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Agenda

• Advance care planning: what, why, 
when, where, how

• Anticipatory prescribing for patients 
at the end of life

• Resources



“Advance Care Planning (ACP) is a voluntary process 
of discussion between an individual and their care 
providers. It is to make clear a person's wishes in 
anticipation of a deterioration in the individual's 
condition in the future, with attendant loss of 
capacity to make decisions and/or ability to 
communicate wishes to others.” National EOLC program



What is Advance Care Planning?
• Deciding what is important to the individual
• Looking ahead with a combination of realistic 

expectation and hope
• Conversations to explore which treatments your 

patient would or would not accept 
• Promoting autonomy 
• Planning for death and dying 
• Living until we die 
• Takes time, thought and trustworthy support



Dr Kathryn Mannix  “With The End In Mind”



ACP: WHY?





Benefits of ACP
• Empowering for the patient

• Gives an opportunity to ascertain the patient’s wishes and 
goals
• PPOC and PPOD
• Significant events / Financial planning

• Reduces stress on family at a difficult time / promotes 
important discussions

• Triggers increased support and more co-ordinated care
• GP Palliative Register
• DN palliative assessment 
• Community MDMs 
• Carer’s needs assessment
• Anticipatory prescribing 
• Key Information Summary 



GSF Prognostic Indicator Guidance
3 triggers that suggest people are nearing EOL

1.     General indicators of decline
– Declining performance status
– Increasing need for support
– Advanced disease – unstable/deteriorating symptoms
– Decreasing response to treatments / decreasing 

reversibility
– Repeated unplanned/crisis admissions
– Sentinel event
– Progressive weight loss

2. Specific clinical indicators related to 
certain conditions

3. The Surprise Question: “Would you be surprised if 
the patient were to die in the next few months, 
weeks, days?”









Case History



Case History
• Domiciliary Visit to patient Joe at home with Palliative Care 

Nurse
• Malignant Melanoma - metastatic to liver and bone
• No further oncological treatment - for BSC. Told in 

May prognosis approximately 3 months
• Lived at home with wife who is fit and well. 2 sons and 1 

daughter who all live close by and provide support.
• 2 storey detached house, upstairs arrangement. No 

package of care. No adaptations
• Deranged LFTs , Normal eGFR



Current medications
• Dexamethasone 6mg od (trial for 3/52 for appetite/energy/LCP)
• Longtec 10mg BD
• Shortec 3mg PRN (none in last 24hrs)
• Paracetamol 1g QDS
• Atorvastatin 10mg note
• Na Picosulphate 10mls nocte
• Omeprazole 20mg BD
• Diazepam 2mg BD
• Nystatin 1ml QDS
• Cimetidine 400mg BD



Issues
• Reduced appetite & weak - overall deterioration in energy 

and activity.
• Fatigue- Sleeping more of the day and struggling now to 

get to bathroom in hallway.
• Assistance of one but changing now - wife struggling.
• Early satiety and occasional urge to vomit. Struggling with 

tablet burden.
• Bowels opening every 3-4 days.
• PU - concentrated. Uses bottle but struggling even with 

this and exhausting.
• Occasional pain in right upper quadrant- managed by 

Shortec.



Examination
• Pale, fatigued but conversational. Cool peripheries
• Oral Candidiasis and dry mouth
• Heart sounds 1&2&0. Pulse 100pbm regular. Chest clear
• No midline vertebral tenderness
• Abdomen distended, non-tender and not tense. Palpable 

mildly tender mass right upper quadrant. Bowel sounds 
present.

• Normal neurological examination
• Ankle oedema – some excoriation on both feet and small 

petechiae.
• Dry skin



“I don’t think I've long left 
Doctor"



Health Education Kent Surrey and Sussex

http://kss.hee.nhs.uk/


I am worried 
about what to 

expect

Don’t miss cues that the patient is ready to talk:

Health Education Kent Surrey and Sussex

http://kss.hee.nhs.uk/


The 
Patient

GPs, doctors, 
or hospital 
consultants

Nurses

Allied Health
Professionals

Health Care 
Assistants

Other 
healthcare 
colleagues

Family and 
friends

Who should initiate and lead these discussions?



