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Preparation for end of life

• Medical, psychosocial, spiritual and practical components

• Having a named person to make decisions

• Knowing what to expect about the terminal condition

• Having finances in place 

• Good communication with healthcare providers to discuss 

prognosis, treatments, etc

• Shown to help adjustment to bereavement



NICE guideline (2018)

• At diagnosis, offer the person and their family members or carers… 

information that explains what their dementia subtype is and the changes 

to expect as the condition progresses

• Offer early and ongoing opportunities... to discuss:

– the benefits of planning ahead

– lasting power of attorney (for health and welfare decisions and property and 

financial affairs decisions)*

– an advance statement about their wishes, preferences, beliefs and values 

regarding their future care

– advance decisions to refuse treatment*

– their preferences for place of care and place of death.

*have a statutory force if valid and applicable to the specific situation



European Association of Palliative Care (EAPC)1

• Advance care planning is proactive. This implies it should start as 

soon as the diagnosis is made, when the patient can still be 

actively involved and patient preferences, values, needs and 

beliefs can be elicited.

• Families need education regarding the progressive course of the 

dementia and (palliative care) treatment options; this should be a 

continuous process addressing specific needs in different stages, 

examining family receptiveness.

1van der Steen, J. T., et al. (2014). "White paper defining optimal palliative care in                       
older people with dementia: a Delphi study and recommendations from the European           
Association for Palliative Care." Palliat Med 28(3): 197-209.



Advance care planning

“…a process of discussion between an individual and their care 

providers irrespective of discipline.  If the individual wishes, their 

family and friends may be included.  With the individuals agreement, 

this discussion should be documented, regularly reviewed, and 

communicated to key persons involved in their care”

Advance care planning; A guide for health and social care staff (2007)



Evidence for Advance Care Planning1

• Modest evidence for benefits

• Associated with improved end of life outcomes (eg ↓ hospitalisation, 

↑ carer satisfaction, ↑ comfort in dying, dying in preferred place) 

• Small number of studies (n=18) 2/3 RCTs of low quality

• Most studies in care homes and in the US – often not involving 

person with dementia

1Dixon, J., et al. (2018). "The Effectiveness of Advance Care Planning in             

Improving End-of-Life Outcomes for People With Dementia and Their                      

Carers: A Systematic Review and Critical Discussion." J Pain Symptom                  

Manage 55(1): 132-150.e131



Memory clinic survey 

• Distributed to clinics 

accredited through the 

Memory Service National 

Accreditation Programme

• 51% responded

• Explored how clinics 

prepare people with 

dementia and family carers 

for end of life



Does your memory service discuss or give information regarding the 

following topics? (n=46) 
With all 
patients

With all 
carers

Leaflet On 
request

The nature of dementia as a progressive 

illness*

87% 89% 87% 35%

The nature of dementia as a terminal illness 37% 41% 48% 63%

Spirituality or interpretations of the meaning 

of death

11% 11% 17% 63%

The meaning and implications of ‘loss of 

mental capacity’*

59% 61% 67% 57%

Discussions about the patient’s wishes for 

the future

67% 63% 67% 54%

*All clinics provided this information through at least one avenue



“This is very thought provoking; why don’t I think of dementia as terminal?” 

“I think that puts the fear of God into most people, using ‘terminal’. That makes 

it kind of a bit more imminent and out of one’s control … I try to encourage 

people to think about what they can do now, um, and how they can exert 

control”

“When I talk about diagnosis I don’t talk about death. When I talk about 

diagnosis I talk about the things that we can help them to do in life. It might 

seem … slightly hypocritical potentially to start talking about, well, what about 

having a good death?”  



0% 20% 40% 60% 80% 100%

Advance care planning should start as soon as diagnosis (EAPC)

Professionals should discuss advance statements/decisions to refuse
treatment while the patient has capacity (NICE)

Professionals should discuss LPA while the patient has capacity (NICE)

Professionals should discuss Preferred Place of Care plans...while the
patient has capacity (NICE)

ACP should be revisited with patient and family regularly (EAPC)

Professionals should discuss the progressive course of dementia (EAPC)

Professionals should discuss the terminal nature of dementia (EAPC)

Professionals should assess religious affiliation..sources of spiritual
support and ..wellbeing (EAPC)

Bereavement support should be offered to carers following diagnosis
(EAPC)

Strongly disagree Disagree Neither agree nor disagree Agree Strongly agree



Have HCP's prompted discussions about advance 

decisions? (150 family carers)

No

Yes

Cant remember

Unpublished, Moore et al



Qualitative themes

Carer’s perception 
of control

Importance of relationships 
with health and social care

Understanding the 
progression of dementia

Emotional responses to 
advanced dementia and EOL

Moore KJ, et al (2017) 
Experiences of end of life 
amongst family carers of 

people with advanced 
dementia…BMC Geriatrics, 

17(1), 135.



Four major themes described strategies for improving practice: 

1. Educating families and staff about dementia progression 

2. Appreciating the value of in-depth end-of-life discussions compared 

with simple documentation

3. Providing time and space for sensitive discussions

4. Having an independent person responsible for end-of-life     

discussions



Timing of discussions
Timing Whether end of life discussions are likely

At diagnosis • Clinics report this is too early and too much information to take 
in/not enough time

Weeks/months 
after diagnosis

• Not all memory clinics have post-diagnostic services to do this
• GP probably wont do this

In following years • No process to trigger conversations
• Some services eg Admiral Nursing may have these discussions

Hospitalisation • If considered end of life may discuss DNAR

Care home 
admission

• May trigger an ACP process – tick box exercise?



