conditions, or problems with cognition (understanding), sight or hearing. The 
people you support may have pain which might not be recognised or well treated. 
But, by improving your knowledge and understanding, you can play a bigger role and 
improve the experience of the people you support.
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Introduction


The purpose of the workbook is to increase knowledge and awareness of good practice 
within end of life care. 


This workbook has been compiled by the Kirklees and Calderdale End of Life Care 
Education Group, who lead on sharing best practice and training. It has been developed 
specifically for care and support staff, across nursing care, care homes or in the 
community. It helps you to recognise what good end of life care looks like, in order to 
make a difference to care. 


This workbook provides information, practical tips and resources. It has been designed 
to act as a resource which can be accessed as and when required or used as part of 
training.


 Through using the workbook, you can expect to:


•	 Feel more empowered to support people at the end of life
•	 Increase your knowledge on key topics and conditions 
•	 Find ways in which you can improve care
•	 Access further resources and learning materials  


We hope this workbook will prove to be useful. 


Kirklees and Calderdale End of Life Training and Education Group
2018
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How to use this 
Workbook


You can complete the workbook at your own pace; reading through each section and 
completing the tasks and questions. These are designed to make you consider your 
role and what you may do well at the moment, as well as what you might want to do 
differently. This includes practical tips and things you may want to discuss with your 
wider team. We would expect the workbook to be completed within six months.


Before you begin, complete the pre-assessment questions. You will return to these at 
the end of the workbook to see if there has been a difference in your confidence and 
understanding of key issues. We would recommend that your manager informs CQC 
that you have completed the workbook.


By completing this workbook, you will be in line with existing competencies. This has 
the potential to develop better outcomes for people in your care by improving your 
knowledge and understanding, as well as considering what you might do differently.


The content within this workbook is intended as a guide only.  It is not intended to be a 
substitute for professional medical advice, diagnosis, or treatment. Professionals remain 
responsible for their own clinical advice and decision making.
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Introduction


Pre-Workbook 
Assessment


Area Scale (circle a number between 1 to 10, to 
show where you feel you are the moment 


for each question)


Not confident/                                               
able at all                                                       


Extremely able/ 
confident


How confident are 
you in understanding 
that end of life care is 
important and needed? 


1     2      3      4      5      6      7      8      9      10


How confident are 
you in being able to 
communicate difficult 
and sensitive topics 
relating to death and 
dying?


1     2      3      4      5      6      7      8      9      10


How confident do you 
feel in understanding 
care planning and 
assessment?


1     2      3      4      5      6      7      8      9      10


How confident are 
you in recognising 
when someone may 
be entering the dying 
phase?


1     2      3      4      5      6      7      8      9      10
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Area Scale (circle a number between 1 to 10, to 
show where you feel you are the moment 


for each question)


Not confident/                                               
able at all                                                       


Extremely able/ 
confident


How confident do you 
feel in understanding 
symptoms and how 
these can be managed?


1     2      3      4      5      6      7      8      9      10


How able are you 
to understand non-
malignant conditions in 
the end of life?


1     2      3      4      5      6      7      8      9      10


How well do you 
understand the 
importance of 
spirituality and how 
you can offer holistic, 
spiritual care at the end 
of life?


1     2      3      4      5      6      7      8      9      10


How confident do 
you feel in supporting 
someone through grief, 
loss and bereavement?


1     2      3      4      5      6      7      8      9      10







What is End of Life Care?
  .       .       .       .       .       .       .       .       .       .        .       .       .       .       .       .
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What is end of life 
care and why do we 
need it?


End of life care is care in the last year of life for people with an 
incurable illness.  It helps all those with advanced, progressive illness 
to live as well as possible until they die. 


End of life care is a proactive process.  It aims to identify any problems early on and 
solve them as soon as possible. You cannot know exactly when someone will die, and 
even the most experienced doctor or nurse can find this hard to predict. However, 
there can be signs that a person is near the end of life, which are discussed within this 
workbook.


End of life care also includes care for families and friends, offering them support both 
before a person dies but also afterwards. 


End of life care recognises that death is not just a physical reality, but social, emotional 
and spiritual too. Good end of life care aims to provide a compassionate approach 
which meets the needs (physical, emotional, social and spiritual) of both the dying 
person and their loved ones.  


End of life is a time to plan with a person what care they need as their illness progresses 
and to talk about what they want to happen. It includes the management of pain and 
other symptoms. 


It is also the time to have important conversations with loved ones, as they too need to 
know what is happening and what the dying person may want.


We know that many people will want to die in their place of residence, but they often 
end up in hospital instead. If you talk to people and find out what they want at the end 
of their life you can begin to plan care which means that have a better chance of their 
needs being understood and met. 
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W
hat is end of life care?


Q1. Endings


Think of some of the endings that have happened in your life. 
Look at the endings in the box below and circle any that have 
happened to you. Add any other endings that have happened to you.


Leaving school				    Leaving home


Children leaving home		  Changing jobs


Death of a pet				    Death of a loved one


Moving house				    Separation


Divorce					     Friends moving away


Emigrating 				    Relationship breakdown


Q2. End of life care


What do you think end of life care might involve? Spend some time 
reflecting and record your thoughts below. You can do this as a list of 
words or sentences.


You may choose to do this exercise with a group of colleagues. 
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Q3: Give 3 reasons why end of life care is important 


Reason 1:


Reason 2:


Reason 3:


Glossary of Terms


There are a number of terms used within this workbook. These are included in the 
glossary below. 


Terms relating to end of life care:


ACP - Advance Care Plan. Advance Care plans are used to identify a  
person’s preferences and wishes at the end of life 


ADRT – Advance Decision To Refuse Treatment. A decision made by the person to refuse 
specific medical treatment/care when they have capacity. This then becomes effective 
when the person loses capacity


Bereavement – a period of mourning after a loss, especially after a 
death 


Best interests – any decision made on behalf of a person who lacks capacity and must 
be made in that person’s best interests
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Q1. Endings


Q2. End of life care


Capacity - the power of receiving and retaining knowledge


Cheyne Stokes Breathing - abnormal pattern of breathing described as deeper and 
sometimes faster breathing, followed by a gradual decrease that results in a temporary 
stop in breathing


CPR – Cardio Pulmonary Resuscitation. This is an emergency procedure that combines 
chest compressions often with artificial ventilation in an effort to manually preserve 
intact brain function


DNACPR – Do Not Attempt Cardio Pulmonary Resuscitation. The purpose of a DNACPR 
decision is to provide immediate guidance to those present (mostly healthcare 
professionals) on the best action to take (or not take) should the person’s heart stop 
beating


DoLS – Deprivation of Liberty Safeguards - These safety measures are required if the 
restrictions and restraints being used to keep someone who lacks capacity, in their 
placement are actually depriving them of their independence/freedom


End of life care- care that helps all those with advanced, progressive, incurable illness to 
live as well as possible until they die


Holistic care - means looking at all the needs and aspects of wellbeing of the person.  
This means that care considers the whole picture.  It includes the person’s physical, 
emotional, social and spiritual needs. It includes all needs of the person and their family


LPA – Lasting Power of Attorney. This is a person who has authority to act on behalf of a 
person who lacks capacity


Metastatic- is cancer that spreads from its site of origin to another part of the body


Mourning - to feel or express sorrow or grief for the dead


Non- malignant - relates to other diseases that are not cancer


Palliative care - an approach that improves the quality of life of people and their 
families facing the problems associated with a life threatening illness. This is achieved 
through preventing and relieving distress by identifying, assessing and treating pain 
and other physical, psychological, social and spiritual problems
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Supportive care -  is for anyone who is ill, at any time.  Supportive care is an umbrella 
term used both by generalist and specialist healthcare services. Supportive care helps 
people and their families cope with the illness and its treatment, from diagnosis to cure, 
recovery or death and bereavement. It involves a wide range of health and social care 
professionals.


Other terms used within the workbook:


Acknowledge – to recognise as real or true


Adjuvant – to help or assist (adjuvant drugs – additional medications)


ANP – Advance Nurse Practitioner. An advanced practice nurse who has more clinical 
independence and authority than some other types of nurses


Analgesics – painkillers 


Anti-depressants – medication used to treat mood disorders


Anti-emetic – medication used to suppress nausea and vomiting


Anti-epileptic – medications used to control epilepsy


Anti -muscaric – medication used to control saliva production


Ascites – abnormal accumulation of fluid in the abdomen


Aspiration – inhalation of foreign material 


Aspiration Pneumonia- an inflammatory condition of the lungs caused by inhaling 
foreign material or acidic vomitus


Benzodiazepine – medication that works in the central nervous system and make the 
nerves in the brain less sensitive to stimulation, which has a calming effect


Botox- medication administered by injection to treat muscle spasms and diseases


Candidiasis – fungal infection


Carotid Pulse - relating to the pulse in the two main arteries which carry blood to the 
head and neck, and their two main branches
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Q1. Endings


Q2. End of life care


Clarifying - make a statement or situation less confused and more understandable


Cognition - the act or process of knowing 


Cognitive Impairment - there is clear evidence of problems with the way the person 
processes and uses knowledge.


Constipation- a condition of the digestive system characterised by hard faeces that are 
difficult to pass


Comorbidities - the presence of one or more additional diseases or disorders co-
occurring with a primary disease or disorder


Competency – be able to make a decision


Competencies – skills, abilities and experience


Compassionate – having tender feelings, treating people with humanity


Coordinated - discuss with others in order to work together effectively


Court of Protection – make decisions on financial or welfare matters for people who 
can’t make decisions at the time they need to be made (they ‘lack mental capacity’)


COPD – Chronic obstructive pulmonary disease. The name for a group of lung 
conditions that cause breathlessness


Cox 2 Inhibitors - is a form of non-steroidal anti-inflammatory drug


Delirium – delirium is a serious disturbance in mental abilities that results in confused 
thinking and reduced awareness of your environment creased confusion 


Delusions - is a mistaken belief that is held with strong conviction even in the presence 
of superior evidence to the contrary


Dementia - dementia is the name for a group of symptoms caused by disorders that 
affect the brain


Depression - depression is a mood disorder that causes a persistent feeling of sadness 
and loss of interest
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Disengagement – the act of detaching or withdrawing 


Disorientation - the inability of a person to correctly determine his/her body position in 
space. To be disoriented is to feel lost or confused 


Dopamine – dopamine is a chemical that plays several important roles in the brain and 
body


Dysarthria- this is a condition in which the muscles you use for speech are weak or you 
have difficulty controlling them


Dysphagia – swallowing difficulties 


Dyspnoea – breathlessness


Echocardiogram – scan of the heart


Environmental – relating to the setting, surroundings and location


Empathy – the ability to recognise the felt experience of another person. To put oneself 
in their position and to see the world from their perspective


Empowered – to give power or authority to


Emphysema - is a long-term, progressive disease of the lungs that causes shortness of 
breath due to over-inflation of the air sacs in the lung


Ethical - relating to moral principles or the branch of knowledge dealing with these


Exhibit - demonstrates or displays 


Expulsion – the action of forcing something out of the body


Dietician - an expert in human nutrition and the regulation of diet


Fatigue – the feeling of tiredness, exhaustion or lack of energy


Frailty - frailty is related to getting older. It describes how our bodies gradually lose their 
in-built reserves, leaving us vulnerable to dramatic, sudden changes in health triggered 
by seemingly small events such as a minor infection or a change in medication or 
environment
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Fundamental - essential


Genetic- inherited


Hallucinations - where someone sees, hears, smells, tastes or feels things that don’t 
exist outside their mind


Holistic care – the whole person approach


Hyperventilation – over breathing


IMCA – Independent Mental Capacity Advocate.The IMCA role is to support and 
represent the person in the decision-making process


Improvise- to deliver without previous preparation


Incompetent – not having or showing the necessary skills to do something successfully


Insomnia - sleeplessness


Interventions – action taken to improve a medical disorder


Instigated - started


Intermittently - at irregular intervals; not continuously or steadily


IV – Intravenous. Administered into, a vein or veins


Laxative- substances that loosen stools and increase bowel movements


Legalities - observance of law


MND – Motor Neurone Disease is a disease that progressively damages parts of the 
nervous system


MS/ Multiple Sclerosis- is an unpredictable, often disabling disease of the central 
nervous system that disrupts the flow of information within the brain, and between the 
brain and body


Occupational Therapy - helps people overcome difficulties caused by physical or 
mental illness, accidents or ageing
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Namaste - a way of connecting with people in end stage of dementia through comfort, 
sensory stimulation, and often, just “being present” or “in the moment”


Negotiation - discussion aimed at reaching an agreement


NIPPV – Non-Invasive Positive Pressure Ventilator. A device that pushes air into the 
lungs via a mask


NIV /Non Invasive Ventilation - this is the use of airway support administered through a 
face (nasal) mask instead of an endotracheal tube 


Non Opioid- medications that control mild to moderate pain


Nutritional Support - is treatment for people who cannot get enough nourishment by 
eating or drinking


NSAIDs – Non steroidal anti -inflammatory drugs. Drugs used to control inflammation/
swelling


Oedema - swelling caused by fluid in the body’s tissues


Opioids - are narcotic medications that act on opioid receptors to produce morphine-
like effects. They are used for pain relief


Paraphrasing - restating or rewording


Parenteral - delivered by some route other than through the alimentary canal, such as 
by subcutaneous, intramuscular, or intravenous injection


Peripheral - to the outside or extreme edge of the body


PEG / Percutaneous endoscopic gastrostomy – this is  a tube which is passed into the 
person’s stomach through the abdominal wall, most commonly to provide a means of 
feeding when oral intake is not adequate


Physiotherapy - the treatment of disease or injury by physical methods such as 
massage, heat treatment, and exercise rather than by drugs or surgery


Pharmacological - relating to the branch of medicine concerned with the uses, effects, 
and modes of drug actions 
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Pleural effusion - is a buildup of fluid in the pleural space, an area between the layers of 
tissue that line the lungs and the chest cavity


Premature - early


Principles - basic idea or rule that explains or controls how something happens or 
works


Proactive – be prepared, ahead of time


Prognosis- the likely course of a medical condition


Psychological – relating to the mind


Pulmonary – relating to the lungs


Reflection - learning from experience, in that time is taken to think about what 
happened, and decide from that what you would do differently next time


Reflux - (of a fluid) flow backwards through a valve in the body.


Regurgitation - the action of bringing swallowed food up again to the mouth


Resuscitation - the action or process of reviving someone from unconsciousness or 
apparent death


Relapse – periods when symptoms get worse


Remission – periods when symptoms improve or disappear  
 
RIG- Radiologically Inserted Gastrostomy - inserted using X-ray guidance after having 
barium placed inside the stomach


Revoke – cancel or withdraw


SALT- Speech and Language Therapy. Specializes in the evaluation, diagnosis, and 
treatment of communication, cognition, voice and swallowing disorders


Sepsis- is a life-threatening condition that arises when the body’s response to infection 
causes injury to its own tissues and organs
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Spasticity - unusual tightness, stiffness, or pull of muscles


Spiritual – relating to the spirit/soul – may include interests, outlook, attitude and 
religion


S/C - Subcutaneous - situated or lying under the skin


Susceptible - likely or liable to be influenced or harmed by a particular thing


Summarising - involves taking the main ideas from the conversation and rewording/
shortening to feedback


Stimulant Laxative- preparation used to ease constipation by inducing a bowel 
movement 


Stridor - is a high-pitched, wheezing sound caused by disrupted airflow


Substantia Nigra - is a brain structure located in the midbrain that plays an important 
role in reward, addiction, and movement


Symptom –sign (of disease or sickness) which might occur now and again or become 
worse 


Tracheostomy - is a procedure used to create an opening in the neck to bypass an 
obstructed airway to more easily deliver oxygen to the lungs


Unconscious - not awake and aware of and responding to one’s environment.
Ventilation- the supply of air to the lungs, especially by artificial means


Voluntariness – to do something using your free own free will, to not be forced
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Important documents used within End of Life 
Care 


Individualised Care of the dying document (ICODD)


This care plan is a document that helps clinical staff who are caring for people 
who are dying and in the last hours or days of their lives.  It guides them in 
delivering the best care that they can, in order to meet the needs of the person 
and their families. This is a way of recording the special care that the dying 
person needs. It is important that people and their families get the chance to 
have a clear discussion. Anyone caring for the person can fill in the document.