WHEN?
The trigger could be:

22

The death of a spouse 
or 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

A change in personal 
circumstances, for 

example, retirement

Changes within the 
family dynamics COVID-19

Because it is a risk, 
especially to 
“vulnerable”

Because many of the 
above apply



Lets Talk Survey (AIIHPC) 2015

68% of people said that 
planning for their future was 
their biggest practical worry



National Council Palliative Care (NCPC): 
Dying matters survey

• 51% of respondents who had a partner said they
were unaware of their end of life wishes

• 36% had written a will

• Just over 1/3 had registered as an organ donor

• 29% had let someone know their funeral wishes

• 6% had written down their preferences for
future care



What about Joe?

• Global deterioration likely due to progressive 
disease, entering terminal phase

• He knew his diagnosis and expected prognosis 
was short.

• Opportunity now to explore advance care 
planning in conjunction with anticipatory and 
current symptom management



Safe and 
private

Time

Respect the 
individual

Communication

Having the conversation:

Health Education Kent Surrey and Sussex

http://kss.hee.nhs.uk/


The reality today….

• Settings – Home visit, NH, Telephone, Virtual
• Apply the same principles as best as possible
• Don’t let it be a barrier



1.Set up the 
conversation

2. Assess health 
understanding



3. Share 
prognosis

4. Explore key 
topics

5. Reassurance



Exploring key topics
Meaning / People that matter / Fears / Sources of strength / Best care

• “What would be most important for your healthcare providers and 
loved ones to know if you became very sick and couldn’t speak for 
yourself?”

• “If we think they may not help, or may cause suffering, some people 
make decisions to avoid treatments such as (blood transfusions, 
surgery, admission to hospital, CPR ). If this happened to you, have 
you thought about treatments you may not want?” 

• “If you become too unwell to speak up for your wishes, is there 
someone you trust to speak on your behalf?”

• “What are the options for your care as your health deteriorates and 
you need more help? Can these happen at home? Would you want 
that?”

• “If you discovered that you needed lots of treatment in hospital to 
keep you alive, would you want that? Or would you prefer less 
treatment even if it meant you didn’t live as long?”



6. Close the 
conversation

7. Document and 
communicate 

8. Enter onto KIS



The wish/worry/wonder framework 

KEY IDEAS 
I wish allows for aligning with the patient’s hopes. 
I worry allows for being truthful while sensitive. 
I wonder is a subtle way to make a recommendation. 

“I wish we weren’t in this situation, but I worry that if 
you got sick (with COVID-19/another infection) with 
your other health problems, you may not survive a 
Hospital/ICU admission. I wonder if we can take this 
opportunity to talk together about what would be 
important to you if you became very sick?”



Conflicting 
messages

Unaware that death
is imminent

Family distress

Dissatisfaction 
with care

Complaints

Uncontrolled 
symptoms

Bereavement 
issues

Will I cause harm by talking about dying?

Effects on patient if diagnosis of dying not made (BMJ 2003) 



So back to Joe
• Asked Joe if he thought this would be a good time to have a discussion about his 

health and his future
• Asked if there was anyone else he would like present – happy with just his wife
• Asked if he would be happy repeating what he said to me and we could talk a bit 

about it
• Asked their permission to have difficult and perhaps emotional conversation

• Joes agenda 1st
– Last rites at home in his last few days with his family.
– Bed near the window so he can see the birds in the trees.
– He hates the feeling of dry mouth so was very keen to have regular mouth 

care even when he’s unconscious.
– He wishes to have some more conversations with his sons and daughter about 

their futures and will plan to do that over the next few days. Will go through 
paperwork and house maintenance.