Key Points

• Clear message from diagnosis that dementia is terminal

• Education about what dementia is and how it progresses 

– managing uncertainty

• Providing real opportunities for people with dementia and 

their family to have conversations/questions answered

• Importance of relationship building, ongoing discussions 

and reviewing as needs change and dementia progresses 

• Sensitive to readiness for discussion – but not avoidance

• Discussions when person with dementia has capacity



Thank you

kirsten.moore@ucl.ac.uk

@k1rstenmoore

mailto:kirsten.moore@ucl.ac.uk
https://twitter.com/k1rstenmoore


“Missed Opportunities”

Table exercise and discussion – what 
are the triggers/opportunities for 

starting conversations about future 
planning and how confident are we?

Presented by Debbie Veigas, Admiral Nurse, Wakefield Hospice

and 

Rachel Guest, Admiral Nurse, Kirkwood Hospice



Missed Opportunities 

Starting conversations about future 
care planning  



Registered nurses who have specialist knowledge of dementia care

As hospice Admiral Nurses we provide specialist advice, guidance, training 
and support to people, their families and carers (and organisations who 
support them) living with advance dementia.  

What is an Admiral Nurse?



Debby Veigas       and      Rachel Guest
(Wakefield Hospice)       (Kirkwood Hospice)

End of Life Care Admiral Nurses 

Support in the last year of life



How Admiral Nurses work. Integrated Nursing Role

Bio-psycho-social assessment of 
families’ needs
Person /relationship/family centred care
Psycho- education
Health promotion/risk prevention 
Psychosocial interventions 
Medication management
Practical skills 
Coping strategies
Advance Care planning & End of Life 
Care
Counselling & Bereavement support 
Individual, couple, family & group work
Managing complex needs & co-
morbidities 
Case management & care coordination 

Sharing expertise
Advising & influencing practice of 
others 
Education and training
Coaching, supervision & mentorship
Developing partnerships across 
agencies 
Facilitating involvement of carer & 
person with dementia
Strategic planning and policy 
development 
Leadership and quality improvement
Service development
Audit, Research and evaluation

Working with families Supporting best practice 



Missed Opportunities ........



Mrs Hall is a 69 years old lady. She lives with her husband, they have been married for 48 years and have two children. Her d aughter is 

pregnant and expecting her second child. They are a close family and have regular contact as both children live close by.

Mrs Hall was a medical secretary for most of her employed/working life. She decided to retire at 65 due to some difficulties with her short 

term memory and concentration. Hobbies she enjoyed with her husband included walking, line dancing, eating out and going to t he 

theatre. They own their own home and also have a holiday home in Scotland which is used regularly by all their family. 

Mrs Hall is an insulin dependent diabetic which she still manages well with some support from her husband. She sees the diabeticnurse at 

her GP surgery every six months. Almost 5 years ago she was hospitalised after a heart attack, which has frightened her and restricted her 

activity levels.  

Mrs Hall was diagnosed with vascular dementia just after her 66th birthday by the memory assessment and treatment service at her local 

Hospital. She was referred there by her GP as her memory problems were worsening. She was told at this time she was unsuitabl e for any 

of the cognitive enhancers. Afterwards she saw a dementia adviser for information about dementia and support services and her care was 

transferred back to Primary Care and her GP.

She has recently had a knee replacement and is recovering slowly at home with the support of her husband, family and friends. Currently 

she is monitored by her GP, sees a physiotherapist for mobility exercises and district nurses visit twice weekly to check all is going well. She 

has a follow up appointment at the hospital in four weeks.

Her husband has noticed more changes in her memory and functioning, is concerned about her decline and is wondering about accessing

services to support them better. He has contacted the local Alzheimer’s Society who are due to visit next week with a view to obtaining

more information and initiating some support.



Feedback ……..



ACP ….. Why so many missed opportunities?

•Confidence

•Who's role?

•Barriers?

•Difficult to talk to people about death and dying 
whilst they are still well. 



Are you are person who likes to plan ahead…  
Even if the answer is No; just have a go and answer 
the questions on a piece of paper…

• What makes you the person you are? 

• What music do you like to listen to? 

• What are your wishes and preferences about future care should you ever need 
it? 

• Who would you nominate to speak on your behalf if required? 

• Would you want to make it legal to nominate a person to look after your financial 
affairs… your healthcare affaires? 

• Who would you discuss these wishes with? 

Having answered these few questions accurately, you have started to create your 
Advance Care Plan… was it hard? 



How can we start a conversation?

Why its good to think ahead…

When a person comes to the end of their life most have the simplest 
requests:

To die with dignity
To be free from pain 
To be in familiar surroundings 
To have loved ones around them 

There is no harm in asking a person you are supporting / caring for if 
this is what they would envisage for themselves and what this would 
look like for them. 



Our role ….. 

Some people who are referred to our services 
lack mental capacity to make decisions and a big 
part of our role is around best interest meetings 
and family discussions



Not offering early conversations strips away the persons right 
to make choices about care. It has to be done early before 
loss of mental capacity occurs. 

It should be an inclusive, personalised, multifaceted 
approach 

The more that everyone involved in the care of a PLWD takes 
opportunities to initiate ACP conversations the more routine 
it becomes. 



Any Questions? 



debby.veigas@wakefieldhospice.co.uk

rachel.guest@kirkwoodhospice.co.uk

End of Life Care Admiral Nurses

mailto:debby.veigas@wakefieldhospice.co.uk
mailto:rachel.guest@kirkwoodhospice.co.uk
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Look out for our next

Whole Systems Event 

on

6 June 2019

at the Malmaison Hotel

Leeds City Centre
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