When should the ICODD be used?
This care plan should be used when the doctors and nurses caring for a person believe 
that he or she is dying from an irreversible condition, and a decision has been made that 
the focus of care is now on quality and comfort. You can find a copy of the document 
within the online resources.







Communication Skills 
  .       .       .       .       .       .       .       .       .       .        .       .       .       .       .       .
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Communication lies at the heart of all health and social care delivery. It should be a 
two-way process, involving listening as much as telling. Done well, it can help to reduce 
anxiety and distress, but done badly it can affect the person’s experience of even the 
best care.


How do we communicate with people and families?
Think about this and write your answers below:


Why do we communicate with people and families?
Think about this and write your answers below:


Principles of good communication - some key points to remember are as follows:


•	 When meeting people start from where they are and their level of understanding- 
so you have to start by asking and listening, NOT telling them things


•	 Use phrases and language that are right for them
•	 Keep sentences simple, not asking too many questions at once.
•	 State why you have come and how long you can stay
•	 Demonstrate empathy and genuineness
•	 Ask for clarification if you do not understand
•	 Demonstrate respect and be non-judgemental
•	 Pay attention to both the things said and the unspoken


Communication







24


Co
m


m
un


ic
at


io
n 


Sk
ill


s


•	 Allow silence to give people time to think and reflect
•	 Observe body language
•	 Respond using verbal and non-verbal prompts
•	 Expect and allow lots of repetition
•	 Believe what you are told
•	 Keep your own personal information out of the session
•	 Encourage some expression of emotions, but not as you leave and only if 


appropriate
•	 Don’t push people to talk if they don’t want to
•	 Be mindful that someone may be tired - choose the right time and observe for 


signs that they are disengaging.


Generally, when people are unwell, they find it more difficult to receive and provide 
information. Their verbal and non-verbal communication may also differ compared to 
when they are feeling well.


Think back to a time when you felt ill:
How did it affect your ability or desire to communicate? 


What was the main thing in your mind at the time?


How might others have realised that you were struggling?
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What could others have done differently that might have helped you? 


How did you feel if others kept on trying to have a conversation with you?


Reflecting on your own past experiences may help you to understand how a person 
may be feeling and how to respond more effectively.


•	 Even if the person says they do understand, look for non-verbal cues that may 
suggest otherwise (e.g. they are looking puzzled). 


•	 Several short visits are much more effective when meeting ill people in end of life 
care. 


Apart from illness related factors, what other factors can make communication difficult 
for people in end of life care?


“Have I explained that well enough?”


“Is that making sense so far?”


Can you tell me in your own 
words what you’ve understood?
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List two or more factors that you think can make communication difficult. Write your 
answers below


Reflective exercise
What things might be most important towards the end of life?


   For the person approaching end of life?


   


   For you the health or social care professional?


   


   For families?


   


   Why might people and families find it difficult to tell us what matters to them?


TOP TIP 
You can get it right in 10 minutes and spend two hours getting it wrong...
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Timing
Finding the right time to start end of life care discussions is critical. The earlier this is 
done, the better. For example, a person in a care home with dementia may lack capacity 
to make decisions when their condition advances. But, by speaking to them in the 
earlier stages of the disease, they can record their preferences for future care which can 
then be used as capacity is lost.


When do you think discussions about end of life care should begin?


•	 Is it when a person receives a diagnosis of a life-limiting or life-threatening 
condition? 


•	 Is it when a medical crisis occurs?
•	 What other triggers might lead to people considering end of life care preferences? 


   


   
Triggers could be admission to a care home or the death of a loved one.
   


Key worries that people and carers might have at the end of life


Relationships 
Why Me?


Physical 
Symptoms


Treatment


Social/ 
Support


Concerns/
Spiritual


Psychological


Practical


Dying


Am I still needed as a
partner/parent/friend?


Will I be in pain or experience 
any other physical symptoms
such as incontinence or
weight loss? Will I lose control
of my bodily functions?


Will it cause any
unpleasant side effects?
Will it prolong my life?
Will I be able to cope?
What if it doesn’t work?


Who will look after me?
What extra help is there?


Why now?
What have I done to 
deserve this?


Will it change how people view 
me? Will I be an outcast/
avoided? Should I tell people? 
How? Will I lose control of my 
mind? Will I lose control of my world?


What financial arrangements 
do I need? Who will look after 
the children, pets, parents, 
relatives? Will I be able to stay 
here?


How long?
How ill will I become?
What will it be like?
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When the person is dying 
What things could you do in your professional role to help when someone is dying? •	
How could you help them? •	
How could you help their family? •	
How could you help your colleagues? •	
If you have been through the experience of someone dying, you can note those •	
things which helped and which could have been done differently.


   


   
   


Somebody asks you, “Why does God allow suffering?”


How should you respond to this question?
Select one option from the list below.


What could I do to help? Things which could be different


1.	 “That’s a difficult question to answer. I can talk about how I feel about it.”


2.	 “I think it would be best if I asked the chaplain to come by and see you.” 


3.	 “That’s a good question. What’s put that in your mind? What have you been 
thinking about?”


4.	 “I think its best that we talk about something else. Thinking about ques-
tions like that might make your pain worse. “
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When assessing and communicating with the 
withdrawn person…
Select true or false for each of the following statements. You might like to do this 
exercise with a group of colleagues.


1.	 A person is more likely to share something they are worried about if they trust you.   
   
       True          False   


2.	 It’s better to ask someone who doesn’t feel like talking ‘yes’ or ‘no’ questions so they 
don’t have to talk too much.    


 	 True          False   


3.	 Someone who is withdrawn might start to engage if you focus on their body 
language.


 	 True          False   


4.	 If a person is quiet or withdrawn, it’s easier to pass on information.


 	 True         False   


5.	 It’s important to look at signs and signals.


True          False   


But I don’t give bad news do I?
   


   
   “Your daughter can’t visit 


today she’s ill”
“Your wife’s not so well today”


“We’re worried about the 
symptoms”


“We haven’t been able to get the care package 
together in time to get you home today”


 “He’s going to have to have 
to go into hospital”


              “I‘m really sorry but …..”
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What would you want from someone you could trust?


What would you want from a person with who you could be yourself?


Empathy is: The ability to recognise the felt experience of another person. To 
put oneself in their position and to see the world from their perspective.


Empathy is not: Feeling the same, or how you would feel in that situation.


Reflection: Some people would say that in order to feel compassion you first 
have to be able to empathise – to see the situation from the other person’s 
point of view.


What do you think?


“Special people” and you


Most of us can identify particular people or carers who for one reason or 
another we became more attached to than usual or who have affected us 
deeply. 
Think of a particular person with whom you have worked. 
Perhaps there was something very special about him or her. 
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“Special people” and you


Perhaps something about the circumstances that reminded you of your own. 
Perhaps the illness or death was especially tragic or traumatic.
What was it about this person that affected you?
How did you cope? (What helped? What hindered?)
What else did you need? (Perhaps from colleagues or managers?)


Listening Skills


Think about what the skills below communicate to the person. 


TOP TIP 
We were born with two ears and one mouth – an indication that we should 
listen twice as much as we speak.


Skill


Eye contact and attention


Minimal prompts:
“yes, go on”


Acknowledging/reflection: 
“you had a rotten time by the sound of it”
“you look/sound upset”


Paraphrasing:
“being ill has been really distressing”


Open question:
“How are you feeling?”


What does this communicate to 
the person?
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Skill


Open directive questions:
“What’s most important to you right now?”
“How did it feel when you heard…?”


Educated guesses:
“I imagine that news came as quite a 
shock”


Negotiation:
“Are you able to say what is worrying you?”


Clarifying:
“What were the things about being ill that 
upset you?”


Summarising:
“So what’s most important is…” 
(list what was said)


What does this communicate to 
the person?


Answers on page 38.


Communication Breakdown
Question:  What prevents people, including carers or staff, from sharing worries and 
needs?


Fears
 •	 strong emotions coming out
•	 making things worse
•	 facing difficult questions
•	 taking up too much time
•	 facing our own failure
•	 being shamed 
•	 not being able to find the words


Beliefs
•	 Problems are a normal part of 


illness so staff should know they 
are coming


•	 Feeling like a problem can’t be 
fixed


•	 Professional people are only 
interested in certain types of 
problems


•	 This is not the “right” 
professional person to talk to 
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Communication Challenges 


•	 It’s hard to find the right words
•	 The right questions weren’t asked 


by the professional 
•	 Problems hinted at but not picked 


up by professional
•	 Not communicating in first 


language
•	 Cognitive impairment


Workplace


•	 Lack of support from colleagues 
or managers


•	 Lack of privacy
•	 Time constraints
•	 Noise/distractions
•	 Nowhere to refer for 


psychological support
•	 No training or supervision in 


communication skills


These are all some examples of barriers to communication.


Question: How many do you recognise for yourself and in your workplace?


Question: Why do professional staff struggle to talk about dying?


The conversations I find most difficult are:
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I find these conversations difficult because:


Some ways in which we STOP people from telling 
us about their needs and concerns
Person says “I was upset about being ill”


   Overt blocking                                                                              Distancing
 Complete change of topic                                                    More subtle change of focus


How’s your family?  Are you upset now? (change of time frame)
Was your wife upset? (change of person)


How long were you ill? (removal of emotion


Blocking - Questions!


Physical


Closed


Multiple


Leading


Defending/justifying


Premature reassurance


Premature advice


Normalising


Reducing


Jollying along


“Did you have a lot of symptoms?”


“Did you tell anyone?”


“How are you, is the pain any better?”


“You’ll feel better in a minute won’t you?”


“I’m sure the doctor didn’t mean to upset you.”


“You’ll feel better after you’ve seen the doctor.”


“You need to ...”


“Everyone gets upset when they’re ill.”


“It won’t be as bad as you think.”


“Come on you have to stay positive.”
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Tips and Tricks for Communication
Words to mentally prepare you… 


The use of the acronym PREPARED may help with end of life care discussions


	 P repare for discussion – confirm diagnosis before discussion, ensure privacy


	 R apport – relate to person, show empathy, care and compassion


	 E xpectations – clarify the person and their family’s understanding and wishes


	 P rovide information – tailored to the need of the person and their family


	 A cknowledge – their fears and concerns 


       R ealistic hope – be honest without being blunt, giving reassurance and facilitate  


realistic goals


       E ncourage – questions and further discussions, checking their understanding


	 D ocument – summarise what has been discussed 


“ Kindness – Curiosity- Honesty “
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Tips and Tricks for Communication


Staff introducing the subject:
•	 “Do you like to plan your life or are you someone who likes to improvise?”
•	 “Thinking about your future care, where would you like to be cared for?”


Person / carer introducing the subject:
•	 “I am happy to answer that, but do you mind telling me what made you ask that 


question?”


Clarifies a person’s fears:
•	 “What worries you most?”
•	 “What is your biggest concern?” 
•	 “What frightens you at the moment?”


Maintaining Hope:
•	 “What do you hope for the future?“
•	 “What are the things you most want to invest time and energy in?” 
•	 “Have you any unfinished business?” 
•	 “We can prepare for the worst while hoping for the best.”
•	 “The aim of this treatment is changing more towards making the most of your 


function and comfort.”


Family conflict:
•	 “If he/she were able to talk to us, what do you think he/she would want us to know?”


Dealing with denial or expectations not consistent with clinical evidence:
“What is your understanding of what is likely to happen with your illness/ treatment •	
options?” 
“I wish too that this disease would get better. If we can’t make that happen, what •	
other shorter- term things would you like to achieve?”
“Have you thought about what might happen if things don’t go as you wish? •	
“Sometimes having a plan that prepares you for the worst makes it easier to focus on •	
what you hope for most?”


Requests by family to withhold end of life care Information:
•	 “What is it that you think will happen if we have this conversation?”


•	 “What do you think will happen if we don’t tell ....what is happening at the moment?” 
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•	 “Do you think …… knows that all is not right at the moment? What must that be 
like for .….. to suspect but not know?” 


•	 “By not acknowledging what is happening we are blocking ….. ability to have 
some really important conversations”


Discussing the process of death and dying:
•	 “Have you thought about where you would like to be when you get sicker with 


this illness – where you would like to be cared for?” 
•	 “IV fluids are unlikely to alter the course of this disease and at this time they may 


pool in the lungs and make breathing more difficult”
•	 “Hospitalisation is unlikely to alter the course of this disease and at this time 


……… has already expressed a wish to remain in the care home” 


DNACPR orders:
•	 “We need to focus the care on ways that can make a difference for the better.”
•	  “We need to ensure they do not suffer unnecessarily and are allowed to die in 


peace and comfort”
•	 “CPR would not be helpful, it would not prevent the person’s death and may 


prolong their dying and cause more distress”


Advance Care Planning:
•	 “Have you thought about the type of care you would like to have if you ever 


become too sick to speak for yourself?“
•	 “Have you spoken to someone who will make decisions for you?“
•	 “Would you like to include them in these discussions?”
•	 “It’s often easier to talk through tough decisions when there isn’t a crisis”


Introducing Specialist Palliative care services:
•	 “What does the term Palliative mean to you?” 
•	 “Palliative care team includes a whole range of health care professionals who can 


help support you and your family at this time”


Stopping disease specific treatments:
•	 “The aim of treatment is now changing from trying to control the disease to 


reducing the symptoms you may get”


Discussing end of life care Issues: 
•	 “To make sure we are on the same wavelength, I want to check your 


understanding of what we have discussed”
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Open directive questions:
“What’s most important to you right 
now?”
“How did it feel when you heard…?”


Educated guesses:
“I imagine that news came as quite a 
shock”


Negotiation:
“are you able to say what is worrying you”


Clarifying:
“what were the things about being ill 
that upset you?”


Summarising:
“So what’s most important is…” 
(list what was said)


Skill


Eye contact and attention


Minimal prompts:
“yes, go on”


Acknowledging/reflection: 
“you had a rotten time by the sound of it”
“you look/sound upset”


Paraphrasing:
“being ill has been really distressing”


Open question:
“How are you feeling?”


Communicates


“You are important”


“I’m still listening”


“How you feel matters”
“I can see you’re upset, it’s OK to tell me 
about it and I want to help”


“I want you to know I’ve heard you and 
also to check that I’ve got it right”


 “I’m interested/concerned”


 “I think you might have concerns or 
needs and I want to help”


“I have an idea about how you may be
feeling. Do you want to tell me?”


 “I’m willing to listen but I can see it’s hard 
and I don’t want to pry”


 
“I’d like to understand exactly what the
problem is?”


 “I’ve heard you, have I got it right, have I 
missed anything?”







Advance Care Planning
  .       .       .       .       .       .       .       .       .       .        .       .       .       .       .       .
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Advance Care 
Planning


Advance Care Planning should be about enabling people to live well until 
they die.