– He has his funeral planned.



https://www.goldstandardsframework.org.uk/advance-care-planning



?My agenda
• Prognosis – in terms of weeks

• Preferred place of care and preferred place of death

• NOK – who he wants to make decisions on his behalf if incapacity

• Treatments that would work versus treatments that would not work
e.g. IV Abx – did not want to go back to hospital

• CPR discussion - likely to be futile in presence of advanced metastatic 
disease or restore a quality of life that would be acceptable to him.

• Joe was clear that he would not want resuscitated in the event of 
cardiopulmonary arrest and his wife was in agreement.



https://www.youtube.com/watch?v=6Jf4RLRzzOw We need to talk about CPR-
Kathryn Mannix

https://www.youtube.com/watch?v=6Jf4RLRzzOw&fbclid=IwAR104A8QwxAaPSCcqqzA9h3qp6rUBCbIBWvbes_MOCfbPu4qf2N7SJw2MYI


Doesn’t always go well..



Not wanting to talk about it

“Differential diagnosis” includes: 

• Overwhelming fear about the future and dying

• More support needed (e.g. from a family member) to address 
these issues. 

• Concurrent other difficult events/stressors (e.g. symptoms, 
other life stressors). 

• Mental health issues that makes it difficult to tolerate the 
anxiety of a discussion 



“I’m going to beat this”
Opportunity to reshape the meaning of “beating” the illness.

“I wish I could promise that we could beat this illness, but I can’t. What I can 
promise is that we are going to do everything we can to help you live the way 
you want to live.”

Focus on the patient’s strengths:

“I can see what a strong force you are for your family.
I think there is a lot you can do to help them deal with this awful situation with 
your illness, by helping to prepare them.”

Acknowledge patient’s desire to beat their disease, but gently persist in 
exploring end-of-life issues and moving the conversation forward:

“We should hope for the best and prepare for 
the worst”



"You have to do everything possible for my 
husband"

• Allow time to explore and understand where the statement is 
coming from. 

• Usually an emotional place of fear, distress, frustration, anger.
• Empathise
• Ascertain their understanding and explain the facts/survival 

rates if appropriate
• Gently explain that this is not a treatment that will be offered 

as the underlying condition causing death cannot be fixed
• Keep calm, do not become irate or defensive - ask what they 

think their loved one would want (if they can't speak for 
themselves)

• They are entitled to a second opinion if there is a 
disagreement



Documenting ACP

• GP records/Clinic Letters
• Macmillan: Your Life Your Choices
– Recently revised for NI
– Info on ACP / Making a will / Organ 

donation / EPoA / Capacity
– Includes ‘A record of my wishes’, ADRT 

form, Checklist
– Download / order copies









Sharing information about the ACP

• Phone
• Letter copied to relevant parties
• Key Information Summary on ECR
• Palliative Discharge Letter



Key Information Summary





Communication between settings



Back to the patient – practicalities and 
prescribing in end of life 



Opioids

• STOP Longtec 10mg BD (last dose tonight)
• START CSCI tomorrow morning:
– Morphine Sulphate 20mg
– Metoclopramide 30mg
– in Normal Saline 0.9% over 24 hours

• START Breakthrough to Morphine Sulphate SC 3mg 
2-4 hourly PRN/ Oramorph 6mg 2-4 hourly PRN for 
pain or dyspnoea



Opioid prescribing tips
• Morphine Sulphate is first line choice of opiate
• If hepatic impairment Morphine opiate of choice 

(e.g. in our case history)
• If renal impairment – talk with PCT, may need to 

consider
– Oxycodone
– Alfentanil CSCI

• If hepatorenal syndrome – talk with PCT
• Patches are best for stable pain



Case History
• Anticipatory Prescribing – Midazolam 2mg SC 2-4 hourly PRN, 

Levomepromazine 5mg SC 4-6 hourly PRN, Glycopyrronium 200mcg 
SC 4-6 hourly PRN

• Rationalise medications – STOP Nystatin, Atorvastatin.
• START Daktarin gel QDS for 1 week
• Biotene mouthwash
• Emollient for legs
• REDUCE Dexamethasone to 4mg (and every 2 weeks by 2mg with 

view to stop)
• TRIAL catheter
• Declined POC at present but aware needs will increase so will talk to 