At some time in a person’s life, they may want to think about the consequences of 
becoming seriously ill or disabled. They may wish to discuss their feelings, and consider 
recording their wishes and preferences.


Advance Care Planning (ACP) is a voluntary process of a discussion about future care 
between a person and those who provide care for them, for example a nurse doctor, 
care home manager, carer or a family member.


The discussions between the person and the health/social care providers are the 
foundation for documentation.


The plan makes clear what a person’s wishes are, recognising that they may deteriorate 
and not be able to communicate their wishes to other or have capacity to make 
decisions as their illness progresses.


It includes important information about concerns, values and preferences. ACP’s should 
be documented and communicated to all those involved in the care plan, including 
family and friends if the person wishes it.


An ACP is not legally binding; however it must be taken into account when acting in a 
person’s best interests. A signature is not a requirement, but its presence makes clear 
whose views are documented. The ACP makes the multidisciplinary team aware of the 
person’s wishes and preferences in the event that the person loses capacity.


Sometimes the person provides a signal to open up discussions. However you have to 
remember that the Advance Care Plan process is not a one-off conversation. It might 
require a number of discussions with the person and their family. 
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What is an Advance Care Plan (ACP)?


Advance Care Plans are used to identify a person’s preferences and wishes 
at the end of life. The document which is held by the person can be taken 
with them if they receive care in different places. It has space for the person’s 
thoughts about their care and the choices they would like to make, including 
saying where they would like to be when they die.


Information about choices and who might be involved in their care can also be 
recorded so any care staff can read about what matters to the person, which 
ensures continuity of care. If anything changes, this can be written in to the 
plan so everything stays up to date.


Key elements:


•	 A document held by the person concerned and should accompany that person 
when transferring out of the usual care setting


•	 If a person chooses they can share information in their ACP with their family and  
professional carers. 


•	 The document can tell staff who the person’s Lasting Power of Attorney (LPA) is. 
Appointing a LPA is a legal process and has to be done separately in addition to an 
ACP. 


•	 The ACP process is voluntary and should not be as a result of external pressure.


•	 An ACP discussion should be offered to everyone with mental capacity to have the 
discussion unless they have clearly stated they do not want to talk about their future 
health care. 


•	 The result of the ACP process may be a statement of a person’s wishes, preferences, 
beliefs and values. This may include a choice for a preferred place of care.


All health and social care staff should be open to any ACP discussion which 
person may try to start talking about.
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•	 Staff will require the appropriate training to enable them to communicate effectively 
and understand any legal or ethical issues involved.


•	 Discussions focus on the views of the person although they may make a request for 
a carer, friend, partner or relative to be involved.


•	 ACP requires that the person has the capacity to discuss and understand the options 
available to them and agree what is then planned.


•	 Should a person wish to make an advance decision to refuse treatment (ADRT) this 
should be completed following the appropriate guidance.


•	 The wishes expressed during ACP are not legally binding but should be taken into 
account when professionals are required to make a decision on a person’s behalf.


•	 If there is no record of ADRT then decisions will be made in a person’s Best Interests. 
ACP can help in making best interest decisions.


•	 Document any ACP discussions even if they decline to complete an Advance Care 
Plan- this is vital information that the person has had the courage to tell you, and 
they need professionals to know about it even if they don’t want to keep a written 
copy of it themselves. 


Triggers that an ACP discussion may be required


Both you and the person you support might start thinking about an Advance 
Care Plan following a trigger. Examples of a trigger could be:


•	 If the person asks to discuss advance care planning
•	 The death of a spouse or a close friend
•	 A new diagnosis of a life limiting disease
•	 A change in progress of an existing illness
•	 New treatment options to consider
•	 A need to consider a different care setting, admission to the care home
•	 A change in personal circumstances, for example retirement
•	 Changes within the family dynamics
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If a trigger is identified; it is important to discuss with the person in a sensitive and open 
manner and pass the information on to a senior member of staff when the person has 
agreed for you to do so. It is appropriate to document in the person’s plan of care what 
has been mentioned. 


An ACP form can then be discussed and completed for the person by the appropriate 
health/social care professional.


People may indicate consent in the following ways:


•	 Non-verbally/implied (for example by presenting their arm for their pulse to be 
taken) 


•	 Verbally 
•	 In writing


English Common Law identifies three components of a valid consent:


•	 Competency – be competent to make the decision
•	 Information – have received sufficient information to make it
•	 Voluntariness – not be acting under duress


Consent


People have a fundamental legal and ethical right to determine what happens 
to their own bodies. 


Valid consent to treatment is central in all forms of healthcare, from providing 
personal care to undertaking major surgery.
  
Seeking consent is also a matter of common courtesy between health/social 
care professionals and  the people under their care. 


Competent adults are entitled to refuse consent; the only exception to this rule 
is for people detained under the Mental Health Act 1983.


BUT, people do not have the right to demand a treatment that would not help. 
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A person’s capacity to make decisions must be identified using the Mental Capacity 
Act 2005. The following principles apply when assessing capacity. 


Competency


Principles for capacity to make decisions.


Presume capacity.


Help and encourage people to have capacity.


People are entitled to make unwise decisions.


Decisions for person without capacity: best interests.


Someone making a decision or acting on behalf of a person who lacks capacity 
must consider whether it is possible to decide or act in a way that would 
interfere less with the person’s rights and freedoms of action, or whether there 
is a need to decide or act at all.


The competency or capacity of a person to give their consent should be 
considered in all situations. It should never be assumed that an adult or child is 
either competent or incompetent without a full assessment of that person.


Where an adult lacks the mental capacity (either temporarily or permanently) 
to give or withhold consent for himself or herself, no one else can give consent 
on their behalf.  However, treatment may be given if it is in their best interests, 
as long as it has not been refused in advance in a valid and applicable advance 
directive.


The standard consent forms should never be used for people over the age 
of 18 unable to consent for themselves. For more minor interventions, this 
information should be entered in the person’s documentation.
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Assessment of Capacity


Definition and two step test of incapacity.
1.	 Is there an impairment of, or disturbance in, the functioning of the person’s 


mind or brain?
2.	 Does the impairment make the person unable to make the decision?


Can the person:-
•	 Understand the information relevant to that decision?
•	 Retain that information?
•	 Use or weigh that information as part of the process of making the 


decision?
•	 Communicate their decision?


Try different ways of communicating and consider using professionals with 
specialist skills in verbal and non-verbal communication.


The standard is whether it is more likely than not that the person lacks capacity.


Assessing capacity
Suitably trained health and social care professionals make the assessment for 
capacity following specific criteria.
•	 Assess the person’s capacity to make a decision.
•	 Make a record of assessment.
•	 Don’t rush.
•	 Decision specific.
•	 Don’t push through decisions when capacity is lowest.
•	 A strange or unwise decision does not necessarily mean lack of capacity.


Lacking capacity
If a person does not have capacity:
•	 Does the decision need to be made without delay?
•	 Will the person regain capacity?
•	 Is it possible to wait until the person does have capacity?
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Consulting others
If appropriate consult other people such as:
•	 Carers, close relatives, friends.
•	 Attorney under a Lasting Power of Attorney (LPA).
•	 Any deputy appointed by Court Of Protection.


Lasting Power of Attorney (LPA)


Someone with a Lasting Power of Attorney (LPA) has the authority to make 
decisions on behalf of a person who lacks capacity. The LPA must be registered 
by the Office of the Public Guardian for it to be valid. There are two types of 
LPA:


Lasting Power of Attorney (LPA) for Health and Welfare 


Lasting Power of Attorney (LPA) for Property and Finance


When involved in discussions and making decisions about a person’s health, 
treatment, welfare and future care, the decision maker must have an LPA for 
Health and Welfare.


The two types of LPA are not interchangeable.  


Best Interests 
Any decision made on behalf of a person who lacks capacity must be made in 
that person’s best interest. (As defined by the Mental Capacity Act 2005) 


Should an Independent Mental Capacity Advocate (IMCA) be instructed? 


Must do so if there is no-one else appropriate to consult with over best 
interests and, the decision concerns serious medical treatment or the provision 
of longer term accommodation.
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applies to.
Consider anything relevant and in particular:


•	 Past and present wishes and feelings of the person.
•	 Any beliefs and values of the person that may influence the decision.
•	 Has a written statement of wishes and feelings been made?
•	 Has a valid and applicable advance decision to refuse treatment been 


made?
•	 Is the act or decision the less restrictive of basic rights and freedoms?


Deprivation of Liberty Safeguard (DoLS)


•	 These safeguards are required if the restrictions and restraint being used 
to keep someone, who lacks capacity, in their placement are actually 
depriving them of their liberty.


•	 DoLS can only be used in a hospital or care home and cannot be used in 
other settings (such as supported living) as the Court of Protection must 
authorise a deprivation in these situations.


•	 Care homes and hospitals (managing authorities) must ask the local 
authority (supervisory body) for permission to deprive someone of their 
liberty although hospitals and care homes can authorise themselves for the 
first seven days if the need is thought to be urgent.


•	 These safeguards are overseen by independent professionals who ensure 
that people are not deprived of their liberty arbitrarily, without due process 
and that they have the same rights as everyone else under the Human 
Rights Act.


After carefully considering the above, it is good practice to clearly document 
what the decision under discussion was, who was consulted, what the outcome 
of the discussion was and the action taken. 


The acid test states that if someone lacks the capacity to consent to their 
residence, is under “continuous supervision and control of movement and 
not free to leave”, then they require a DoLS.
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Advance Decisions to Refuse Treatment (ADRT)
Key elements:


•	 Making an advance decision is entirely voluntary and should not be made as a result 
of external pressure


•	 An advance decision can only be made by someone over 18 years of age
•	 The person making an advance decision must have the capacity to do so
•	 The advance decision should specify the treatment which is to be refused and the 


circumstances in which the refusal applies
•	 The decision must be valid
•	 The decision must be applicable to specific circumstances
•	 If the advance decision is to apply even if the person’s life is at risk, it must be in 


writing, signed and witnessed and it must say that the decision applies even if it 
means the person’s life is at risk


•	 An advance decision can only be used to refuse treatment not to demand treatment 
or to request procedures which are against the law e.g. assisted suicide


•	 A copy should be retained by the person and (with consent) be retained in all 
relevant care records


Advance Decisions to Refuse Treatment (ADRT).


An Advance Decision to Refuse Treatment ADRT (previously known as a living 
will or advance directive) is a decision that can be made in order to refuse a 
specific medical treatment in whatever circumstances that are stated. This 
can include the choice to refuse treatment even if doing so might put an 
individual’s life at risk. The ADRT will not be used if an individual can make their 
own choices at the time the treatment is needed and offered. The ADRT will 
only become effective if the person loses capacity to make decisions about 
their future treatment.


The ADRT is legally binding if assessed as complying with the Mental 
Capacity Act 2005 and is valid and applicable. If it is binding it takes the 
place of best interests decisions about the treatment. If the ADRT is valid and 
applicable to current circumstances it provides legal and clinical instruction to 
multidisciplinary teams. For the refusal of life sustaining treatment, the ADRT 
must be written, signed and witnessed and contain a statement that it applies 
even if the person’s life is at risk.


The individual can revoke decisions at any time.
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Key elements:
•	 The Senior Clinician/Specialist Nurse/ANP will have the DNACPR discussion with the 


person and with their consent also with the family
•	 Full information including risk factors will be given
•	 DNACPR form will be completed, signed and dated by the professional, NOT the 


person or their carer
•	 The original copy remains with the person wherever they receive care and when 


care is transferred to other settings
•	 A DNACPR decision does not influence the decisions of the healthcare professionals 


looking after the person regarding any other treatments or medications they think 
would be right for them


•	 A DNACPR decision is about CPR only. The person will still receive the best possible 
treatment and care for their illness even if they or the team looking after them, have 
decided against CPR


•	 The DNACPR form is not legally binding, but an ADRT refusing CPR is legally binding 
if it is valid and applicable


Do Not Attempt Cardiopulmonary Resuscitation (DNACPR)


DNACPR is an order stating that a decision has been made either by the person 
or the Medical Officer/Specialist Nurse/Advanced Nurse Practitioner (ANP) in 
charge of their care that CPR would have no clinical benefit or be wished for in 
this situation. 


It does not mean that treatment will be withheld, e.g. antibiotics, analgesia, 
feeding, hydration, suction, treatment for choking etc. 


If the person is choking it is advisable to ring 999 for the ambulance crew to 
attend to manage the situation.


A decision not to attempt CPR applies only to CPR. It must be made clear to 
person/people close to that person and members of the healthcare team that 
it does not apply to any other aspect of treatment and that all treatment and 
care that are appropriate for the person will continue. To avoid confusion, the 
phrase ‘Do Not Attempt Cardiopulmonary Resuscitation’ should be used to 
record DNACPR.
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Answer the questions from the information provided in this section


Explain what an Advance Care Plan is.


When should the discussions take place?


Why might a person begin to make an advance care plan?
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 What is informed consent?


Explain the legalities of an advance decision to refuse treatment.


What is a DoLS? 
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When would someone require a DoLS?


What do the initials DNACPR stand for?


Give a brief explanation for DNACPR.
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Who is responsible for making the decisions vs. following the decisions made in an 
ACP?


If you identified a ‘trigger’, what would you do about it?







Recognising Dying
  .       .       .       .       .       .       .       .       .       .        .       .       .       .       .       .
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Recognising the last hours and days of life
A person who is dying needs a care plan tailored to their individual needs. This 
should include attention to physical, spiritual, social and psychological needs that are 
identified by a holistic assessment. This is when the Individualized Care Of the Dying 
Documentation (ICODD) is used.


Five priorities for care of the dying person are identified in the report “One Chance to 
Get it Right”. (2015) This sets out the approach to caring for dying people that staff 
should adopt: 


Priority 1 – 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.


Priority 2 – Communication – sensitive communications takes place between staff and 
the dying person, and those identified as important to them.


Priority 3 – 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.


Priority 4 – Support – the needs of families and others identified as important to the 
dying person are actively explored, respected and met as far as possible.


Priority 5 – 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.


One of the most important elements of end of life care is to be able to identify when a 
person reaches the point where they are actually dying. It is never easy to decide when 
this is. It is important to look for reversible causes of deterioration and for a decision 
to have been made about whether or not treating this is possible, beneficial and/or in 
keeping with the person’s wishes.
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Although it is impossible to predict the exact time of death, there are signs when it 
might be near, but each person will change in different ways.


Here are some of the clues that will help you identify that dying is imminent. You will 
need interventions at each stage both for the person, their family and loved ones.
ossible, beneficial and/or in keeping with the person’s wishes.


Circulatory changes in the hours and days 
before death - peripheral circulation decreases 


and blood pressure gradually lowers. The 
person’s extremities feel cold and the skin 


colour may change from pale to purplish in 
the extremities. This change is something 


that experienced staff will see as a key sign of 
imminent death. Kidneys retain more water 
when the person stops drinking resulting in 


decreased urine production.


Increasing frailty - with progressive 
illness comes an increasing 


symptom burden and reduced 
appetite. The person becomes less 
mobile, weak, frail and ultimately 


bedbound.


Loss of interest and withdrawal - as the 
person becomes weaker they lose interest in 
their environment and may withdraw from 
the people around them. Restlessness and 


confusion are quite common in the last days 
of life. There is a gradual increase in the length 


of time the person sleeps leading to periods 
when it is difficult to rouse them, until finally 


it leads to unconsciousness for most people in 
the last hours of life. It is important to still talk 


to and explain things to the person. 
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Difficulty swallowing - in the last few hours 
or days, swallowing becomes difficult, making 
eating or drinking difficult or impossible and 
increasing the risk of aspiration and choking. 


This can increase distress, as the person’s 
mouth may become dry and uncomfortable. It 
may be no longer practical to administer oral 
medication, so an alternative route must be 


used. Good mouth care is essential.


Changes in breathing - when a person is close to death, 
their breathing often changes from normal rate and 


rhythm to a new pattern. They may stop breathing for a 
few seconds or even as long as a minute before starting 


to breathe again. The depth of each breath can also 
vary. This is called Cheyne-Stokes breathing.  Coughing 


and ‘rattling’ can also be common. This breathing is 
sometimes known as the ‘death rattle’ and can be 
upsetting to care givers but is not an indication of 


distress. 
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The final moments of life are often very peaceful. Breathing becomes irregular and 
slows down dramatically. The stomach muscles rather than the chest muscles may 
control the person’s breathing, and you will see it rise and fall with every breath they 
take.


Once a person has got to this stage, it could be just a matter of minutes or maybe even 
a few hours before they take their last breath. Everyone is different. It is important that 
someone is with the person during this time, because even though they are dying they 
may still sense your presence, which will be comforting to them.


Other people may also wish to say their goodbyes at this time. So consider their needs 
too and allow them time with the dying person if it is felt appropriate. Families should 
not feel under pressure to stay with the person if they do not want to be there at the 
time of death. 


A sudden event leading to death 
It is not uncommon during this period for a sudden event to take place even when 
we are expecting a person to die. This includes events such as a pulmonary embolism 
(blood clot in the lung) a heart attack or stroke. This can be very distressing for the 
family. Although you may not be certain about the actual cause of sudden death, 
make sure that the family and loved ones have careful, empathetic explanation and 
reassurance given to them.


Most people die peacefully and gradually, so when you’re asked how someone will die 
it is right to say that it is likely to be peaceful, not dramatic, and that only occasionally 
there may be a sudden change. 


The person becomes more deeply unconscious just before death occurs. Their breathing 
pattern changes, their extremities become cooler. When this happens families will often 
recognise that death is near. For some families, this will be their first experience of death 
and dying, so it is important to make sure that they realise that death is imminent. This 
will give them the opportunity to make any specific preparation they wish to remain 
with the person and to summon others. 


Although as a care worker you are unable to verify expected death and will have to 
contact a doctor/ or nurse who has undergone the training to do this, there are signs 
and symptoms that are commonly used to tell that a person has died. 
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yingThe person may be very pale, have bluish discolouration of the skin due to lack of 


oxygen in the blood and will not respond to touch, voice or painful stimulus. 


The following signs are commonly recognised clinical signs used when verifying death:


•	 Absence of carotid pulse over one minute
•	 Absence of heart sounds over two minutes
•	 Absence of respiratory movements and breath sounds over two minutes
•	 Fixed, dilated pupils (unresponsive to bright lights)


Supporting someone who is deteriorating
 
Content adapted from the ‘Doing It My Way’, a comprehensive guide to end of life care for 
people with learning disabilities, reproduced with permission from St Anne’s Community 
service. A link to the guide can be found within the resources section online.


Once a person is approaching the end of their life, there are a number of things to be 
discussed by health care professionals who support the person. It is important for you 
to be aware of these as they will impact on your day to day care.


This includes:


•	 Symptom control (see Symptom Management section) 
•	 Resuscitation status (see Advance Care Planning section)
•	 Reduced trips to hospital
•	 Out of hours continuity
•	 As and when required medication and ‘just in case’ or Anticipatory Medication (see 


Advance Care Planning section)
•	 Supporting relatives
•	 End of life support


Resuscitation status 


Once a person’s health starts to deteriorate, it is time to think about a DNA CPR order, if 
one isn’t already in place. Once this has been put into place, it is important that all staff 
members who work with the person are made aware. The DNA CPR is a legal document 
which must be followed by all staff, and so it is important that all staff are aware of this. 
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Reduced trips to hospital


Once a person is known to be coming towards the end of their life, it can be worrying 
for staff when their health takes an unexpected turn. This may mean the person gets 
taken to hospital more often than usual – and sometimes for things which can be 
treated in the home.


Once a person has been diagnosed to be at the end of life, there is often very little the 
healthcare professionals in a hospital can do to help. The medication alone will often 
be making the person as comfortable as possible in their final days. It is important to let 
the person you support have as   dignified a death as possible. Sometimes going into 
hospital and having tests done may prevent this from happening. 


It can also be distressing or tiring for the person to be taken to hospital, and it could 
make them more susceptible to other health problems, such as infections. As long as 
their pain and other symptoms are being managed effectively, and they have access to 
all the medication they need, a trip to hospital can often be avoided.


Asking for advice


By this stage you should have regular contact with the person’s GP or palliative 
care nurse, and they will be able to advise about any concerns regarding the 
person’s health. It’s a good idea to put plans into place so that staff know at 
what point they need to contact the out of hours team. This might be if a person 
appears to be in pain or if they are struggling to swallow food or fluids.


The out of hours team will be able to determine whether or not a trip to hospital 
for the person is needed. Both hospices in Kirklees and Calderdale have 24 hour 
advice lines which can be used even if the person is not already known to the 
palliative care team. 


Kirkwood Hospice Advice Line number: 01484 557910


Overgate Hospice Advice Line number: 01422 379151 (for out of hours, 
select option 1)
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It is important that all services are aware of a person’s needs, including out of hours 
services. This is where completion of the palliative care handover form can help. This 
could be discussed with the GP/ ANP, district nurse, specialist nurse or community 
matron.  


If one of the people you support is admitted to hospital, it is important to ensure good 
communication with the ward. Due to staffing issues or costs, it may not be possible for 
a member of staff to be with the person at all times. However, it is important to know 
the progress of the person whilst they are in hospital so you should instruct one or 
two members of staff to make regular contact with the hospital, to gather information 
on the health of the person. This information should be documented and kept in the 
person’s file, and can be used to update families about the condition of their relative. 
Ideally, family members should get their information from the team treating the person 
at that time, but they may want to talk to you in general. 


Keeping regular contact with the staff on the ward will also be beneficial to the person, 
as you will be able to give them advice on their needs and support plans. They will 
also be able to ask for things the person needs, such as pyjamas, incontinence pads or 
toiletries.


Supporting Relatives


Supporting the family members of a person living their final days is an important part 
of End of Life care. Practical advice should be offered as well as informed answers to any 
of their questions or concerns. Naturally this is a difficult time for relatives, especially if 
they were close to their loved one, and you and your staff team will need to be prepared 
for this. The level of support required varies from family to family, but you should try 
your best to offer as much support as they need. Further details are included within the 
bereavement section and communication sections of this workbook.


Involving family and friends


Involving relatives and friends in the various aspects of their loved one’s final days can 
often be a comfort. 


For example, this could include them being invited to meetings with doctors or 
community nurse teams. 


If a person’s family speaks a different language, it is important to use an interpreter so 
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there is no breakdown or confusion in communication. It also puts unfair pressure on 
family members who may be asked to translate bad news, which means they might not 
translate the message you would want to get across.


Details of local counselling services or help lines may also be helpful to grieving 
families. You can find further information in the online resources.


It’s never easy to determine exactly when a person is approaching their final days. 
However, there are a number of symptoms and side effects that may indicate death is 
not too far away.  Remember, every person is different and not all these symptoms will 
necessarily be present, nor indicate that death is close.


Some of the common signs are listed below:


• Sleepiness – to combat this try to plan visits and activities when the person is most 
alert.


• Unable to swallow well or having no interest in food or drink – let the person 
choose when and if they want to eat or drink. Ice chips, water or juice may be 
refreshing if the person can swallow. At this stage, it will not harm the person if they 
don’t eat.


• Loss of control of bladder or bowel – keep the person as clean, dry and 
comfortable as possible. Place disposable pads on the bed beneath them and 
remove when they become soiled.


• Changes in breathing pattern or heavy breathing– breathing may be easier if the 
person is turned to the side and pillows are placed beneath their head and behind 
their back. A fan directed at the face may help. 


• Cold feet, hands, arms or legs – warm the person with blankets but avoid electric 
blankets or heating pads as these may cause burns.


• Complete loss of consciousness – many people are still able to hear after they 
are no longer able to speak, and some experts think that hearing is one of the last 
senses to go. Encourage both staff and family members to continue talking to them.


• Disorientation or confusion – speak calmly to help keep the person relaxed. Let 
them know when you enter the room, who else is also there, and talk about what 
is happening around them. Keep the information brief and simple so as not to 
overwhelm the person. 
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It can be very difficult to watch a person go through these changes. However they are 
natural symptoms of dying and by this stage you’ll have regular contact with qualified 
nurses and palliative care nurses who will be able to help you determine if they have 
reached their final stages of life. When this occurs, it’s time to inform family members or 
next of kin so that they have the opportunity to be with their loved one in the final days.


At this point, you should assess care plans, (including Advance Care Plans) and, if 
necessary, put new ones into place to ensure that the person’s needs continue to be 
met. This may include changes to manual handling or bathing. You should also have 
regular contact with their GP who can assess the effectiveness of symptom control 
medication and make changes if needs be. For instance, this may include changing the 
route of medication, and stopping nonessential medications.


During a person’s final days, you may feel that nothing you do is right and that you are 
not helping them. However just being with them and making them as comfortable as 
possible is the best thing you can do. 


Keeping the person informed and being open and honest will maintain the relationship 
and trust they may have built with you over the years. Spend time with them doing 
things they enjoy, such as listening to music or watching TV. This will make them feel 
safe and secure and provide a good deal of comfort for all concerned.







Symptom Management
  .       .       .       .       .       .       .       .       .       .        .       .       .       .       .       .
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Symptom management 
There are many things we can do to make someone more comfortable and keep them 
feeling well. This section gives you more information about symptoms to look for and 
how to treat them. A symptom is an unusual feeling or sensation which a person may 
experience. It may occur now and again or may become progressively worse. A person 
may experience several symptoms at the same time. The symptom, including how bad 
it is, is something only the person can truly know so it is crucial to listen to their report 
of it. 
If care home staff are concerned about symptom management, they can contact the 
Care Home Support Team (South Kirklees), Quest Matrons (Calderdale), GP/District 
nurses/ Community Specialist Palliative Care Teams or 111 if out of hours.


This section covers:
Nausea and vomitting•	
Hydration and nutrition•	
Weakness and fatigue•	
Confusion and delirium•	
Depression•	
Breathlessness•	
Bowel management•	
Pain•	
Medications in the last few days of life •	


Nausea and Vomiting
Nausea is the feeling of wanting to be sick. It’s very unpleasant and is often 
associated with other symptoms, such as being pale, having a cold sweat or 
diarrhoea. If you have ever felt sick without being sick, you will understand how 
awful nausea feels, it can feel worse than being sick.


Retching is when the stomach cramps as if someone is going to be sick. It is very 
tiring and can be very painful.


Vomiting is actually being sick - the forceful expulsion of the stomach contents 
through the mouth. 


Nausea and vomiting can be symptoms of advanced disease. They can also be 
caused by treatment of the disease, such as medication or surgery.


Nausea and vomiting can also be caused by something which is unrelated to the 
disease, such as an upset stomach. Both can also be triggered by extreme coughing 
or breathlessness or an unpleasant thought or memory. 
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What you can do to help:


•	 Don’t wear strong perfume as it can increase nausea


•	 Make sure the person is in a calm environment, away from the sight and smell of 
food. The smell of food can make nausea worse


•	 If they get hungry, offer small snacks not big meals


•	 Try and offer foods you know that they like


•	 Make sure good mouth care is maintained   


•	 Ensure they are in a comfortable position


•	 Have vomit bowls to hand


•	 The registered nurse may need to give medication to help control nausea and 
vomiting


   Why might a person experience nausea and vomiting?


   Give an example of how nausea and vomiting might be cared for?
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   How can good oral hygiene assist a person with nausea and vomiting?


Consider barriers to eating: 


•	 Medications causing a metallic taste in the mouth
•	 Oral hygiene
•	 Mouth ulcers 
•	 Thrush
•	 Ill-fitting dentures
•	 Depression 
•	 Too much food being offered


Hydration and Nutrition


Eating is one of the key social things people do and is important for more than 
nutrition. 


Weight loss is common in people with advanced illnesses and many people find 
that they want to eat less. As someone’s illness progresses, people can have less 
energy because of the disease, even if they eat normally.
Some people need lots of reassurance so that they do not worry about their weight 
loss. Good assessment skills help to find out if lack of eating is a problem. 
Talk to the person and ask them how they are feeling and listen to their response. 
Reassure them that a loss of appetite is quite common. Tell them it is fine to eat less. 
Do not talk about food all the time; if a person has no appetite they may not fancy 
anything. Towards the end of life, not eating does not harm the person, because 
their metabolism has changed and they cannot use nutrients effectively, even if 
they do eat.
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Tips: 


•	 Offer small portions 
•	 Make the food look nice
•	 Encourage them to eat what they can manage
•	 Help with cutting up food when needed
•	 Use non-slip mats
•	 Sit the person in a position where they can eat
•	 Sometimes an alcoholic drink can help stimulate the appetite
•	 If they have enjoyed alcohol before, a drink may reduce stress and give them 


extra calories. Help their families to understand that a drink of alcohol and 
small amounts of food may be all their loved one needs.


   


At the very end of life or when a person is imminently dying, the prognosis will not be 
altered by providing hydration and nutrition.


If the person wants to eat or drink but there is risk in doing so please support the person 
in eating and drinking if they are deemed to have mental capacity to make an informed 
decision.


If mental capacity is lacking follow ‘best interest’ procedures. Reassess the person 
regularly with a view to eating and drinking and document. Ensuring regular mouth 
care is maintained which is also covered in this workbook.


Avoid pushing food and drink as this can worsen symptoms such as nausea and 
vomiting. If the person is prescribed supplements, offer these but respect the person’s 
decision if they do not choose to drink these. 
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•	 Is your mouth sore?


•	 Come on, you’ve got to keep your strength up


•	 They’re serving yummy roast beef with all the trimmings today


•	 Can you tell me a little bit about how you are feeling?


•	 I could bring you some of your favourite food and leave it on the side until you feel 
like it


Do’s & Don’ts 


•	 Do find out if there is a problem with his eating


•	 Don’t nag him, reassure his family too


•	 Don’t talk too much about food if he’s not hungry


•	 Do offer small portions of food he likes


 Case Study


Mr Ahmed has advanced lung cancer. He hasn’t eaten for the last few days. When 
asked he says he’s just not hungry, what could you say to help?


Choose from the following options which you might choose to say:
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Hydration/Nutrition (Taken from the ICODD)
This guidance is for use when it is thought that the person is in the last days or hours of 
life, and reversible causes for the deterioration have been considered.  At this stage of an 
illness, the prognosis will not be altered by providing hydration and nutrition, orally or 
parenterally.


Is the person conscious?


The person is conscious or 
intermittently conscious


Do not give fluids or food 
orally


Ensure good mouth care


Risks of enteral hydration 
and nutrition are likely to 
outweigh benefits, even if 
given via an enteral feeding 
tube, as there is still a risk of 
regurgitation and aspiration


Does the person feel thirsty / hungry and want 
to eat/drink?


Can the person swallow food /liquid safely?