DN if changes mind
• INFORM GP regarding ACP conversation and DNACPR status –

request information relayed to OOH



If on patch and want to start CSCI

• Take into account clinical condition
– Option 1: Leave patch on and supplement 

opioid in CSCI
– Option 2: Remove patch and commence 

CSCI 12 hours later

If starting patch:
-going from MST to patch - give last dose and start patch at same time
-going from CSCI to patch - apply patch and stop CSCI 12 hours later



Anticipatory Prescribing at End of Life

Prescribe for 

•Pain

•Breathlessness

•Nausea & Vomiting

•Anxiety, agitation, delirium

•Noisy respiratory secretions

http://www.professionalpalliativehub.com/guidelines/northern-
ireland-palliative-care-tools-guidance





● Morphine = 1st line 
opioid of choice

● Seek specialist 
advice in patients 
with renal or hepatic 
impairment

● Breakthrough 
analgesia = 1/6th of 
total 24 hour opioid 
dose

● Start with the lowest 
dose in the range











● If patient is breathless 
AND anxious consider 
adding PRN Midazolam 
(e.g. 2mg SC) and/or 
Midazolam via syringe 
pump (e.g. 5mg-10mg 
/ 24 hours)

● If tolerating PO meds –
Lorazepam tabs 0.5mg 
sublingually 4-6 hourly 
PRN







Take home points

• Individualised Care Plan
• Patient centred decision making
• Clear goals of care
•Good communication across care 

settings
• Remember Anticipatory Prescribing



RESOURCES





Resources

• Macmillan Booklet– Your life, your choices.
• pcip.hscni.net Resources section
• My Emergency Department app (COVID 

specific– need professional email address)
• www.professionalpalliativehub.com (AIIHPC)
• Microguide –going live this week
• Belfast Trust Intranet – a to z listings-

Palliative and end of life care

http://pcip.hscni.net
http://www.professionalpalliativehub.com/


"Advance Care Planning is a little bit about dying. But it's so much more than that. 
It's about living until we die, with our values and preferences at the centre of all 

decisions. Which seems to me to be an excellent plan."

Kathryn Mannix



Type to enter a caption.

Thank you 
for this 

opportunity

Any 
questions?







COVID specific Clinical Guidance: Intranet, My 
ED app, soon to be on Microguide

• Palliative Symptom Assessment for patients with 
COVID 19

• Covid-19: Symptom Management in Last Days of 
Life (For use in secondary and primary care settings)

• Management of symptoms in COVID 19 patients 
who are still receiving active management -
Hospital Use only

• Nursing Care at end of life for COVID patients







COVID specific Communication Guidance 

• Advance Care Planning communication guides
–Covid 19: Let’s think ahead
–Covid 19: communication RE goals of care

• Before death conversation
• After death conversation



Louise Hagan 2020)



Advance Decisions to Refuse 
Treatment (ADRT)

• Unambiguous

• Preferably in writing

• If patient is refusing life sustaining treatment it MUST be in 
writing, signed and witnessed

• Up to date in light of new treatments

• Consequences of refusal considered and documented including 
life saving treatment, artificial nutrition and hydration



Power of attorney

• A power of attorney allows a person to choose other people to make decisions on their
behalf , should they ever lack the capacity to make decisions themselves. The donor
(person wanting to create the power of attorney) must be over 18yrs of age and
mentally capable

• In NI there is currently only one type of power of attorney known as Enduring power of
attorney

– An Enduring Power of Attorney is a power of Attorney, which subject to conditions
and safeguards, continues in force even after the maker of the power (called “the
Donor) becomes mentally incapable of handling his or her affairs, provided that it is
registered.

– Can make decisions about finances and property in the event the person no longer
has capacity (not decisions about health in NI)

http://www.courtsni.gov.uk/SiteCollectionDocuments/Northern%20Ireland%20Court
s%20Gallery/Business%20Area%20Docs%20-%20RCJ/EPA-Notes-For-
Guidance.pdf