Avoid pushing the person 
to eat as this can be 
emotionally difficult and 
can worsen symptoms such 
as nausea and vomiting. 
Reassess every 4 hours or at 
each visit


Provide appropriate food 
and physical assistance to 
help the person satisfy their 
thirst and hunger.
Reassess at least every 4 
hours/at each visit


If the person wants to eat/drink, but there is risk 
in doing so, they should be allowed to eat/drink if 
they have the mental capacity to make an informed 
decision.
If the person has a feeding tube, and wants to 
receive food or fluids through the tube despite a risk 
of reflux and aspiration, they should be allowed to 
do so if they have the mental capacity to make an 
informed decision.
If the person lacks mental capacity, follow ‘Best 
Interests’ procedures as per protocol for your 
organisation.  Parenteral fluids are rarely indicated 
in this phase of illness and would require inpatient 
care. Therefore the harms must be weighed carefully 
against the benefits, consider the potential risks and 
benefits, and make an individual assessment for 
each person. Reassess every 4 hours/at each visit


NO YES


NO YES


YES NO
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Weakness and Fatigue


Weakness is when your arms and legs feel too weak to do normal daily activities. 
Fatigue is a feeling of tiredness, exhaustion or lack of energy. A good night’s 
sleep is not enough to make someone feel better when they are experiencing 
weakness and fatigue that is due to a life-limiting illness.


Causes:


•	 The disease or the treatment


•	 Other health problems


•	 Common in depression


•	 Increasing weakness and fatigue are common at the end of life


As weakness and fatigue can have a number of causes, an assessment is needed 
to work out what treatment is most likely to help. People can feel very frustrated 
and helpless, as weakness and fatigue aren’t always seen as symptoms. So first of 
all, you can tell them the symptoms are real and caused by health issues.


They need to be realistic about what they can actually do at the current time. 
Help them to plan rest periods during the day, but encourage them to keep up 
some activity but make sure they leave the less important tasks until they have 
more energy. Ensure they have as good a night’s sleep as they can. Invite the 
person to share how they are feeling and ask questions if they want to. 
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Case Study


Mr Kozial has widespread metastatic cancer and came back from hospital three 
days ago after a minor operation. He hasn’t got out of bed since. He says he’s a 
sad old fool, but he just doesn’t have the energy to get out of bed. What could 
you say to help?


Choose from the following options:


•	 Come on now, you don’t want to get bed sores


•	 It’s quite normal to feel a bit weak after an operation


•	 I’m sure you’ll be up and about in no time


•	 How about just coming down for lunch today?


•	 Feeling a bit weak is expected, but is there anything else worrying you?


Do’s & Don’ts 


•	 Don’t worry him and make him feel worse than he already is


•	 Do reassure him that this is a normal symptom after an operation


•	 Don’t be unrealistic


•	 Do  encourage a little activity


•	 Do talk to him and find out if anything else is wrong


Confusion and Delirium
As we age it is common to have a few memory problems, such as forgetting a name or 
taking a while to remember a word. Confusion and delirium (extreme confusion) are 
sudden changes in mental function. For example someone with delirium may forget 
the names of their children or forget the way to the bathroom, or they may just be a bit 
slower at finding their words.
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It is important to recognise confusion and delirium as symptoms, because they can often 
be treated and the symptoms reduced. People with dementia may often be confused 
but this is a gradual and steady worsening, whereas delirium fluctuates and can change 
suddenly.


Confusion and delirium can be caused by an existing disease such as dementia. Or 
they may be caused by a new medical problem such as an infection or kidney failure. 
Confusion or delirium can also be caused by withdrawal from alcohol or drugs.


At all stages, we should try non-medical interventions before using drugs. Before 
someone reaches the dying phase, the aim is to treat the underlying problem that is 
causing the delirium (e.g. treating an infection).


However, terminal restlessness is delirium in the last days of life. It often happens as major 
organs shut down and cannot be reversed. It may be made worse by a person’s emotional 
or spiritual distress. At this stage, drug and other medical treatment is normal to reduce 
the agitation as it is distressing for the person and their family. Listening to and discussing 
fears, anger or guilt can also help.  


How can you tell confusion and delirium from the forgetfulness of old age or from 
dementia? There are some signs to watch out for.


Q3: Words


Look at the words below and circle the words that apply to confusion 
and delirium:


Sudden			   Dementia			   Infection
	
Hunger			   Change			   Dehydration


Confusion			   Distracted			   Rambling


Urine Infection		  Forgetful			   Pain


Weary			                 Quiet				    Fever


Chills			                 Aggression	                             Tearfulness
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In general look for sudden and unusual confusion:


•	 The confusion happens suddenly, over a few hours or days


•	 The person shows a lack of attention and are easily distracted


•	 Their conversation is rambling or pointless


•	 They don’t know the time, where they are or who they are


•	 They cannot remember anything new 


•	 They may be agitated and hallucinating (seeing things that aren’t there) 


•	 They may be unusually weary or quiet


There may also be physical signs like fever, chills or urinary problems. (Please refer to a 
senior health care professional if you have concerns about the person).


With confusion and delirium, the things you can do to help are:


•	 Look after the person in a calm, well-lit place


•	 Keep up the person’s liquid intake - dehydration makes it worse- but this might not be 
possible in the dying phase


•	 When the person has clear moments, talk to them and reassure them


•	 Talk to the person in a clear, simple way


•	 Request a medical review from your local care home support team, community 
matron or GP


Why do you think a person might experience confusion and how would you 
recognise it?  What support could you offer?
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Why do you think a person might experience delirium and how would you 
recognise it? What support could you offer?


Why do you think a person might experience anxiety and how would you 
recognise it? What support could you offer?


Depression


Depression is more than feeling a bit low. It is feeling very low and sad for a long 
time. It is a serious illness and something to watch out for. Depression is very 
common in older people. Although the symptoms are the same as for younger 
people, older people are less likely to talk about unhappy feelings. People may use 
different ways to describe depression such as feeling down, being blue, feeling a bit 
low or feeling down in the dumps. 


There are many different factors that can trigger depression. Sometimes it is a 
reaction to an event. In other cases, depression does not have an obvious cause. A 
stressful life event such as bereavement or terminal illness can cause a constant low 
mood and feelings of hopelessness about the future. Depression can also be caused 
by changes in levels of chemicals in the brain. For example, mood can change as 
hormone levels go up and down. There can also be a social cause, doing fewer 
activities or having fewer interests can cause depression.


If you are concerned about someone being depressed, talk to them about their 
mood and whether they are feeling down.
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Here is an example of a depression screening tool:


Alexopoulos, Abrams, Young, Shamoian (1998).


NAME  ________________________________ AGE____________   SEX_______ DATE _________________________________________


Cornell Scale for Depression in Dementia
Ratings should be based on symptoms and signs occurring during the week before interview.  No score should be
given if symptoms result from physical disability or illness.


SCORING SYSTEM
a = Unable to evaluate 0 = Absent
1 = Mild to Intermittent 2 = Severe


A.  MOOD-RELATED SIGNS


1. Anxiety;  anxious expression, rumination, worrying


2. Sadness;  sad expression, sad voice, tearfulness


3. Lack of reaction to pleasant events


4. Irritability;  annoyed, short tempered


B.  BEHAVIORAL DISTURBANCE


5. Agitation;  restlessness, hand wringing, hair pulling


6. Retardation;  slow movements, slow speech, slow reactions


7. Multiple physical complaints (score 0 if gastrointestinal symptoms only)


8. Loss of interest;  less involved in usual activities (score 0 only if 
change occurred acutely, i.e., in less than one month)


C.  PHYSICAL SIGNS


9. Appetite loss;  eating less than usual


10. Weight loss (score 2 if greater than 5 pounds in one month)


11. Lack of energy;  fatigues easily, unable to sustain activities


D.  CYCLIC FUNCTIONS


12. Diurnal variation of mood;  symptoms worse in the morning


13. Difficulty falling asleep;  later than usual for this individual


14. Multiple awakenings during sleep


15. Early morning awakening;  earlier than usual for this individual


E.  IDEATIONAL DISTURBANCE


16. Suicidal;  feels life is not worth living


17. Poor self-esteem;  self-blame, self-depreciation, feelings of failure


18. Pessimism;  anticipation of the worst


19. Mood congruent delusions;  delusions of poverty, illness or loss


4-8


1. The same CNA (certified nursing assistant) should conduct the interviewed
each time to assure consistency in the response.


2. The assessment should be based on the patient’s normal weekly routine.
3. If uncertain of answers, questioning other caregivers may further define the


answer.
4. Answer all questions by placing a check in the column under the appropriate-


ly numbered answer.  (a=unable to evaluate, 0=absent, 1=mild to intermit-
tent, 2=severe).


5. Add the total score for all numbers checked for each question.
6. Place the total score in the “SCORE” box and record any subjective observa-


tion notes in the “Notes/Current Medications” section.
7 . Scores totaling twelve (12) points or more indicate probable depression.


Score


Score greater than 12 = Probable Depression


a         0         1         2


a         0         1         2


a         0         1         2


a         0         1         2


a         0         1         2


Instruction for use: (Cornell Dementia Depression Assessment Tool)


NOTES/CURRENT MEDICATIONS:


ASSESSOR:


Consult Pharm 1996; 11 (Suppl 4)
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Why do you think a person might experience depression and how would you 
recognise it? What support could you offer?


Breathlessness


Breathlessness (sometimes called Dyspnoea) is feeling short of breath. Feeling 
breathless without doing anything active is common when people are at the end of 
their lives. Rarely you may hear stridor, which is a noise when the person breathes in 
and has a narrowed upper airway. Breathlessness may be distressing for the family 
or carers, rather than the person, and can be more frightening when the sound is 
loud or unusual. 


Cycle of increasing panic and breathlessness


Davis. C (1998)


Breathlessness


Increased anxiety


Panic Fear of dying
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Respiratory or breathing problems are common in people with advanced incurable 
disease, especially when the disease is in the lungs or the heart. Breathlessness may 
also be caused by another medical problem, such as a chest infection, which can be 
treated. A detailed assessment will be needed.


Anxiety, panic attacks and hyperventilation (breathing too quickly) are common 
which make the breathlessness worse. If breathlessness is getting worse, even when 
they are doing nothing, it can mean they are getting close to the end of life but it’s 
still important to check for something reversible, like a pleural effusion (fluid around 
the lungs) in case it can be drained. 


Medication can reduce the stress for both them and their relatives by treating the 
symptoms of severe breathlessness. As breathlessness can be frightening and very 
distressing, you can help by asking them about their fears and reassuring them that 
it is quite common.


Oxygen is not usually considered helpful for the dying person unless they have 
previously been prescribed it.


Ways to help:


•	 Simple breathing exercises


•	 Relaxation techniques


•	 A fan


•	 An open window


•	 Good posture or position


•	 Making sure the room is well aired


•	 Relaxing gentle music


•	 Walking aids


Sometimes they will need a referral to a specialist breathlessness service for 
breathing equipment or drug treatment.
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Death rattle 


A person may make a distinctive ‘rattling’ noise at the back of the throat which is 
also known as the ‘death rattle’. This is a sound that a person may make as they 
are coming to the end of their life and may no longer be able to swallow or cough 
effectively enough to clear their saliva. People with the ‘rattle’ are often NOT 
breathless.
No evidence currently suggests that a death rattle is painful, distracting, or 
distressing to the dying person. However, the sound can be distressing or 
concerning to family members and loved ones and it is important to reassure them 
that these noises are not causing the person pain, anxiety or distress. 


Give 3 examples of non-medical ways of improving symptoms of breathlessness


1.


2.


3.


Bowel Management


Bowel management should form part of any good palliative care, to prevent 
distress at the end of life.


Bowel movements can be a source of discomfort or very painful when they are 
not normal. So an understanding of the person’s normal accepted bowel habit is 
essential for assessment. 


To keep up a healthy bowel movement, it is important to make sure people have 
a healthy, varied diet (this might not be possible at the very end of life). You 
can make sure the person has dignity by, when appropriate, offering use of a 
commode and giving them privacy.
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Constipation 


Adapted from the Yorkshire Cancer Network and North East Yorkshire and Humber
Clinical Alliance - A guide to symptom management in palliative care (2016)


Constipation is very common in people requiring palliative care, due to a 
combination of factors including immobility, reduced food and fluid intake, drugs, 
bowel pathology and sometimes hypercalcaemia. Diagnosis is usually made on the 
basis of history and examination and abdominal X-ray is rarely required.


Some of the things you might wish to consider are educating the person and 
their family about the causes of constipation. Increasing fluid intake and making 
appropriate dietary changes may help improve symptoms.


Guidelines on the use of laxatives in constipation


• A combination of stool softener and stimulant laxative is usually required.


Bowel Management


People may use the term diarrhoea when they go to the toilet often, or when 
their motions are loose and watery. It is important to find out more to diagnose 
the cause.  Diarrhoea can be caused by a number of things. It may be caused by 
medication such as antibiotics. It may follow an operation. It may be caused by an 
infection or a bug. It can be caused by constipation, if there are hard faeces in the 
rectum, the soft faces may ‘overflow’. Or, it may be a symptom of a more serious 
medical problem.  It is important to get much history as you can from the person.


Constipation is not being able to go to the toilet. Again, there are a number of 
causes and an understanding of their normal, accepted bowel habit is essential. 
Many drugs and treatments can cause constipation. It is important for you to 
monitor and report if a person has not opened their bowel for several days, in case 
the person has a bowel obstruction. 


If a person has been prescribed opioids a laxative should also be prescribed, and 
they should be assessed on a daily basis. 
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Examples of stool softeners include:


Docusate•	
Poloxamer•	
Lactulose•	
Movicol®•	
Magnesium salts•	


Examples of stimulant laxatives include:


Senna•	
Dantron•	
Bisacodyl•	
Sodium picosulphate•	


Examples of combination preparations include:


Codanthramer (poloxamer and dantron)•	
Codanthrusate (docusate and dantron)•	


Assessment 
An assessment of normal bowel habit should include questions about:


•	 Normal frequency of stool
•	 Current frequency of stool
•	 Stool consistency
•	 Stool size and volume
•	 Any blood or mucus in stool
•	 Ease of passage


The Bristol Stool Chart would aid this assessment.


Give 2 examples of why a person might be constipated or have        •	
diarrhoea?
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2.	 What action should you take if you notice a change in a person’s bowel  
               habits?


3.	 How can you support a person with constipation/diarrhoea?


Mouth Care


Mouth care is very important for comfort and wellbeing. Keeping the persons 
mouth healthy means they can eat and drink, take medication and avoid a lot of 
discomfort.


If they are well enough give them this routine to follow. If they are too weak, you can 
do it for them, to keep the mouth healthy.


Mouth care assessment 


•	 Check mouth at least daily for changes or more frequently if problems are 
observed


•	 Clean teeth using a soft toothbrush, (e.g. a baby’s toothbrush) toothpaste and 
water
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•	 If the person is unconscious or finds a toothbrush too painful, try a softer 
toothbrush or use the mouth-ease tool. Check the method your organisation 
uses.


If the person’s mouth is dry, coated or sore:


•	 Check if this is a side effect of their medication


•	 Follow routine for healthy mouth care


•	 Offer them regular unsweetened drinks


•	 Offer them ice to suck or sugar free chewing gum, or sugar free mints or sweets, 
ensuring they are safe to chew gum and there is no risk of choking. Once a 
person has become drowsy or unresponsive, it is not safe or appropriate to offer 
ice, gum, mints or sweets.


•	 Apply a non- perfumed, non-petroleum based moisturiser to cracked dry lips. 
Make sure that petroleum based lip balms are not used at all.


•	 Obtain advice from your District Nurse or GP


Observe for candidiasis commonly referred to as thrush. Signs are white, cream-
coloured or yellow spots in the mouth. White spots may not always be thrush- it 
could be food debris. Thrush usually makes the mouth sore and red. If you see this 
refer to the GP so the person can get treatment. Keep an eye out for mouth ulcers 
which may require treatment depending on the cause.


Remember treating any dentures to prevent reinfection is very important


How can good oral hygiene assist with comfort?
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Pain


We mostly think of pain as something we feel in the body. However there are four 
ways in which a person can suffer from pain. These four ways are physical (how we 
feel in our body) as well as social, spiritual and psychological (how we feel in our 
minds). Pain in one area often affects another. 


Diseases often cause physical pain. Infection caused by the disease can cause pain. 
Some drugs and treatments may have painful side effects; however it is important 
to reassure people to take certain medicines such as analgesics that may help with 
reducing pain.  


People can also have social pain - they might be worried about their family or they 
might be sad because they don’t often see their families and friends.


Total Pain


Physical Pain


Other symptoms•	
Adverse effects of treatment•	


Anger


Delays in diagnosis•	
Unavailable healthcare •	
professionals 
Health care professionals who do •	
not communicate 
Failure of therapy•	


Anxiety


Fear of hospital or nursing home•	
Fear of pain•	
Worry about family and finances•	
Fear of death•	
Spiritual unrest, uncertainty •	
about future


Depression


Loss of social position•	
Loss of job prestige and income•	
Loss of role in family•	
Insomnia and chronic fatigue•	
Sense of helplessness•	
Disfigurement•	
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When someone is near the end of their life they may have strong spiritual feelings. 
They may want to ask questions like:


•	 Is there any meaning or purpose in life? 


•	 Will I be forgiven for the things I have done wrong? 


Some people may suffer psychological pain. This means the pain comes from 
emotional distress rather than a physical problem, but is real pain all the same. Some 
may be afraid of pain. Some may be afraid of dying. Others may feel embarrassed 
because they need help in their personal care. 


If you can assess pain, you can help people feel more comfortable. It can be difficult 
for someone to describe the pain they are in. It is more difficult if they cannot speak 
because of their illness. 


There are many pain assessment tools including Abbey Pain Score for cognitively 
impaired people, with further information included within the online resources.


There are a few questions you can ask to find out more about the pain:


•	 What makes the pain better?


•	 What makes the pain worse?


•	 Is this your normal pain or a new pain?


•	 On a scale of 1 to 10 how bad is the pain? (There are different tools available for 
people with learning difficulties, dementia etc.)


•	 Are there any other symptoms?


Other symptoms might include nausea, feeling faint and tingling often called pins 
and needles. 


Explain to them that anything they can tell you might help in deciding how they 
are treated. Ask them to describe what type of pain they are feeling. They might use 
other words to describe their pain such as saying it is: aching, burning, cramping, 
dull, electric shock, radiating, shooting, stabbing or throbbing. 
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You can then tell the doctor or nurse the type of pain they are in. Find out how 
frequently they get the pain, is it always there or does it come and then go away 
again? If it comes and goes is it starting to come more often? Or do they feel the pain 
only occasionally?


There are other ways to look for pain. Look at their body language:


•	 Is the face showing/expressing signs of pain?


•	 Are they moving more slowly?


•	 Do they tell you they are fine, but then grit their teeth when they think you are 
not watching?


You should also ask yourself some questions:


•	 What are they like on a normal day?


•	 Has something changed in the way they are behaving?


•	 Are they more confused or upset than you expected?


Q5: Pain


Look at the following scenarios do you think these people are in pain?


Scenario 1:
Mr Lee is an elderly man who has arthritis and the medication he is 
taking are making him feel sick and causing mouth ulcers. He is finding 
eating uncomfortable. 


•	 Do you think he is in pain?


•	 What type of pain do you think this is?


•	 How can you help?
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Scenario 2:
Miss Barker is an elderly lady who has terminal cancer. She is a 
Catholic, but feels that God has abandoned her. Why is she being 
punished when she tried to lead a good life?


•	 Do you think she is in pain?


•	 What type of pain do you think this is?


•	 How can you help?


Scenario 3:
Mr Harland is an elderly man; he was a very successful businessman. 
He is a proud and independent man and hates the loss of dignity now 
that he has to rely on other people for personal care.


•	 Do you think he is in pain?


•	 What type of pain do you think this is?


•	 How can you help?
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Not all pain is caused by disease. The more you find out about the pain, the better it 
can be treated. Only a qualified professional can prescribe medication, but there are 
a number of things you can do to help reduce the pain. If it looks like someone is in 
pain, take time to talk to them and show them you are really listening. They will then 
be more relaxed about talking to you. They may tell you about problems that they 
don’t want to bother the doctor about. 


Medicine is not the only way to relieve pain. A massage or a warm bath can 
sometimes relieve pain and stress.  A lavender scented pillow can also aid sleep. If 
you can assess pain you can help them. As their carer you are the best person to do 
this. There are a lot of options for medication to relieve pain. 


You may already know the names of the most common painkillers, which are known 
as analgesics. According to the level of pain, these are some of the painkillers that 
can be used:


•	 Mild pain – paracetamol and non-steroidal anti-inflammatory drugs or NSAIDs 
(includes Diclofenac and Ibuprofen).


•	 Moderate pain – weak opioids (includes Co-Codamol and Codeine).


•	 Severe pain – strong opioids (includes Morphine and Fentanyl).
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There are other drugs which can be taken to help increase pain relief, such as anti-
depressants, anti-epileptic drugs and muscle relaxants. 


There are also different methods for giving people drugs. These include:


•	 Tablets to swallow


•	 Suspensions – liquid medication


•	 Given in the mouth to be dissolved and absorbed through the mouth


•	 Patches which allow the medicine to be absorbed through the skin


•	 Suppositories


•	 Directly into the bloodstream via intravenous injection (IV) 


•	 Subcutaneous (under the skin) infusion


Reviewing medications in the last few days of life


The focus of medicines management in the last days of life is on good control of 
pain, agitation and other symptoms.  In the weeks prior to death, medications 
whose main role is prevention of long-term conditions including stroke, angina, 
high blood pressure  etc. may have been reduced or discontinued. Once people 
begin to struggle taking their medicines orally, and/or become unconscious further 
changes are needed. The ICODD offers health care professionals guidance on which 
medicines are safe to stop and others which are not.
Oral pain medication can be changed to sub cutaneous medicines if appropriate.


McKinley T34 Syringe Pump (commonly known as a Syringe Driver)


Many people may be familiar with a syringe to give injections. A syringe pump is 
simply a syringe with a small battery operated pump. The pump means medication 
can be constantly pumped 24 hours a day. It stops the need for constant injections 
all the time.  A syringe pump is not a tool to help someone die, but is often used 
in the final days and hours of someone’s life to ensure they are pain free. A syringe 
pump is a good way to give people medication when they are dying and are unable 
to swallow. It can deliver drugs to control pain, sickness, secretions, restlessness and 
confusion if the person wants or needs them.
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It can also help manage symptoms for those people who have a longer prognosis 
and are experiencing difficult to manage symptoms.  


A syringe ump may be used:   


•	 When someone is unable to swallow


•	 Is unable to absorb drugs due to vomiting


•	 Is too weak or ill to take medicines by mouth


•	 Cannot take medication by another route, such as rectally


For example, if someone is vomiting, their medication is likely to come back up again 
and not be absorbed by the body. They may not even be able to keep down an anti-
emetic to stop them being sick. A syringe pump is a way to get an anti-emetic into 
their system, as well as any other medication to reduce their pain.


Whenever a decision is made to start treating symptoms with a syringe pump, 
this must be done in discussion with the person and/or their relatives and a full 
explanation given as to why the pump is needed and what drugs are being used and 
why.


Whilst you won’t decide if a syringe pump is the best way to give medication or 
which drugs to use, you may need to keep a check on the equipment and inform the 
district nurse or registered nurse.







91


Sym
ptom


 M
anagem


ent


Things to look for include:


The skin where the needle goes in -is it red or sore?•	


The light on the pump is not flashing- which it should do every 32 seconds whilst •	
the pump is in use. 


The pump is not working or gets wet•	


There is blood or drug crystals near the syringes or in the tube- would a hca •	
understand this?


The tube is blocked or there is a kink in it•	


It does not improve the person’s symptoms, so they still have pain or feel sick•	


If you see any of these things contact the district nurse or registered nurse. •	


Anticipatory (Just In Case) Medicines
Anticipatory medicines are prescribed by the GP/ Advanced Practitioner for people 
nearing the end of life. They are there to help with the common symptoms that can 
occur in the last days of life.


Anticipatory medicines need to be given by a Registered Nurse and they are all 
administered by s/c (subcutaneous) injection.


The anticipatory medicines that are normally prescribed are:
•	 Diamorphine for pain and breathlessness
•	 Buscopan for noisy breathing or a noise described as a “death rattle”
•	 Midazolam for agitation, distress or breathlessness 
•	 Haloperidol for sickness and hallucinations 


If you feel the person you are caring for is nearing the end of life and showing any 
symptoms please report to the district nurses or a registered nurse who will be able 
to administer the anticipatory medicine if needed. 







Non-Malignant Conditions
  .       .       .       .       .       .       .       .       .       .        .       .       .       .       .       .
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Non-malignant conditions
This section gives an introduction to conditions which are life limiting, other than 
cancer. These are often referred to as ‘non-malignant conditions’.
We have included a brief overview of each condition, along with some practical tips for 
you to consider when supporting a person at the end of life. 


COPD•	


Parkinson’s disease •	


Motor Neurone Disease (MND)•	


Dementia•	


Chronic heart failure •	


Multiple Sclerosis •	


COPD


Chronic obstructive pulmonary disease (COPD) is the name for a group of lung 
conditions that cause breathing difficulties.


It includes:


emphysema – damage to the air sacs in the lungs •	


chronic bronchitis – long-term inflammation of the airways•	


COPD occurs when the lungs become inflamed, damaged and narrowed. The main 
cause is smoking, although the condition can occasionally affect people who have 
never smoked. 


The damage to the lungs caused by COPD is permanent, but treatment can help slow 
down the progression of the condition.
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Treatment


Treatments include:


stopping smoking•	


inhalers and medications – to help make breathing easier•	


pulmonary rehabilitation – a specialised programme of exercise and education•	


surgery or a lung transplant – although this is only an option for a very small •	
number of people


Outlook 


The outlook for COPD varies from person to person as the condition can’t be cured or 
reversed.


But in some people COPD may continue to get worse despite treatment, eventually 
having a significant impact on their quality of life and leading to life-threatening 
problems.


Tips


•	 Pulmonary rehabilitation can be useful in those people who are well 	 	
	 enough to complete the course. In addition to benefits from exercise 		
	 it teaches people that breathlessness on exertion is manageable and 		
	 what their individual limitations are 


•	 Position and posture can relieve breathlessness 


•	 Fans are useful- position so that air flows across the mouth and nose  


•	 Set priorities with the person- what is important to them? 


•	 Plan ahead – balance energy with time


•	 At end of life, medicines can be used to help control breathing rate, 	 	
	 e.g. morphine like medicines 
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Parkinson’s disease


Parkinson’s disease is a condition in which parts of the brain become progressively 
damaged over many years due to lack of a particular chemical (dopamine) in the brain.


The three main symptoms of Parkinson’s disease are:


involuntary shaking of particular parts of the body (tremor)  •	


slow movement •	


stiff and inflexible muscles •	


A person with Parkinson’s disease can also experience a wide range of other physical 
and psychological symptoms, including:


depression and anxiety•	


balance problems – this may increase the chance of a fall•	


loss of sense of smell •	


problems sleeping •	


memory problems•	


Causes of Parkinson’s disease


Parkinson’s disease is caused by a loss of nerve cells in part of the brain called the 
substantia nigra. This leads to a reduction in a chemical called dopamine in the brain. 
Dopamine plays a vital role in regulating the movement of the body. A reduction in 
dopamine is responsible for many of the symptoms of Parkinson’s disease.
Exactly what causes the loss of nerve cells is unclear. Most experts think that a 
combination of genetic and environmental factors is responsible.
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Treatment


Parkinson’s disease is a progressive condition. This means it will get worse over time. 
It’s difficult to predict at what speed a person will progress because the condition is 
different for everyone.


Most of the current treatments involve managing the main movement symptoms of 
Parkinson’s disease, which are tremor, rigidity and slowness of movement. Over time, 
these can affect everyday activities, such as walking, talking, swallowing and eating.
As well as problems with movement, people may experience symptoms such as 
tiredness, pain, depression and constipation. These symptoms can also often be 
managed with treatments and therapies.


Some people also find they experience changes in how their mind works. This may be 
a result of the disease itself or a side effect of some Parkinson’s medication that can 
include difficulties with memory, concentration, hallucinations, delusions, anxiety and 
depression.


Outlook


As the condition progresses, the symptoms of Parkinson’s disease can get worse and it 
can become increasingly difficult to carry out everyday activities without assistance.
Many people respond well to treatment and only experience mild to moderate 
disability, whereas the minority may not respond as well and can, in time, become more 
severely disabled. 


As Parkinson’s disease becomes more advanced, it leads to a chance of developing 
other complications such as chest infections and pressure sores.


Signs of deterioration (taken from Gold Standards Framework guidance)


Drug treatment less effective or increasingly complex regime of drug  •	
treatments


Reduced independence•	


Condition less well controlled•	


Mobility problems and falls •	


Psychiatric signs (depression, anxiety, hallucinations, psychosis)•	
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Motor Neurone Disease (MND)


MND is a neurodegenerative disorder that causes progressive muscle weakness of 
limbs, chest and abdominal muscles, resulting in premature death, usually from 
respiratory failure. Around 5000 people in the UK are living with MND every year.
The average survival from symptom onset is three years but one third of people will die 
within the first year of diagnosis.


There are four types of MND:


Amyotrophic Lateral Sclerosis- ALS. Life expectancy may be six months to 3 			 •	
years. 


Progressive muscular atrophy –PMA. Life expectancy may be five years or more. •	


Progressive Bulbar Palsy- PBP. Life expectancy may be five years or more. •	


Primary Lateral Sclerosis, PLS- can have near normal expectancy •	


Tests can help the clinical diagnosis but there is not one single test that shows whether 
or not someone has MND. These tests include MRI and CT scans, blood tests, nerve 
conduction tests, lumbar puncture and muscle biopsy.


Only one drug, Riluzole, is currently licensed in for use in MND. It is not a cure and will 
not reverse symptoms, but if used early enough, can improve life expectancy for two to 
four months.


As MND advances it causes progressive muscle weakness that often leads to 
breathlessness, swallowing problems, drooling, communication problems, loss of 
capacity and increasing dependency. These are discussed in detail on the next pages.
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Dyspnoea (breathlessness) 


This can be caused by weakened respiratory muscles, particularly the diaphragm. 
People often wake with morning headaches because they are not getting enough 
oxygen into their lungs during sleep and retain carbon dioxide. Some people may 
choose to use a Non-Invasive Positive Pressure Ventilator (NIPPV), a device that pushes 
air into the person’s lungs via a mask. NIPPV can improve quality of life, but they can 
be noisy, difficult to fit well, especially as the person loses weight and can cause facial 
pressure ulcers. Good skin care and prompting mask adjustments may help to prevent 
these developing. Some people choose to have a permanent tracheostomy fitted which 
again, may improve life expectancy and quality of life, but the care for tracheostomy 
and a ventilator can be very hard to get out of hospital.


Acute episodes of dyspnoea and panic can be managed with very cautious use of 
benzodiazepines such as Lorazepam and Midazolam, or with opioid drugs such as 
Morphine and Oxycodone.


Dysphagia (swallowing difficulties)


Many people with MND struggle to swallow food, fluid and saliva as their disease 
progresses. The sensation of choking is very frightening, and people fear that they will 
choke to death, although this is rare. Some choose to have a feeding tube inserted 
directly into their stomachs, commonly known as PEGs or RIGs. These must be placed 
in the early stages of the disease as the person may not be fit enough for the procedure 
as their disease progress. Good oral hygiene and positioning the person in an upright 
position will help to reduce the risk of aspiration pneumonia. Ongoing input from 
speech and language therapists (SALT) is also essential, to ensure swallowing is 
managed as safely as possible.


Weakness/paralysis


MND is debilitating and its effects can be rapid. Ongoing physiotherapy and 
occupational therapy is essential for people to be able to live as independently as 
a possible for as long as possible. There are many aids and adaptions available as 
a person’s mobility and dexterity reduces as well as sophisticated wheelchairs and 
communication aids. Regular, gentle and passive exercises will help prevent limb 
spasticity as will drugs such as Baclofen.
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Sialorrhea (drooling)


If there are swallowing difficulties, some people cannot swallow saliva effectively which 
can lead to skin and mouth infections and worsen communication problems. People 
sometimes feel like they are choking on their own saliva and constant drooling can be 
very embarrassing and lead to social isolation. Barrier creams and moisturisers will help 
protect the skin and ensuring they have access to tissues or wipes will help protect 
their dignity. Positioning someone in an upright position and teaching them ways to 
manipulate saliva to the back of their throats before a controlled swallow can be helpful. 
By encouraging them to drop their chins down as they swallow, this can help protect 
the airway. Suction and cough assist machines can also be of benefit, but sometimes 
medication can be effective in drying the saliva. 


Interventions such as Botox injections into the salivary glands can improve symptoms 
for up to four months but may thicken saliva too much and make the person too 
dry. Drugs that reduce saliva production can be very helpful but occasionally cause 
unwanted side effects such as rapid heart rate, palpitations, constipation and central 
nervous system disturbance.


Dysarthria (a motor problem with forming the words the person wants to say)


As face, tongue and neck muscles deteriorate, many people with MND will lose their 
ability to speak clearly and this can be extremely frustrating and distressing for both 
the person and for those caring for them. There are a variety of communication 
aids available including eye writers and picture boards. Patiently starting with open 
questions first which require one or two-word answers can help reduce the person’s 
anxiety, and you can move to using closed questions if the person can’t speak normally, 
given that not everyone loses their speech. 


End of life care


For people with MND, death is often due to respiratory failure. Some people 
who are dependent on NIV choose to withdraw from ventilation even though 
it will mean that they die of MND sooner that they would if they had continued 
ventilation. This needs specialist management. 


It is important that drugs are prescribed to manage dyspnoea, pain, nausea, 
secretions and agitation. Prompt and effective management of these symptoms will 
help to ensure the person’s death is as peaceful as possible.
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Dementia 


This summary aims to provide some guidance and advice on how to support a person 
with dementia in the advanced stages of the disease and the approaches that allow a 
person with dementia to die in comfort and dignity. 


Dementia is caused by diseases of the brain and is a life limiting, progressive condition. 
Symptoms of dementia will get worse however the speed of progression depends on 
the person and the type of dementia they have (Alzheimer’s Society).    


Someone in the later stages of dementia may show the following signs of decline 
in functioning:


Become increasingly frail •	


Experience frequent falls or infections •	


Become less mobile •	


Sleep more •	


Eat and talk less•	


The most important aspect of providing good person centred care is by knowing as 
much as possible about the person you are caring for. This can be helped by completing 
the life story process. This ideally should be done at earlier stages, for example, when a 
person becomes known to your service. 


Life story allows information to be captured on an person knowing their likes, dislikes 
and preferred choices. This may be done with the person or alongside families or those 
that have known the person well. 
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If you knew that there may come a time when you weren’t able to communicate your 
needs, what would you want people to know about you? How would you want to be 
made to feel comfortable?                                                                                                            


 


Capacity


Whenever you are making decisions about the care being provided, you must assess 
capacity and follow the guidance included within the advance care planning section.


Communication


Dementia affects the brain tissue responsible for sending, receiving and interpreting 
communication messages; therefore as the disease progresses the ability to 
communicate becomes increasingly difficult. A person in the later stages of dementia 
may have limited or no speech, and will be less able to understand what people 
are saying to them. Relying only on verbal communication can make it difficult to 
understand what the person is trying to communicate; although it is important to know 
that a person may continue to have feelings about what is going on, being with them 
and hearing familiar voices may provide a positive feeling.  


You need to be aware of non-verbal signs to look out for in a person such as their use of 
body language and facial expressions they may use to communicate a particular need. 
This should be documented in a person’s care plan. 
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Effective pain management


For a person with advanced dementia they often cannot tell you if they are 
experiencing any pain or discomfort; a good way to establish this is by recognising 
changes to their behaviours and the non-verbal cues they may give. This can help be 
achieved through the use of pain assessment tools.  


Pain assessment tools usually involves recording information about the person and 
using a scale, chart or checklist to help identify and rate pain. 


The following things may help when assessing whether the person is in pain:


Knowledge of the person – there may be certain things that they typically do 		 •	
when they are in pain, such as cry out or become very withdrawn.


Observation – signs that someone is in pain include their behaviour (such 			  •	
as being agitated, irritable, tearful, or unable to sleep), facial expressions (such as 		
grimacing), body language (if they are tense or rocking, or pulling at a 			 
particular part of their body) and vocalisations (for example, shouting 			 
out, screaming and moaning).


Bodily changes – a high temperature, sweating or looking very pale can also 		 •	
indicate pain. 


(Alzheimer’s Society 2017) 


Tips


Talk to the person, continue to do this even if you think they are not able to 		•	
understand what is being said. They may respond to the tone of your voice 		
and feel a level of connection with you. 
Talk about things of interest to the person or reminisce about things from 		 •	
their life (this is where life story helps) 
Keep sentences short and simple•	
Give one bit of information at a time•	
Ask only one question at a time •	
Maintain good eye contact•	
Use of gestures - giving a smile and positive facial expression, show a relaxed •	
and calm body language.
Use of appropriate touch - holding a person’s hand or giving a gentle hug, this •	
can offer reassurance and comfort







103


N
on-M


alignant Conditions


Nutritional support/swallowing difficulties 


As dementia progresses, people often develop problems with eating and drinking. 
The person’s appetite decreases and in the later stages of dementia they often have 
difficulties with swallowing safely. 


People with swallowing problems are at risk of choking and of food or saliva going 
down the windpipe.


Advice should be sought from a speech and language specialist, they will be able to 
help support care planning to help manage problems for a person with swallowing 
difficulties. 


If there is no reversible cause and treatment for the swallowing difficulties then it may 
be considered that it is due to the progression of the person’s dementia. Dieticians may 
also provide additional support due to people being at risk of malnutrition.
Soft/ pureed food is often easier for a person to eat and liquids that are thickened may 
cause fewer problems with choking. It is better if the person is able to sit upright when 
eating and drinking and is at most alert. 


A person’s medication may also be converted to liquid or injectable form so that it may 
still be taken. 


Someone in the later stages of dementia should be offered food and fluids for as long 
as they show an interest and can take them safely. It may mean them just taking a few 
mouthfuls or sips. This is usually referred to as comfort feeding, with the aim that 
eating and drinking is providing pleasure to the person. Knowing about a person’s food 
and drink preferences will help here in offering what you know they will enjoy. This is 
the time to ensure good mouth care is given. 


Tips


The person might enjoy things that stimulate their senses, such as familiar music •	
or aromas and gentle hand massages. The use of ‘Namaste’ is becoming a well-
used approach to caring for a person in advanced stages of dementia, with 
further details included in the online resources
Don’t always assume that agitation is due to the dementia, there may be many •	
reasons why the person with dementia is agitated. Look for an underlying cause. 
Are they uncomfortable, is the environment too noisy or do they need some 
stimulation? 
If the person with dementia remains agitated despite excluding other causes, •	
and there has been a general deterioration in function, then this may be part of 
the dying process. Whenever possible, it’s best to ensure the person is in a calm, 
familiar environment. 
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Chronic heart failure 


Chronic heart failure is an incurable life limiting condition in which the heart is unable 
to pump enough blood to meet the body’s needs, usually as a result of weakness of the 
heart muscle or problems with the heart valves.


Heart failure can affect the left or right side of the heart or both. Diagnosis requires a 
scan of the heart, usually an echocardiogram.


People with heart failure should have a low salt diet and consistent fluid intake. They 
should be encouraged to mobilise frequently within their own limits and should take 
regular short rests. It is important that they are helped to maintain their activity levels.


Symptoms 


Fluid retention


Fluid can collect in the lowest part of the body. This is generally seen in the feet and 
ankles extending further up the legs. There may also be swelling of the abdomen 
(ascites).


With left sided heart failure, fluid retention may also affect the lungs causing severe 
breathlessness; there may also be a cough, sometimes with white frothy saliva.


Breathlessness


This may be on exertion and may limit a person’s mobility and the ability to perform 
self-care. Breathlessness on exertion which resolves with a short rest is not a cause for 
concern so long as it is normal for that person. 


People with heart failure may also become breathless if they lie too flat or lie too flat 
for too long. They may require to be propped up with pillows to sleep or may need an 
electric profiling bed. If they are not sufficiently upright or if they slip down the bed 
they may wake due to breathlessness which can be very severe, this is sometimes 
mistaken for panic or anxiety but is a physical symptom of heart failure.
A fan may help with symptoms of acute breathlessness.
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Fatigue


This may or may not be associated with breathlessness and like breathlessness can 
limit exercise tolerance, mobility and self-care. Many people with advanced heart 
failure simply do not have the energy to carry out activities they seem physically able to 
perform.


Treatment 


People with heart failure will generally be on a wide range of drugs many of which 
control symptoms as well as improving prognosis. In most cases people should 
continue on their treatment for as long as they are able. Diuretics such as Furosemide 
helps with symptoms and ACE inhibitors and beta-blockers can help with symptoms 
and survival.   However, advanced heart failure is associated with an increased incidence 
of side effects which may outweigh the benefits of treatment.


Monitoring


All people with heart failure should be monitored for increased weight, fluid retention 
and breathlessness.


End of life care 


Heart failure is associated with a high incidence of sudden death and many •	
people will die unexpectedly when they appear stable. In most others 
deterioration is generally rapid once it begins and death often seems sudden. 


As with all non-cancer conditions, good advance care planning is the key to the •	
best possible management of advanced heart failure. The more is known and 
documented about the person’s wishes in advance, the easier it is to ensure they 
are met.
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Multiple Sclerosis (MS)


Multiple sclerosis (MS) is a condition which can affect the brain and/or spinal cord, 
causing a wide range of potential symptoms, including problems with vision, arm or leg 
movement, sensation or balance.


It’s a lifelong condition that can sometimes cause serious disability, although it can 
occasionally be mild. In many cases, it’s possible to treat symptoms. Average life 
expectancy is slightly reduced for people with MS.


It is estimated that there are more than 100,000 people diagnosed with MS in the UK.
It’s most commonly diagnosed in people in their 20s and 30s, although it can develop at 
any age. MS is about two to three times more common in women than men.


Outlook


MS can cause a wide range of symptoms and can affect any part of the body. Each 
person with the condition is affected differently. The average life expectancy for people 
with MS is around 5 to 10 years lower than average.


The symptoms are unpredictable. Some people’s symptoms develop and worsen 
steadily over time, while for others they come and go. 


Periods when symptoms get worse are known as “relapses”. Periods when symptoms 
improve or disappear are known as “remissions”.
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Treatment 


There’s currently no cure for multiple sclerosis (MS), but it’s possible to treat the 
symptoms with medications and other treatments.


Treatment for MS depends on the specific symptoms and difficulties the person has. 


It may include:


treating relapses of MS symptoms (with steroid medication) •	


treating specific MS symptoms •	


treatment to reduce the number of relapses (disease-modifying therapies)•	


Some of the most common symptoms include:


fatigue•	
vision problems•	
numbness and tingling•	
muscle spasms, stiffness and weakness•	
mobility problems•	
pain•	
problems with thinking, learning and planning•	
depression and anxiety•	
sexual problems•	
bladder problems•	
bowel problems•	
speech and swallowing difficulties•	


Most people with MS only have a few of these symptoms.
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End stage MS (adapted from the MS Trust)


As MS becomes more advanced, it leads to a chance of developing other complications 
which can lead to death. 


If a person reaches this stage, where their disabilities result in severe difficulties which 
may not respond to treatment and lead to life-threatening complications, they are 
considered to have end stage MS. Some of the symptoms that can make someone 
vulnerable are:


Severe bladder and/or bowel problems - which lead to recurrent infections or •	
regular hospitalisation
Increased susceptibility to respiratory infections - which can lead to repeated bouts •	
of pneumonia
Swallowing problems - which can cause choking or aspiration pneumonia (where •	
food or fluid enters the lungs)
Feeding difficulties - which may require a feeding tube or result in severe weight loss•	
Difficulties breathing due to weakening of the respiratory muscles•	
Losing the ability to speak•	
Pressure sores due to immobility - which are at risk of becoming infected•	
Developing blood clots due to lack of mobility•	
Increased levels of pain•	
Mental confusion or disorientation•	


End of life care 


All of the above can lead to a person needing an increasing number of trips to 
hospital.  If someone with MS experiences an infection it can put them at risk of 
developing sepsis, where the body begins to attack its own organs and tissues in 
response to the infection, which is a potentially life-threatening condition. Some 
other signs which might indicate end stage MS include physical decline, weight loss 
and multiple health conditions (comorbidities). A person with end stage MS will 
often require 24 hour care.


Many of these symptoms are similar to those seen in someone with advanced 
MS. However, whilst treatment for advanced MS aims to help a person improve 
medically, in end stage MS the focus shifts to helping a person live to the end of 
their life with respect, dignity and as comfortable as possible.







Spirituality
  .       .       .       .       .       .       .       .       .       .        .       .       .       .       .       .
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Spirituality


Spiritual care reassures to people that they have value and are loved simply for who 
they are regardless of their colour or creed, health, wealth, education or sexuality, and it 
can be given by any carer whatever their rank or profession. 


All good caring is spiritual. 


The spiritual is that which gives a person’s life purpose, meaning and value. It may 
include a religious dimension but does not have to. 


Spirituality can be described as a search for the meaning of self in relation to the world.
Spirituality can refer to the essence of human beings as unique individuals:


“What makes me, me and you, you”, so it is the power, energy and hopefulness in a 
person. It is life at its best, growth and creativity, freedom and love. It is what is deepest 
in us, what gives us direction, motivation. It is what enables us to survive bad times…to 
overcome difficulties…to become ourselves…’ 


(Bradford Social Services 1999)


What is life for? 


What am I going to do about it?


These questions may become more important when people are faced with the 
ending of their life…   


Spirituality in end of life care
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Spirituality


Consider some of the issues a person may face when they have a life limiting 
condition:


Becoming ill•	
Pain•	
Having treatment•	
Communicating feelings in a therapeutic setting•	
Coping with stress in illness•	


The person faces many losses and threats: 


Threat to self-image•	
Threat to / loss of bodily integrity•	
Interruption of work•	
Loss of independence•	
Loss of dignity•	
Loss of identity•	
Threats to cognitive functioning•	
Whole future under threat (including family life)•	
Strain on relationships with loved ones•	
Loss of ability to express oneself •	
Loss of faith •	
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Spiritual care aims to “reflate the balloon”, to help people’s sense of wellbeing be as best 
as it possibly can be under the circumstances, regardless of if they have a faith. Those 
with no beliefs will still have a spiritual need, and may be coming to terms with the life 
that has been, which may not always be the life they hoped for.


What lifts your spirits? What makes you cheerful?


Basic spiritual care needs:


Being listened to •	
Being valued •	
Being respected •	
Being given emotional support •	
Being understood •	
Being given access to religious support •	
Being allowed to simply ‘be’ without judgment•	


Triggers for spiritual distress:


When bad news is broken •	
When a situation becomes imminently terminal •	
When treatment is being withdrawn •	
After a trauma (e.g. a fall, vomit, incontinence) •	
When bereavement is being experienced •	
When a person is isolated and receiving no visitors •	
When a person is a long way from home •	
When undergoing a personal crisis (as well as in health) •	
On a significant anniversary•	
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Signs of spiritual distress:


Everyone is different, some people may show very clear signs whilst others may think it 
but not show it.


Some common signs of spiritual distress: 


Tearfulness or weeping •	
Withdrawal or lack of interest •	
Restlessness or being unable to settle •	
Complaining or being angry •	
Suddenly becoming more religious, or abandoning previously held belief•	
Fear (of being alone or falling asleep and so on)•	


Helping to deal with the person’s emotions:


The person may also experience a variety of emotions during the final days of their life. 
This often varies from person to person, dependent upon their age, family situation 
and the experiences they have had in life.  Some people may want to settle ‘unfinished 
business’, such as: 


resolving any problems in family relationships•	
visiting certain places•	
buying gifts for their loved ones•	
sorting out their belongings and giving special items to members of their family•	
ensuring a will is in place•	
seeing a religious leader•	


It is important to help the person with any of these requests but if a person approaches 
you with a situation you feel you can’t handle, you should raise this with a senior 
member of staff or line manager. Part of our spiritual care is caring for ourselves. 
If the person you support is unable to discuss these things with you, it’s a good idea to 
hold a ‘best interests’ meeting with staff members or their family.


This way you can discuss a favourite place they might want to visit for one last time, or 
arrange for the relevant religious leader to visit.


It also helps to prepare people close to the dying person. They may be aware that 
something is happening but a little confused by it all. Explaining the circumstances 
often helps any concerns they may have. This could involve providing them with easy-
to-read literature or the use of pictures for reference.







Bereavement
  .       .       .       .       .       .       .       .       .       .        .       .       .       .       .       .







115


Bereavem
ent


Shock, denial,
feeling numb


Emptiness, relief, 
isolation


Anger, guilt,
shame, blame


Bereavement 


We recognise that many sta� will form long-term relationships with the person they 
care for and their family, which forms a ful�lling part of their role. When a person dies, 
it is no surprise that members of sta� may feel a sense of loss whilst also being in the 
position of supporting relatives with their grief and bereavement. It is important to 
consider your own feelings and emotional reactions as well as recognising if your 
colleagues may need an opportunity to share theirs. 


Death, loss and bereavement are unavoidable human realities; given death is a part of 
living and a reality we must all face. 


Experiencing feelings of loss following either a death of a person or multiple deaths of 
people over a longer period, might make you question your role.


This section of the workbook considers some of the practical techniques you can use to 
support others who may be going through the process of loss, grief and bereavement.


What is loss?


What is grief?


The fact or
 process of losing 


something or 
someone


An absence


Breaking of 
attachment


A change 


The response
 to loss  


Physical, mental,
emotional and spiritual 


responses  


Not feeling 
yourself or acting 


di�erently than
usual 
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What is bereavement?


What might impact on your experience?


• A lack of con�dence in being able to talk about death and dying openly
• Not enough support within your setting and pressures on time and capacity  
• Your own personal experiences of bereavement
• How long you knew the person and how close you were with them
• The type and quality of the person’s death


Think again about what causes you anxiety about providing care at the end of life and 
consider the prompts below.


  Fear


  Feeling you are being scrutinised


  A lack of skills


  Feeling out of depth


  Making things worse 


Whilst bereavement following a death is well-known, grieving before someone 
dies, known as pre-bereavement or anticipatory grief is less recognised. This may be 
something you come across within your setting and with your interactions with families.
As a worker you may feel out of your depth in dealing with family issues, wanting to 
help and not knowing how and being unsure about mentioning death and dying. 
Those experiencing pre-bereavement may have increased anxiety and feelings of being 
overwhelmed as well as experiencing fear and panic.


People’s worlds have changed, and as they anticipate loss and death, they will mourn.  


The overall 
reaction to


loss


A period of grief 
and mourning after a 


death  
The process of healing  
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Tips 
It is important to respond


It is important to acknowledge


It is OK to feel out of your depth


It is ok to feel scared


Listening is a natural phenomenon


Post bereavement:


Bereavement has two major parts-looking at the loss and continuing to live. 


People will feel a lot of emotions and think di�erently once the loss itself has happened. 
You may be able to support them, but also signpost them to specialist help if they need 
it. 


You will also need to consider the right environment, especially if people are distressed. 
Think about how you can o�er a caring, comfortable and warm space, perhaps 
providing a hot drink in a quiet environment. 


How do people present - both pre and post bereavement?


Varied 
emotional state:


Up, down, anxious, 
angry


Stress


Impact on functioning


Spiritual crisis 


Cognitive - 
distressing thoughts 


Physical symptoms


Mental health
 a�ected 


70
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How can you help?


As described within the communication section, listening is a key skill.  You can show 
empathy by trying to enter their world as if you can feel it.  It is possible to learn and 
develop your skills of empathy and with practice, being genuine, real, and warm will 
help you to be present in that moment and respond to what you are hearing. 


Tips
Re�ect what they are saying


Minimise distractions 


Re�ect the feeling words they use
 


Keep questions to a minimum


Paraphrase what you are hearing back to them in your own words


Summarise


Be present- make time


Pay attention to body language 


Don’t judge


Go at the person’s pace


Only you know how you be ‘YOU’


Stay beside them


Accept you are not responsible ‘for’ them


Be careful about giving advice 


Signpost and refer on if necessary
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Post workbook checklist


Area Scale (circle a number between 1 to 10, to show 
where you feel you are the moment for each 


question)                                                      
Confident/ 


extremely able


How confident are 
you in understanding 
that end of life care is 
important and needed? 


1     2      3      4      5      6      7      8      9      10


  Evidence


How confident are 
you in being able to 
communicate difficult 
and sensitive topics 
relating to death and 
dying?


How confident do you 
feel in understanding 
care planning and 
assessment?


How confident are 
you recognising when 
someone may be 
entering the dying 
phase?


Not confident/ 
able to at all


1     2      3      4      5      6      7      8      9      10


 Evidence


1     2      3      4      5      6      7      8      9      10


 Evidence


1     2      3      4      5      6      7      8      9      10


 Evidence
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Date Workbook completed:		  ..........................................................................................


Candidate Name and Signature:	 ..........................................................................................


Assessor Name and Signature:	 ..........................................................................................


This must be evidenced and discussed with your workplace mentor/supervisor


How confident do you 
feel in understanding 
symptoms and how 
these can be managed? 


1     2      3      4      5      6      7      8      9      10


 Evidence


How able are you 
to understand non-
malignant conditions in 
the end of life?


How well do you 
understand the 
importance of 
spirituality and how 
you can offer holistic, 
spiritual care at the end 
of life?


How confident do 
you feel in supporting 
someone through grief, 
loss and bereavement?


1     2      3      4      5      6      7      8      9      10


 Evidence


1     2      3      4      5      6      7      8      9      10


 Evidence


1     2      3      4      5      6      7      8      9      10


 Evidence
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Resources and references 


A full, up to date list of resources and references for both Kirklees and Calderdale staff 
can be found online, at:
 
www.kirkwoodhospice.co.uk/workbook
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Advance care planning

Really amounts to nothing more complicated than having a think-with people close to you- about what would matter to you if you became so sick that you might die.









All Professionals have a responsibility to provide palliative care and end of life symptom control when a patient is dying.

We have a duty to support honest conversations about goals of care.

Treatment escalation planning should be initiated as early as practical so that a personalized care and support plan can be developed and documented. 

Families and those close to the patient should be involved in the discussions as far as possible and in line with patients wishes.



In the context of COVID-19, the person is likely to become ill and could deteriorate quite quickly so the time for discussion could be quite limited or lost. So do it in advance.



This discussion/plan can be revised and revisited if the situation changes.







Why is it so hard?







https://vimeo.com/170436673
Discussing dying – the elephant in the room




Discussing dying is something most of us shy away from. This animated film is designed to help healthcare staff to discuss death and dying openly and honestly with their patients.  It will help staff to recognise the things that can hold them back or make it difficult and how to make these conversations easier.





Where the professional knows a treatment would not help someone, it is the professional’s decision.

In this situation, the professional must “tell” (not ask) – ie explain that the treatment won’t be offered.

KEY QUESTIONS to ASK YOURSELF as a PROFESSIONAL:

Would CPR revive  this patient?

Would this patient survive ITU, and be successfully weaned from a ventilator?

Would this patient’s prognosis be improved by being admitted to hospital?



If the answer to these questions is “no” then don’t ask what the person wants…..explain that these treatments would not work.

Then document that plan on the electronic record (EPaCCS if you have access) and on paper notes in the house (OOH handover form).



ESCALATION PLANNING  1







Where the professional believes a treatment has a good chance of success, then it’s the patient’s decision about whether they would want the treatment.

Ask the patient what they want.

KEY QUESTIONS to ASK YOURSELF as a PROFESSIONAL:

Would CPR revive  this patient?

Would this patient survive ITU, and be successfully weaned from a ventilator?

Would this patient’s prognosis be improved by being admitted to hospital?



If the answer to these questions is “yes” then ask the person whether they would want the treatments.

Then document that plan on the electronic record (EPaCCS if you have access) and on paper notes in the house (OOH handover form).



ESCALATION PLANNING  2







Key points to consider when discussing ceilings of treatment and advance care planning

Don’t make things more complicated than they need to be; use a framework such as SPIKES: 

Setting / situation: read clinical records, ensure privacy, no interruptions.

Perception: what do they know already?; make no assumptions.

Invitation: how much do they want to know? 

Knowledge: explain the situation; avoid jargon; take it slowly.

Empathy: even if busy, we need to show that we care.

Summary / strategy: summarise what you’ve said; explain next steps.



Should ceilings of treatment conversations include ethical issues, for example where escalation to Level 3 care is thought not to be appropriate due to frailty, comorbidity or other reasons, health professionals should be prepared for anger / upset / questions.



These are usually not aimed directly at you, but you may have to absorb these emotions and react professionally, even if they are upsetting / difficult at the time.



Patients or those close to them may request a ‘second opinion’ – this should be facilitated wherever possible.





How can I be honest and clear?

Don’t use jargon; 

Use words patients and those close to them will understand

Sit down; take time; measured pace and tone; use silences to allow people to process information avoid using phrases such as “very poorly” on their own – is the patient “sick enough that they may die”? If they are –its best to say it.



While palliative, end of life and bereavement care professionals cannot take over responsibility for this aspect of care and have the conversations for you, they might be able to support, advise and provide follow up care.





Look for the Cues 




‘as we are talking you mention that you think things are getting worse and that you are scared you’re dying’  using those cues to empathise, negotiate to ask about the wishes and priorities:



‘It seems as if things are very hard for you……is it ok if I ask you more about that?’



‘what thoughts have you had about that’













Things we might say to initiate that conversation?



Its important to be honest with you………

What I am going to say is hard to hear……………

We are hoping to stabilize you but………..

We are in a different place now…………….

I am really sorry but you are are sick enough to die……………………..











If someone you loved was ill….



Would you want to know how to help?

How would you know what they really wanted?

What if they wouldn’t talk about it?





Unfortunately its not just a bucket list!!

I’ll decide as I go along....











Make them aware ‘What if your thinking becomes less clear’?

LOSS of MENTAL CAPACITY







Reminder of Mental Capacity Act







Advance care planning







Informal (not legally binding)

An Advance Care Plan is for you to write about your future wishes for care, including what, who and where is important to you. 

You can download a plan to complete here:

https://www.wyhpartnership.co.uk/our-priorities/mental-health/mental-health/dementia

Please keep a copy at home and discuss your wishes with family and friends. 

Within the plan you can identify a named spokesperson, someone who you think knows you well and will be able to speak on your behalf if needed.







Formal – legally binding





People to make decisions for you
(find out if they have one)

Lasting power of attorney



Property and finance

Can be activated before mental capacity is lost





Health and Welfare

Only activated when a person loses capacity for those specific decisions
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People think they can consent to treatments for their adult family member…

But this is only if they have lasting power of attorney for health and welfare in place

To make an LPA:

Choose your attorney and the other people involved

Complete the form (which is available from the Office of the Public Guardian website)

Register the form with the OPG





Advance decision to refuse treatment (ADRT)

As long as it meets certain requirements, an ADRT is legally binding

It must be signed and witnessed

It can be used to refuse specific treatments, except in specific circumstances

Eg. 

“If I have a stroke, I do not want a feeding tube.  If I develop MS, this does not apply”









Advance decision to refuse treatment



“If my heart stops beating, I do not want to have cardiopulmonary resuscitation, even if my life is at risk”



If the person declines a treatment, and it might result in their death, the statement has to acknowledge that







Discussion might include

The individuals concerns 



Their important values or personal goals for care



Their understanding about their illness and prognosis



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







What to plan?

Everyone

A will / finances

a funeral  ?



For someone with a significant illness, or a problem that means they might become unable to make and communicate decisions

Who will speak on your behalf?  LPA?

What do you want to have written down?

Who should hold that? – you, family, professionals





Starting the conversation

Four topic cards have been designed to help people to have these important conversations.

The topics covered are:

What’s important to me?

Lasting Powers of Attorney and Wills

Medical Decisions

My Care Preferences

The pack topic cards can be downloaded HERE.





Any Questions

Contact 

Karen.hagreen@overgatehospice.nhs.uk.



Useful link

nhs.ukhttps://www.england.nhs.uk/coronavirus/wp-content/uploads/sites/52/2020/03/C0081-Speciality-guide-Palliative-care-and-coronavirus.pdf









image1.jpeg







image2.png







image3.png







image4.jpg

@ | wewi uave To TALC A8 DY ING: CoviD-19

ALL LANLEIANS, SOME WORKIN & OVTSIDE USUAL AREA:

How
CAN WE DO Hok Do We
THIS WITH mmmg
CONFIDENCE

AND
EMPATHY ?

OPENNESS
ComPASSIon / v -\
DlaNITY OF COMFORT 20T






image5.jpg

® [wiv s s ey seeote ¥ 2%

How Do |
o,

EUEN Bt THE
SUBJECT UP?
" AWAKE
¢ Less

2 ﬁ?? S
é{r g p,

ot e, STAY
% \A% 6nuwmws
EXPECTATIONS
Lot L S reanext Ly







image6.jpeg







image7.png







image8.png







image9.jpeg







image10.png

@

Brainstorm

Individuals
supported to
make their
own decisions

Best
Interests

(-]
Unwise

decisions

Least
restrictive

Presumption 8
() options

of capacity. ;

Question

What are the

five statutory principles of the
Mental Capacity Act 2005?







image11.PNG

INFORMAL

Personal
Future
Plan

Appoint
someone to
make
decisions

FORMAL

Legally binding








image2.emf
Community_and_Car e_Home_ICODD_document with changes for N & V  22.11.18.pdf


